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Mission Statement
The mission of the Maine Dementia Care Partnership is to convene an expert group ofstakeholders to provide
education, resources, and support systems to assist Maine’s nursing homes to enhance person-centered
dementia care practices and non-pharmacological approaches to care.

Commitment
At _________________________ we believe that people living with Alzheimer’s Disease and/or other related
dementias can continue to engage in meaningful activities and participate in their overall health and wellness,
when receiving the appropriate support from healthcare partners trained to meet their needs. Our goal is to
provide our residents with cognitive loss an opportunity to achieve and maintain their highest level of selfperformance in daily living situations. We are committed to the following goals and best practices outlined by
the Maine Dementia Care Partnership:

□

Embrace a person-centered approach to care

□

Provide quarterly comprehensive dementia training to our staff

□

Achieve facility-specific reduction goal that is realistic

□

Adopt approaches that engage residents without the use of
unnecessary drugs

□

Evaluate outcomes of using Change Package, using data and anecdotal
evidence
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Thank you!
The Maine Dementia Care Partnership thanks the organizations that contributed information to this Change
Package. The workgroup consisted of providers, consumers, advocates, educators, regulators, and expertsfrom
across the state. Nursing home participants were large and small homes; for-profit and not-for-profit homes;rural
and urban homes; homes part of corporations, health systems, religious organizations, or government entities; as
well as independent, standalone nursing homes.
The Maine Partnership would like to further acknowledge the following individuals who committed their time and
effort in developing this package for nursing homes. This initiative would not have come to fruition without their
dedication and participation over an extended period of development.
Peter Baker, Maine Health, formerly Alzheimer's Assoc.
Deborah Bostic, Springbrook Center
Diane Bynion, Fallbrook Woods
Kim Emmons, Greenwood Center
Jabbar Fazeli, MD, Maine Geriatrics/AMDA, Partnership Co-Chair
Brenda Gallant, Maine Long Term Care Ombudsman, Partnership Co-Chair
Richard Gilbert, South Portland Nursing Home
Nadine Grosso, Maine Health Care Association, Partnership Co-Chair
Shelly Hayden, Continuum Health Services
Angie Hunt, The Cedars
Tracy Kiernan, Greenwood Center
Ed Latham, Barron Center
Michele Laughman, Centers for Medicaid and Medicare Services
Jessica LeClerc, Foreside Harbor
Shannon Lockwood, Continuing Care, Lakewood
Margie McLaughlin, Healthcentric Advisors
Kayla Rickards, Barron Center
Deb Sirois, Mount Saint Joseph’s Rehab & Residence
Danielle Watford, Maine Health Care Association
Susan Wehry, MD, University of New England, Chief of Geriatrics
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CHANGE PACKAGE OUTLINE

This Change Package provides a conceptual framework, roadmap, and step-by-step guide to help organizations
successfully implement the reduction of off-label antipsychotic drug use within their setting. It contains strategies,
actions and resources across eight key areas of change. This work aligns closely with the newly established nursing
home Requirements of Participation (RoP). We hope you will find useful guidance, as well as inspiration in these
pages.

Based on the experience of many high performing practitioners, the Maine Partnership for Dementia Care has identified
the following practices as those that lead to success in reducing the off-label use of antipsychotic medications. It invites all
members of the community to adopt a holistic approach to care offering a philosophical shift in attitude and approach
along with the potential for sustained gains. The following eight practices and their accompanying objectives spell out
specific actions.

1

FIRST LINE OF DEFENSE

2

THERAPEUTIC ENVIRONMENTS

3

A systemic understanding and commitment by families, nurses, all staff, pharmacists and doctors that ensures
residents can live safely without the threat of off-label use of antipsychotic drugs
• A shared moral imperative-death, risks, dopamine
• Compelling elevator speech-why we don’t use them
• A shared philosophy that all behaviors are communication and should be addressed directly
• A clear statement of alternatives and best practices utilized by competent staff and clinicians
• A publicly visible goal

A community wide commitment to fostering an environment where residents thrive
• Focused on well-being-spirit, mind and body
• Ensures adequate sleep, nutrition and engagement
• Uniquely fortified for the lifestyle and needs of those with dementia
• Employs evidenced based programming and activities

DATA DRIVEN DASHBOARD

An organization-wide practice of using data to drive and inform quality approaches and solutions, resulting in high
levels of quality care that keep residents comfortable, safe and engaged without the threat of off-label use of
antipsychotic drugs
• CASPER - How to use CASPER data to identify residents; how many? Who?
• MDS - How to use MDS data to identify specific behavioral, mood issues
• Ties into QAPI COMMITTEE - how to tie quantitative and qualitative data into committees
• Assures daily feedback through daily huddles - all shifts – how to engage staff in day-to-day QI and
identification of residents needs through huddles

4

OBVIOUS & DEMONSTRATED COMPETENCIES

5

HOSPITAL TRANISITIONS PROCESS

6

FAMILY EDUCATION

7

PROCESSES FOR GRADUAL DOSE REDUCTION

8

PHYSICIAN/MEDICAL DIRECTOR ENGAGEMENT

An on-going, multifaceted education program that:
• Operates under the leadership of a well-qualified person (i.e., Coach or Champion) with skill
andexperience in dementia care
• Defines dementia care competencies for staff
• Identifies advanced skill and career ladder competencies
• Offers dynamic, on-going, short, in-service education intended to advance the knowledge and skill of
new hires, and all staff on an annual, “as needed” and review basis
• Provides Just-in-Time coaching and education
• Evaluates the success of education based on low rates of APM and staff injuries, high staff satisfaction
and self-determined skill, low levels of fear, high levels of attendance

A collaborative process between the hospital and SNF that assures that residents who have been put on APMs
while in the hospital will not remain on them
•
Admissions collaboration

A structured program of education that ensures that families understand why APMs are not used, the risks, the
issues and the need for Advanced Directives
• Training
• Resource Material

A collaborative plan among all caregivers and clinicians that:
• Identifies specific individuals for dose reduction
• The necessary steps for the actual GDR
• Identification of alternative strategies that will be implemented to ensure comfort of the resident and
success of the GDR
• Assurance that the strategies will be recognized in the individualized plan of care
• A review process that ensures the ensure comfort of the resident and success of the GDR

A collaboration that:
• Provides access to peer physician support on the initiative (phone, webinar, in person, etc.)
• Develops/distributes physician Fact Sheet on the initiative
• Identifies ways to promote physician buy-in to the "shared philosophy"
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Nadine Grosso, MCIS is the Vice President and Director of Communications for Maine Health Care Association where she has
dedicated over 20 years to the support and advocacy of Maine providers. As Vice President, she assists in overseeing the
Association’s daily operations and is responsible for managing the Association's traditional communications. She has more than
25 years of public relations and communications experience and serves as the co-chair of the Maine Partnership to Improve
Dementia Care in Nursing Homes.
Brenda Gallant, RN is the Executive Director of the Maine Long Term Care Ombudsman. The Maine Long-Term Care Ombudsman
Program is a non-profit agency whose mission is to advocate for quality of life and care for long-term care consumers. As part of
their advocacy, they can provide advice on how to find services as well as how to address concerns related to services. Brenda
also serves as the co-chair of the Maine Partnership to Improve Dementia Care in Nursing Homes.
Marguerite McLaughlin is an enthusiastic educator and consultant who works both locally and nationally to support change in
healthcare. Her 30 years of experience include Sr. Program Administrator for Healthcentric Advisors-the New England QIO,
Senior Director of Quality Improvement at the American Health Care Association, Vice President of Education & Member
Relations at the RI Healthcare Association, Saint Elizabeth Home, and the Alzheimer’s Association.
Jabbar Fazeli, MD is a Fellowship Trained and Board-Certified Geriatrician with twenty years’ experience, and a passion for the
elderly and high ethical standards. Dr. Jabbar Fazeli maintains privileges in various hospitals, including MMC, Mercy Hospital, and
SMHC. He founded Maine Geriatrics to be a provider of independent, high quality, and ethical geriatric care. He also co-chairs
the Maine Partnership to improve Dementia Care which shares the same goals as C.A.L.M.
Susan Wehry, M.D is Clinical Associate Professor of Psychiatry at the University of Vermont College of Medicine and consultant
to Vermont’s Department of Disabilities, Aging and Independent Living. Her current projects include guardianship reform,
reducing reliance on medication in the care of persons with dementia and assisting culture change coalitions to improve quality
of life in nursing homes.
Nick Viti, OT is the Director of Life Enrichment at The Cedars, and the recent recipient of the Practitioner of the Year Award from
the Maine Association of Occupational Therapists. During his time at The Cedars, Nick has been an integral part of implementing
some significant programs that help our residents with dementia thrive in their days.
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1. First Line of Defense
What is the first line of defense?
The Maine Dementia Care Partnership (MDCP) determined that the first essential strategy to successfully reducing the offlabel use of antipsychotic drugs (to the highest degree possible) is to ensure that everyone - families, nurses, front line staff,
pharmacists and all ancillary staff understands the risks and dangers associated with the off-label use of these drugs in
elders. MDCP considers this the first line of defense and carefully chose it as the number one consideration in this change
package. "Off-label" refers to a practice where medication is being used in a manner not specified in the FDA's approved
packaging label, or insert. The black box warning is an indicator of their inherent danger. Additionally, that in keeping to this
commitment, that all those who care for elders will develop expertise in supporting, managing and ensuring the well-being
of those with dementia using individualized approaches in mitigating discomfort and behavioral issues.

Processes:
Use the accompanying resources to help develop a commitment and philosophy of care that ensures that residents can live
safely (to the degree possible) without the threat of off-label use of antipsychotic drugs.
All staff, volunteers, and administrative staff receive basic training about the off-label use of antipsychotic drugs and their
impact on elders.
The organization’s leadership and education assert, supports and defends a shared moral imperative.

This philosophy of care is identified in the mission statement and other policy documents.
Indicators:
•
•
•
•

Staff know and can articulate why the organization has chosen and, makes every effort, not to use these drugs in this
way
A shared philosophy that all behaviors are communication and should be addressed directly through other innovative
approaches
A clear statement of alternatives and best practices utilized by competent staff and clinicians
A publicly visible goal

Use these Resources:
1.
2.
3.
4.
5.
6.
7.

Guiding Principles
All About Me Booklet
Evidence Based Nonpharmacological Practices to Address Behavioral and Psychological Symptoms of Dementia
My Personal Directions
Life Story Questionnaire
Rethinking Antipsychotic Medication Use
FAST FACTS: What You Need to Know About Antipsychotic Drugs for Persons Living with Dementia (English)
(Spanish)
Brought to you by the Maine Dementia Care Partnership ©2022, dementiapartnership4me@gmail.com
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Is it for me or for you?

Facility Name’s guiding principles for person-centered
Dementia care that supports our resident without the use of
unnecessary medications:
We believe that people living with Alzheimer’s Disease and/or other related dementias can continue to engage in
meaningful activities and participate in their overall health and wellness.

☐

We strive to achieve the lowest possible rate of antipsychotic medication use because:
 These medications can have serious, life-threatening side effects, such as stroke,
falls andpneumonia.
 According to the FDA black box warning, they may increase the risk of death for
elderlyresidents.
 They are not designed to treat many of the symptoms associated with dementia.
 When used for staff convenience, they are a chemical restraint.

☐

We embrace a person-centered approach to care that includes knowing each resident, their
routines, preferences, achievements, fears, desires and hopes. We strive to understand each resident’s reality.

☐

We believe that all behavior is communication and work to understand and address it for each
individualresident. Residents may have an unmet need or are unable to make their concerns known
verbally.

☐

When possible, we adopt non-pharmacological approaches to engage residents such as residentspecific therapeutic activities, music therapy, one-on-one interactions, environmental modifications,
activities andexercise.

☐

We provide routine comprehensive dementia training to our staff because they are critical to the success of
ourefforts and know our residents the best. Education provided is current and reflects evidence-based, best
practices in dementia care.

☐

We work with our health care partners, such as pharmacists, doctors and therapists, to
assess ourresidents’ health status and achieve our antipsychotic medication reduction goals.

☐

We measure and monitor our efforts on a routine basis and continuously consider how we can improve
caredelivery and quality of life, always asking, “Is it for me or for you?”

We welcome your feedback and comments on our dementia care efforts. Please direct them to: insert
contact info here.
Brought to you by the Maine Dementia Care Partnership ©2022, dementiapartnership4me@gmail.com

All about
me
This is a booklet about
a person living with
Alzheimer’s disease or
other dementia.

Name:___________________

Please put a photo of yourself
in the space provided.

The Alzheimer Society is Canada’s leading nationwide health charity for people
living with Alzheimer’s disease and other dementias. Active in communities right
across Canada, the Society
•

Offers information, support and education programs for people with
dementia, their families and caregivers

•

Funds research to find a cure and improve the care of people with dementia

•

Promotes public education and awareness of Alzheimer’s disease and other
dementias to ensure people know where to turn for help

•

Influences policy and decision-making to address the needs of people with
dementia and their caregivers.

For more information, contact your local Alzheimer Society or visit our website at
www.alzheimer.ca.

© 2012, Alzheimer Society of Canada. All rights reserved.

All About Me-E

All about me

b

Introduction.........................................................................................................................................2
Contact information...........................................................................................................................3
Other important numbers..................................................................................................................4

Table of contents

All about me...............................................................................................................................................2

Medical information...........................................................................................................................4
Getting to know me..................................................................................................................................5
My personal life.....................................................................................................................................5
In the past..............................................................................................................................................6
Likes and dislikes...................................................................................................................................6
My routines.................................................................................................................................................8
A typical day..........................................................................................................................................8
Enjoying each day.................................................................................................................................9
Help with daily living..........................................................................................................................11
Help with daily living chart...........................................................................................................12
Meal time........................................................................................................................................14
Regular weekly activities calendar....................................................................................................15
Special considerations.............................................................................................................................16
Journal.......................................................................................................................................................19
Replacement pages.................................................................................................................................21

All about me

1

Introduction
This booklet is all about you, a person living with Alzheimer’s disease or other dementia.

You and your primary caregiver* know what makes you feel comfortable better than anyone.
By answering the questions in this booklet, you will have a record of what makes you content
and at ease that can be used when your primary caregiver cannot be with you and others need
to provide care and support. Anyone can use this booklet to give you the best day possible now
and as the disease progresses.
The first section of this booklet is designed to help someone new to supporting you get to know
you better. It will also suggest conversation topics that may make you feel more at ease and
contribute to more enjoyable times together.

All about me

Although you have a form of dementia, you are still the same person you have always been. This
booklet is designed to focus on the positive: what you are good at rather than what is no longer
possible.

Other sections of this booklet allow you and your caregiver to outline your usual habits: your
daily routines, your likes and dislikes and what makes you enjoy each day. This information will
help new caregivers maintain the routines that give you a sense of security, comfort and pleasure.
When completing this booklet, always keep in mind the main purpose: to give as clear a picture
as possible of you to help others provide care when the person who usually supports you is
unavailable.
To help others provide effective care, keep this book in an easy-to-find location. You and your
caregivers can review it from time to time to note changes and plan for the future. There are
replacement pages at the back that you can use to make any updates or changes.

*The term “caregiver” is used throughout this booklet to mean anyone who supports you.

Date: __________________________________
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Contact information
This booklet contains information about:

All about me

Some of the information is provided by:
Names, phone numbers, email addresses of significant people in my life (family,
friends, neighbours):
Name:
Relationship:
Phone number:
Email address:

Name:
Relationship:
Phone number:
Email address:
Name:
Relationship:
Phone number:
Email address:

Name:
Relationship:
Phone number:
Email address:

Date: __________________________________

All about me
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Other important numbers
Family doctor (name, phone number, address):

All about me

Ambulance:
Police:
Fire:
Poison Control:
Local Alzheimer Society:
Home-care services:
Spiritual or faith leader:
Other:

Medical information
Other than having dementia, are there other medical issues that the caregiver should know
about?

Please provide any important information on:
Allergies:

Hearing:

Vision:

Medications (attach list, if necessary) – include dosage and frequency

Date: __________________________________

All about me
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This section is like a photograph. Try to use as much detail as you can to give readers a real sense
of your personality.

My personal life
How do you like to be addressed? (e.g. nickname, Mr., Mrs., Miss, first name)

Getting to know me

When were you born?
Where?
Single/married/partner/longstanding relationship(s) with
Name:
We’ve been together since

(year)

Where have you lived?

Describe this relationship (e.g. loving, difficult, supportive)

Children (names and where they are now living)

Are they involved in your life now? If so, how?

Do you have any pets? If so, what are their names?

Date: __________________________________

All about me
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In the past
What kind of jobs did you have? (e.g. homemaker, lawyer, nurse, electrician, teacher)

How do you feel about the job(s) you have done? (e.g. proud, satisfied, indifferent)

Likes and dislikes

Getting to know me

If you were asked about the major milestones in your life, what would you likely talk about?
(e.g. major life events, favourite places visited)

What makes you physically more comfortable? (e.g. always have glasses on, have a hearing aid
in, daily lotion to prevent dry skin, toe spacers)

What makes you happy? (e.g. conversation topics, activities, sports, music performances, being
around children/animals)

What do you dislike? (e.g. foods, activities, topics of conversation, music, smells)

What comforts you when you’re upset?

What frightens you?

Date: __________________________________
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Life story (Please describe any other details of your life that would help create a full picture of you
as a “whole person.” What would you want others to know about you?)

Getting to know me

Date: __________________________________

All about me
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A typical day
Routine is important for all of us, but can be especially helpful for a person with dementia.
Writing down your daily routine will help you see how you spend your time and help others who
might be providing care.
Try to look at your care through the eyes of someone who has never met you before. Do you like
to sleep in, have a bath in the evening, or go for a daily walk?
Use this section to describe regular daytime activities. Include activities you are involved in as well
as your caregiver. Include anything that provides pleasure, comfort, or something you particularly
don’t like.
Morning (usual wake up time ______________________ ). How do you start your day?

My routines

Afternoon

Evening

Night (usual bedtime

Date: __________________________________

)
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Enjoying each day
A person living with dementia is just like everyone else, a whole person with likes and dislikes,
opinions, values, and experience. Though some skills are lost as the disease progresses, many
remain. Here are some activities that may bring you pleasure and will help you continue to live a
full life while adding enjoyment to time spent with others.
Music
Do you like to listen to music?

Yes

No

If yes, what kind? (e.g. classical, jazz, folk, blues, or all kinds of music)

What effect does it have on you?

Yes

My routines

Do you play an instrument?

No

If yes, what kind of instrument do you play? (e.g. guitar, violin, clarinet)

Do you enjoy singing?

Yes

No

Yes

No

What effect does it have on you?

Reading
Do you like to read?

If yes, what do you like to read? (e.g. classics, science fiction, romance, adventure, fantasy, news,
short stories)

Do you like to be read to?

Date: __________________________________

Yes

No

All about me
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Television
Do you like watching TV?

Yes

No

Yes

No

If yes, what are your favourite shows?

Games
Do you like to play games?

If yes, what kind of games do you like? (e.g. cards, crosswords, puzzles, Sudoku)

My routines

Sports
Are you interested in sports?

Yes

No

If yes, what sports do you like to play or follow? (e.g. golf, hockey, tennis, skating)

Hobbies
Do you have hobbies that you enjoy?

Yes

No

If yes, what kind of hobbies? (e.g. scrapbooking, crafts, photography)

Do you do household chores? (e.g. meal preparation, dusting, sweeping)

Yes

No

If yes, is there any household chore you particularly enjoy?

What other activities do you enjoy? (e.g. car rides, attending community programs, sitting by
the window)

Date: __________________________________
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Help with daily living
How much help, if any, do you need with routine daily activities such as dressing, bathing or
getting in and out of bed?
The chart on the next page lists typical routine daily activities. Feel free to change the chart to
include activities that apply to you.
Where you are able to be completely independent, write “no help needed.” When you need
help, note how much help you need.
The “Useful tips” section is a good place for caregivers to note the degree of stress the activity
creates and what special approaches might be helpful.

Here is a sample chart to guide you.
Activity

Usual time: 8:00 a.m.

• Prefer shower, don’t like
bath

Twice a week

• Enjoy music or
conversation during bath
time

Is help needed?
• Need help in and out

My routines

Tub/shower

Useful tips

• Give lots of time
• Respect privacy
• Be patient
Dressing

• Can button shirt, put on
underwear and socks

• May need help from time
to time

• Need to take dirty clothes
away immediately
• Can dress independently if
clothes put on bed in right
order
• Offer help tying shoe laces

Date: __________________________________
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Activity

Useful tips

Is help needed?

Tub/shower

Dressing

Dental care/dentures

My routines

Eye care/glasses

Hearing aid

Hair care
• Professional style/cut

Makeup/shave

In/out of chair

In/out of bed

Date: __________________________________
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Activity

Useful tips

Is help needed?

On stairs

Use of toilet

Use of appliances
• e.g. kettle, stove, electric
shaver

My routines

Household tasks
• e.g. sweeping, dusting,
vacuuming, meal
preparation, garden work
Financial
Responsibility with money

Walking
• Habits, usual routes, ability
to be independent
Preparing for bed

Date: __________________________________

All about me
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Meal time
An enjoyable breakfast:

Lunch:

Dinner:

My routines

Snacks:

Any particular likes or dislikes?

What assistance, if any, is required?
Cutting:

Use of cutlery:

Hot and cold liquids:

To learn more about how to make meal times more enjoyable, read the Alzheimer Society’s
Information sheet on the topic.
Date: __________________________________

All about me
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Regular weekly activities calendar
Use this calendar to show regular outings or appointments. You can use pencil so changes can be
made every month, or a make a copy for each month.

Month:
Sunday

Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

My routines

Date: __________________________________

All about me
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Note: The questions in this section are designed to be answered by your primary caregiver. Your
input will be valuable to give the best information possible.
Alzheimer’s disease and other dementias progress over time. As the disease progresses, your
abilities will change.
The information in this section will help anyone supporting you know what these changes are
and how they affect your mood, behaviour and abilities. Your caregiver can suggest ways that
help you feel content, engaged, and secure. For example – Is there a special approach that helps?
Does your behaviour change only at certain times? Are there warning signs?
Below are examples of common situations.
The term “family member” is used to mean anyone with dementia whom you support. “He” and
“she” are alternated.
Unsafe walking (e.g. “wandering”)
Does your family member walk outside in ways that are unsafe? (e.g. will go out in winter
Yes
No
wearing only a dressing gown)
If yes, what safety precautions do you use? (e.g. camouflaged doors, ID bracelet, regular walks
with a neighbour)

Yes

No

If yes, is there a special approach to use to help her feel calm?

Is he registered with the MedicAlert® Safely Home® program?

Yes

No

If yes, what is the number of your local police station if he becomes lost? ______________.
What is his MedicAlert® Safely Home® ID bracelet #? ___________________________.

Special
considerations

Does she become upset when returned home?

Night time restlessness
Does this occur?

Yes

No

If “yes,” what safety precautions do you use? (e.g., nightlight, disconnecting stove or turning
off water valves before retiring at night, locking closet door to prevent dressing at odd hours)

Date: __________________________________
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What helps to re-settle her?

Restlessness 		
Does this occur at certain times of the day?

What helps to settle him? (e.g. a walk or a distracting activity)

Anger or agitation
Does this occur at certain times? (e.g., bathing, meal time)

When anger occurs, what responses tend to be helpful?

Does your family member suspect people of stealing from him? How do you deal with this?

Special
considerations

What usually triggers this? (e.g., rushing her, too many instructions given at once)

Repetition
When he repeats himself over and over, what responses are helpful?

Date: __________________________________

All about me
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Hiding or hoarding articles
Are there particular places to check where your family member “stores” specific things?

Does anything need to be kept out of reach? (e.g. knives, tools such as electronic drills)

Safety precautions
List any additional information that is important for other caregivers. (e.g. doors or cupboards
to be kept locked, such as where toxic cleaning fluids are stored)

Are any other safety measures being used? (e.g. alarms, GPS locating devices)

If your family member has difficulty understanding and following instructions, what do you do?
Is there anything that helps?

Special
considerations

Communication

To learn more about Communication, please read the Alzheimer Society’s Information sheet on
the topic.

Are there any other areas of concern and/or tips for care that comfort, reassure, support the
person?

Date: __________________________________
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Alzheimer’s disease follows a number of stages. While these stages can be somewhat predictable,
the course of the disease will vary from person to person. Changes in physical condition, such as
flu, pneumonia, infection, or constipation can often result in changes in mood and behaviour. By
noting changes, the person who supports you may be able to determine a pattern and prevent
a situation from getting worse. It is particularly important to keep a record when medications
are used. Recording these items in a journal will help caregivers when they are talking with your
doctor. Caregivers should take this “All about me” booklet to your appointments.
Anyone providing care can use these pages to record all the events in a particular day.
Here is a sample journal.
Date

Comments

Mar. 30/12

To bed 8:30 p.m. -- up again 2:00 a.m. Wandered through house, could
not settle down. Did not recognize me.

Mar. 31/12

Another night with no sleep!

Apr. 1/12

Still won’t sleep. Now dozing all day.
Doctor’s appointment April 4/12.

Apr. 5/12

On new medication for an infection. Slept till 6:00 a.m. I’m trying to keep
her awake during the day. I think things are getting better.

Journal

Date: __________________________________

All about me
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Photocopy this page to create your own journal.
Date

Comments

Journal

Date: __________________________________

All about me
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The Alzheimer Society is Canada’s leading nationwide health charity for people living with
Alzheimer’s disease and other dementias. Active in communities right across Canada, the Society
•

Offers information, support and education programs for people with dementia, their
families and caregivers

•

Funds research to find a cure and improve the care of people with dementia

•

Promotes public education and awareness of Alzheimer’s disease and other dementias to
ensure people know where to turn for help

•

Influences policy and decision-making to address the needs of people with dementia and
their caregivers.

For more information, contact your local Alzheimer Society or visit our website at
www.alzheimer.ca.

Date: __________________________________
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Alzheimer Society of Canada
20 Eglinton Avenue West, 16th Floor, Toronto, Ontario, M4R 1K8
Tel: (416) 488-8772 1-800-616-8816 Fax: (416) 488-3778
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Abstract
Background and Objectives: To draw from systematic and other literature reviews to identify, describe, and critique nonpharmacological practices to address behavioral and psychological symptoms of dementia (BPSDs) and provide evidencebased recommendations for dementia care especially useful for potential adopters.
Research Design and Methods: A search of systematic and other literature reviews published from January 2010 through
January 2017. Nonpharmacological practices were summarized to describe the overall conceptual basis related to effectiveness, the practice itself, and the size and main conclusions of the evidence base. Each practice was also critically reviewed
to determine acceptability, harmful effects, elements of effectiveness, and level of investment required, based on time needed
for training/implementation, specialized care provider requirements, and equipment/capital requirements.
Results: Nonpharmacological practices to address BPSDs include sensory practices (aromatherapy, massage, multi-sensory stimulation, bright light therapy), psychosocial practices (validation therapy, reminiscence therapy, music therapy, pet
therapy, meaningful activities), and structured care protocols (bathing, mouth care). Most practices are acceptable, have no
harmful effects, and require minimal to moderate investment.
Discussion and Implications: Nonpharmacological practices are person-centered, and their selection can be informed by
considering the cause and meaning of the individual’s behavioral and psychological symptoms. Family caregivers and paid
care providers can implement evidence-based practices in home or residential care settings, although some practices require
the development of more specific protocols if they are to become widely used in an efficacious manner.
Keywords: Behavioral and psychological symptoms of dementia (BPSD), Nonpharmacological, Dementia care, Recommendations,
Evidence, Review

Behavioral and psychological symptoms of dementia (BPSDs) are among the most distressing sequelae of
Alzheimer’s disease and related dementias. They include
agitation, aberrant motor behavior, anxiety, irritability,
depression, apathy, disinhibition, delusions, hallucinations, and sleep or appetite changes (Cerejeira, Lagarto, &
Mukaetova-Ladinska, 2012). Up to 97% of persons living

with dementia experience at least one BPSD, the most common being apathy, depression, irritability, agitation, and
anxiety (Steinberg et al., 2008). BPSDs result from changes
in the brain in relation to characteristics of the social and
physical environment, as explained by three complementary conceptual models described below. In the material
that follows, the focus is on modifiable factors in the social
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Evidence-Based Nonpharmacological Practices to
Address Behavioral and Psychological Symptoms of
Dementia
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It is recommended that practices to address BPSDs build
from broader dementia care principles, which include simplifying tasks (breaking each task into simple steps, using
verbal and/or tactile prompts); communicating clearly and
calmly and allowing sufficient time for the individual’s
response; aligning activities with the individual’s preference
and capacity and providing support as needed; and engaging with the individual in a simplified environment that is
free from clutter and distractions, using visual cues for orientation (Gitlin, Kales, & Lyketsos, 2012). Family caregivers and formal care providers of people living with dementia
often need education/training about these principles, as well
as how to recognize BPSDs, their triggers, and strategies to
alleviate them (Spector, Orrell, & Goyder, 2013).
To date, a number of systematic and literature reviews
have identified evidence-based nonpharmacological practices to address BPSDs. Consistent with the conceptual
approaches described above, these reviews have highlighted
the utility of identifying characteristics of the social and
physical environment that trigger or exacerbate BPSDs.
However, not all reviews have focused specifically on outcomes related to BPSDs (e.g., one systematic review examined “health outcomes” that included BPSDs; Zimmerman
et al., 2013) and others have been specific to settings of care
(e.g., a Cochrane review of dementia special care units; Lai,
Yeung, Mok, & Chi, 2009). Furthermore, few of the reviews
present and summarize the conceptual underpinnings of the
individual practices, which is important information for
considering when, why, and for whom a practice may be
effective. Furthermore, there has been limited attention to
the investment required for each practice, in terms of time
requirements (such as for training and implementation),
the need for specialized care providers, and equipment and
capital resource requirements, all of which are important in
the context of crafting recommendations for dementia care.
Therefore, the intent of this article is to serve as an applied
review of the literature that summarizes evidence-based
nonpharmacological practices to address BPSDs, describes
the practices in some detail, critiques them in terms of their
investment requirements, and derives related recommendations for dementia care. Other reviews have not typically
provided information to help potential users understand the
conceptual basis underlying practices or the time investment
necessary to implement them; consequently, this article is
unique in its relevance for potential adopters.

Design and Methods
To identify evidence-based nonpharmacological practices to
address BPSDs, a search of systematic and other literature
reviews published in English from January 2010 through
January 2017 was conducted. The 2010 start date focused
this review on the most up-to-date assessments of a body
of literature that has been growing for several decades; the
majority of reviews have been published since 2010, but
most cover evidence published since 1990 or earlier. Search
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and physical environment, which is not to minimize the
important role of unmodifiable neurodegeneration associated with dementia (Kales, Gitlin, & Lyketsos, 2015).
The competence-environmental press framework
conceives of BPSDs as reflecting the interplay of cognitive capacity and external environmental stressors; simply stated, environmental forces influence (“press” on)
an individual’s psychological state and evoke a behavioral response (Lawton & Nahemow, 1973). For example,
when confronted with bath water that is an uncomfortable
temperature, a person living with dementia may strike out
rather than convey discomfort through words. The progressively lowered stress threshold model expands the concept
of press. It suggests that environmental antecedents produce stress, which is met by a coping response that is compromised by the progressive impact of dementia; BPSDs
emerge as environmental demands exceed stress-tolerance
or coping thresholds (Hall & Buckwalter, 1987). A behavioral example explained by this model is an individual who
becomes agitated in response to an environment made
noisy through overhead speakers and persistent talk.
The needs-driven dementia-compromised behavior model
conceives of BPSDs as an attempt to communicate an unmet
need; they reflect a response to antecedent environmental or
social stimuli based on person-specific characteristics such
as personality and cognitive and functional status (Algase
et al., 1996). Within this framework, BPSDs are considered
meaningful expressions, ranging from disengagement (e.g.,
apathy) to mild discomfort (e.g., pacing) to urgent need (e.g.,
physical aggression). As an example, a person living with
dementia who “wanders” may be communicating the need
to leave a situation that is causing mild anxiety. If the need is
not addressed, symptoms will persist and may become more
severe (Kovach, Noonan, Schlidt, & Wells, 2005), perhaps
escalating from wandering to exit seeking.
Understanding the triggers of BPSDs has allowed for
the development and testing of social and environmental
practices (i.e., interventions or treatments) to reduce or
eliminate those symptoms. Such practices are especially
desirable given that antipsychotic and other psychotropic
medications are generally contraindicated for the treatment
of BPSDs; not only is there is limited evidence of benefit
(Sink, Holden, & Yaffe, 2005), but the use of antipsychotic
medications to treat this population is associated with
higher risk of myocardial infarction (Pariente et al., 2012),
stroke (Douglas & Smeeth, 2008), and mortality (Kales
et al., 2012). In fact, regulations state that antipsychotic
medications should be considered to treat BPSDs only in
instances when the symptoms present a danger, and only
after “medical, physical, functional, psychological, emotional, psychiatric, social and environmental causes have
been identified and addressed” (CMS, 2013). Similarly,
physical restraints are contraindicated to address BPSDs,
as they can result in injury and negatively affect cognition,
mood, and opportunities for social interaction (Scherder,
Bogen, Eggermont, Hamers, & Swaab, 2010).
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quantifications. The main conclusions from the evidence were
characterized as positive (if positive effects were reported
across the reviews), mixed (if negative effects were also identified), or preliminary (if the evidence base was too small to
evaluate). Investment was rated as low, moderate, or high, in
relation to time needed for training and implementation, specialized care provider requirements, and equipment or capital
requirements, based on an adaptation of an existing framework. As shown in Table 1, low investment requires <2 hr of
training and <15 min to implement, no specialized care provider requirements, and material purchases <$100 with no
environmental modification; high investment requires >4 hr
of training and >60 min to implement, a specialized care
provider, and material purchases >$500 with ongoing cost
>$100/month and extensive environmental modification;
and moderate involvement lies between the two extremes for
all categories (Seitz et al., 2012). Overall, the literature itself
did not quantify the investment required of each practice, so
the authors used their judgment based on these criteria.
The Results section presents the practices, conceptual
basis, evidence, and implementation; Tables 2–4 provide
additional details regarding evidence.

Results
From the database search, 197 articles reporting evidencebased nonpharmacological practices to treat BPSDs were
reviewed, and 14 single articles were also reviewed for
their detail on particular practices. The practices that were
identified have been classified here in three overarching categories: sensory practices (aromatherapy, massage, multisensory stimulation, and bright light therapy), psychosocial
practices (validation therapy, reminiscence therapy, music
therapy, pet therapy, and meaningful activities), and structured care protocols (bathing and mouth care).

Sensory Practices
Normal aging is associated with gradual decline across the
five senses—visual, auditory, kinesthetic, olfactory, and

Table 1. Criteria to Rate Investment Required for Nonpharmacological Practices to Treat BPSDs
Low investment

Moderate investment

High investment

Time required for training and
implementation

<1 hr of training
<15 min to implement

1–4 hr of training
15–60 min to implement

>4 hr of training
>60 min to implement

Specialized care provider
requirements

None

Implemented by usual care provider but
requires specialized knowledge

Not implemented by usual
care provider

Equipment or capital resources

Material purchase
<$100 with no ongoing cost
No environmental modification

Material purchase $100–$500
Ongoing cost <$100/month
Some environmental modification

Material purchase >$500
Ongoing cost >$100/month
Extensive environmental
modification

Note: BPSDs = behavioral and psychological symptoms of dementia.
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terms included “systematic (or literature) review,” “dementia (or Alzheimer’s disease),” “behavioral and psychological
symptoms of dementia” (and synonyms), and “interventions”
(and related terms). Search databases included PubMed,
CINAHL, PsycINFO, AgeLine, and Cochrane. As needed,
articles identified from the reference lists of the reviews were
themselves reviewed for clarification or more information;
additionally, so as to be inclusive, a small number of individual studies on BPSD practices that were identified during
the search but not yet evaluated in systematic reviews were
included in this review and synthesis. Review articles that
addressed the experiences and outcomes of caregivers themselves were not included, although we recognize the essential
link to the experiences and outcomes of the person living
with dementia (Gitlin, Marx, Stanley, & Hodgson, 2015).
As a literature review and synthesis, this article presents evidence that has already been evaluated using a priori inclusion criteria and standards of rigor rather than replicating
existing systematic review efforts. It does not evaluate the
qualities of the reviews themselves, but it is important to
note that they all met the standards of peer review.
The identified BPSD practices were summarized to describe
the overall conceptual basis of each practice, the practice
itself, and related evidence. Then, the evidence base for each
practice was critically reviewed by the authors to determine
apparent/likely acceptability to participants, reported/potential harmful effects, potential elements of effectiveness, and
investment required. As the included reviews used different
criteria to search and evaluate the strength of the evidence,
the intention in this article was to broadly summarize the
findings across the reviews for potential adopters rather
than specifically quantify the number of Level I, Level II, and
Level III studies on each practice. Thus, the size of the evidence base for each practice was heuristically characterized
as small (when the systematic reviews that were summarized
in this review tended to identify fewer than five studies meeting inclusion criteria and supporting the BPSD practice in
question), moderate (5–10 studies), or large (more than 10
studies); to note, these categories served as a general guide for
summarizing the extent of the evidence rather than precise

The Gerontologist, 2018, Vol. 58, No. S1

S91

Table 2. Sensory Practices
Description

Summary of evidence

Assessment of implementation and
investment

Aromatherapy

Administration of scented
oils (e.g., lavender or
lemon balm), via diffusion,
patches, or skin cream, to
induce calm and positive
affect.

Moderate evidence base
Evidence is mixed; indicates
positive effect on agitation
More high-quality research
required, using consistent
implementation protocols and
outcome measures

Well accepted by participants
No known harmful effects
Autonomic nervous system regulation
and social/physical contact may be
key elements of effectiveness
Low investment (minimal time, usual
caregiver, modest resources)

Massage

Tactile or therapeutic
touch applied to back,
shoulders, necks, hands,
or feet by qualified
massage therapist or by
trained staff or family
members, to induce calm
and positive affect.

Small evidence base
Evidence indicates positive effects
on agitation, aggression, anxiety,
depression, disruptive vocalizations
More high-quality research
required, using consistent
implementation protocols and
outcome measures and conducted
with larger samples

Well accepted by participants
No known harmful effects, although
individual preference regarding
physical touch should be assessed and
honored
Physiological response and social/
physical contact may be key elements
of effectiveness
Low investment (minimal time, usual
caregiver, modest resources)

Multisensory stimulation

Stimulation of multiple
senses through a
combination of light
effects, calming sounds,
smells, and/or tactile
stimulation, to overcome
apathy or induce calm.

Large evidence base
Evidence indicates positive
effects on agitation, anxiety, apathy,
depression
More high-quality research
required, using consistent
implementation protocols and
outcome measures and conducted
with larger samples

Well accepted by participants
No known harmful effects
Social contact may be key element
of effectiveness
Moderate investment (moderate
time, usual caregiver, moderate
resources)

Bright light therapy

Exposure to simulated or
natural lighting designed
to help promote
synchronization of circadian
rhythms with environmental
light–dark cycles.

Moderate evidence base
Evidence is mixed, showing both
positive and negative effects
More high-quality research
required, especially with natural
lighting

Degree of acceptance varies by light
source
Some potential for harmful effects
Change to circadian rhythm may be
key element of effectiveness
Moderate investment (moderate time,
usual caregiver, low or moderate
resources)

gustatory—which can lead to loss of independence, social
isolation, disorientation and confusion, safety risks, and
other adverse outcomes (Raina, Wong, & Massfeller, 2004;
Schneider et al., 2011). Sensory change is also specifically
associated with cognitive impairment, although the nature
and degree of this association is still under investigation
(Behrman, Chouliaras, & Ebmeier, 2014). Older persons living with dementia are therefore particularly vulnerable to sensory deficits, which can reduce their capacity to interpret and
manage the demands of their environment (consistent with
the progressively lowered stress threshold model described in
the Introduction). An individual who has trouble seeing, for
example, may be easily startled and distressed by noises that
are not clearly identifiable, leading to anxiety or agitation.

Sensory practices comprise a range of techniques for
correcting sensory imbalances, increasing alertness, reducing anxiety and agitation, and enhancing quality of life
(Fitzsimmons, Barba, & Stump, 2014; Strøm, Ytrehus, &
Grov, 2016). Prominent among these tested techniques are
aromatherapy, massage, multisensory stimulation (MSS),
and bright light therapy. It is recommended that sensory
practices are supported by basic care practices that help
minimize confusion and enhance orientation, such as
ensuring that individuals have functional hearing aids and
eyeglasses, and that the care environment is well-lit and
easily navigable (Behrman et al., 2014); together, these
practices can help individuals better tolerate the press from
their environment.
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Table 3. Psychosocial Practices
Description

Evidence

Assessment of implementation and investment

Validation
therapy

Individual or group
practice designed to
validate the perceived
reality and emotional
experience of the
individual.

Small evidence base
Evidence is mixed; some evidence of
positive effects on agitation, apathy,
irritability, night-time disturbance
More high-quality research required
on the specific effects on BPSDs

Well accepted by participants
No known harmful effects, although care
providers should ensure that negative emotions are
not exacerbated through validation
Alleviating negative feelings and enhancing
positive feelings may be key elements of
effectiveness
Low investment (minimal time, usual caregiver,
modest resources)

Reminiscence
therapy

Individual or group
practice designed to
induce positive affect
through a focus on
happy memories,
often using
photographs or other
prompts.

Moderate evidence base
Evidence indicates positive
effects on mood, depressive symptoms
More high-quality research required
on the specific effects on BPSDs

Well accepted by participants
No known harmful effects, although care
providers should help focus reminiscence on
positive memories
Increasing well-being and providing pleasure and
cognitive stimulation may be key elements of
effectiveness
Moderate investment (moderate time, usual or
special caregiver, modest resources)

Music therapy

Receptive or
participatory
activities designed
to promote
well-being, foster
sociability, create
familiarity, and
reduce anxiety.

Moderate evidence base
Evidence indicates positive
effects on a range of BPSDs, including
anxiety, agitation, and apathy,
particularly with personalized music
practices
More high-quality research
with larger samples required

Degree of acceptance varies by participant’s
preference for music
No known harmful effects
Promoting well-being and sociability, aiding
reminiscence, reducing anxiety/stress, and
providing distraction may be key elements of
effectiveness
Moderate investment (moderate time, usual or
special caregiver, modest resources)

Pet therapy

Structured or
unstructured time
with animals,
primarily dogs, to
promote well-being,
socialization and
emotional support,
and sensory
stimulation.

Small evidence base
Evidence is preliminary, with some
evidence of positive effects on
agitation, apathy, disruptive behavior
Stuffed or robotic pets may be an
effective substitute for live animals
More high-quality research
with larger samples and consistent
implementation protocols required

Degree of acceptance varies by participant’s
preference for contact with animals
Negative outcomes may include allergic reactions,
hygiene concerns, or anxiety/agitation
Socialization/bonding, emotional support, and
sensory stimulation may be key elements of
effectiveness
Low to moderate investment (minimal to
moderate time, usual or special caregiver, modest
to moderate resources)

Meaningful
activities

Provision of activities
designed to enhance
quality of life through
engagement, social
interaction, and
opportunities for
self-expression and
self-determination.

Moderate evidence base
Evidence is mixed, but shows some
positive effects on agitation; larger
effect sizes for activities that are
individually tailored
Some evidence for positive
effect of physical exercise activities
on agitation and depressive symptoms
More high-quality research
with larger samples and longer
duration required

Degree of acceptance varies by appropriateness of
activity
No known harmful effects, except for expected
risks associated with physical engagement in
activities
Enhancing quality of life, social interaction,
and opportunities for self-expression and selfdetermination may be key elements of effectiveness
Low to moderate investment (moderate time,
usual or special caregiver, modest resources)

Note: BPSDs = behavioral and psychological symptoms of dementia.
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Table 4. Structured Care Protocols
Assessment of implementation and
investment

Description

Evidence

Mouth care

Structured protocols for providing
mouth care that include
person-centered communication
and interaction strategies
as well as technical skills.

Small evidence base
Evidence is preliminary; one study
found positive effects on care-resistant
behaviors
More high-quality research required

Well accepted by participants
No known harmful effects
Reducing threat, anxiety, fear, and pain
may be key elements of effectiveness
Low investment (low time, usual caregiver,
modest resources)

Bathing

Structured protocols for providing
bathing care that include
person-centered communication
and interaction strategies
as well as technical skills.

Small evidence base
Evidence indicates positive effects on
agitation, aggression, irritability, anxiety
More high-quality research required,
using consistent implementation
protocols and outcome measures

Well accepted by participants
No known harmful effects
Reducing fear and pain may be key elements of effectiveness
Low investment (low time, usual caregiver,
modest resources)

Aromatherapy
Aromatherapy is based on the long-standing practice of
using scented oils, such as lavender or Melissa oil (lemon
balm), to “regulate body activities by control and activation of the autonomic nervous system and the neuroendocrine system” (Press-Sandler, Freud, Volkov, Peleg, &
Press, 2016). Given the link between smell and memory,
the scent of essential oils (aromatic compounds found in
seeds, bark, stems, roots, flowers, and other plant parts)
can potentially improve an individual's mood if linked
to positive memories; even as olfaction decreases, however, essential oils may have a direct effect on the brain
(Behrman et al., 2014).
A number of studies have tested the efficacy of aromatherapy for agitation and aggression in dementia. In these
studies, the practice has been administered using room
diffusion, sachets, a patch, or skin cream; and dosage has
ranged from 3 min to 24 hr for a period of 2–360 days
(Strøm et al., 2016). Recent reviews of the moderate evidence base for aromatherapy in dementia have found
mixed results (Forrester et al., 2014; Livingston et al.,
2014; Press-Sandler et al., 2016; Strøm et al., 2016). For
example, one descriptive analysis of randomized controlled
trials concluded that applying oil closer to the olfactory
system was associated with positive outcomes, whereas the
type of oil or duration of treatment made no explanatory
difference (Press-Sandler et al., 2016). A different review of
practices for agitation in nursing homes (Livingston et al.,
2014) found that aromatherapy has not been effective
when assessors are masked to the treatment.
Despite the need for more large-scale efficacy trials, current evidence indicates that aromatherapy is well accepted
by participants with no harmful effects. Social and physical
contact may be a key therapeutic element in aromatherapy
practices, such as when scents are provided through the
application of a hand cream (Ballard, O’Brien, Reichelt,
& Perry, 2002). Our review of aromatherapy suggests that
required investment is low, given minimal time needed for

learning and implementation, no need for a specialized care
provider, and modest resource requirements.
Massage
As a nonverbal means of communication or connection,
massage may help offset the social isolation that triggers
negative affect and related behaviors (Behrman et al., 2014).
Through tactile connection, a person living with dementia
may feel comforted and cared about, especially in residential care environments where touch tends to be instrumental and task specific (Gleeson & Timmins, 2004); by the
same token, massage may help familiarize the person with
his/her care provider and thereby reduce resistance to personal care (Fitzsimmons et al., 2014). Touch may also incur
a physiological response, for example a sense of reassurance or calm mediated by the production of oxytocin, and
meaningful sensory stimulation may help counteract cognitive decline (Hansen, Jorgensen, & Ortenblad, 2006).
Massage may be applied to different parts of the body,
including back, shoulders, neck, hands, or lower legs and
feet, using slow or large strokes, rubbing or kneading, noncontact therapeutic touch, or acupressure (Hansen et al.,
2006). A small evidence base shows positive results for the
effectiveness of massage in helping reduce agitation, aggression, stress, anxiety, depression, and disruptive vocalizations in the immediate or short term (Kales et al., 2015;
Moyle, Murfield, O’Dwyer, & Van Wyk, 2013; Randall
& Clissett, 2016; Staedtler & Nunez, 2015; Strøm et al.,
2016; Hansen, Jorgensen, & Ortenblad, 2006).
Massage appears to be well accepted by participants;
it is recommended that individual preference be assessed,
however, as the increased stimulation may increase agitation (O’Neil et al., 2011). Our review suggests that minimal investment is required to implement massage practices
(minimal time demands, no need for a specialized care provider, and few capital resources). However, the diversity of
massage techniques and outcomes suggests that development of specific protocols would be beneficial to enhance
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the consistent application and effectiveness of touch-based
practices (Moyle et al., 2013). Web-based training modules
may be especially beneficial in this regard (Tuohy, Graham,
Johnson, Tuohy, & Burke, 2015).

Bright Light Therapy
Normal aging is associated with changes in the circadian
sleep-rest cycle that may result in fragmented nocturnal
sleep, including multiple and prolonged awakenings, and
increased daytime sleep (Forbes, Blake, Thiessen, Peacock,
& Hawranik, 2014). In persons living with dementia, these
sleep disturbances tend to be exacerbated by degenerative
changes in the suprachiasmatic nuclei (SCN) of the hypothalamus, which generates the circadian rhythm, and can
result in BPSDs such as agitation and sundowning. Bright
light therapy is designed to promote the synchronization

of circadian rhythms with environmental light-dark cycles
through stimulation of the SCN (Behrman et al., 2014).
This practice may be particularly important for nursing
home residents, who otherwise receive limited exposure to
bright light (Sloane et al., 2007).
Light therapy can be delivered through a light box, a
light visor, ceiling-mounted light fixtures, “naturalistic”
lighting that simulates twilight transitions (Forbes et al.,
2014), or exposure to natural bright light (Dowling et al.,
2008). Practices have ranged from 2,500 to 10,000 lux
exposure for 1–2 hr for 10 days to 2 months (Brasure et al.,
2016). The evidence base for bright light therapy is moderate but shows mixed results. One recent review found insufficient evidence to recommend light therapy for reducing
sleep disturbance or other BPSDs, such as agitation (Forbes
et al., 2014); another review found low-strength evidence
showing that bright light therapy is similar to standard
light in managing agitation and aggression (Brasure et al.,
2016). Other reviews have found no efficacy for light therapy and that it may actually worsen agitation (Livingston
et al., 2014), although others have found positive effects
on agitation and sleep (Cabrera et al., 2015), and mixed
results for depression (Hanford & Figueiro, 2013).
Overall, the evidence suggests that bright light therapy
may have some therapeutic benefit for reducing agitation,
depression, and/or sleep disturbance in some individuals
living with dementia, although further research is required.
Monitoring is critically important to ensure that bright
light does not increase agitation. Our review suggests that
bright light therapy requires moderate investment (as it
can be administered by the usual care provider with additional time and with low to moderate capital investment).
Acceptability may be increased and investment requirements decreased by using natural light (opening windows,
going outdoors) or ambient light rather than individual
light boxes, which are more expensive and less usable with
mobile individuals (Hickman et al., 2007).

Psychosocial Practices
As described in the Introduction, a number of conceptual
models explain the emergence of BPSDs as an interaction
between an individual’s neurological changes and their
surrounding environment. Individuals living with dementia may experience anxiety, for example, because memory
problems render their surroundings unrecognizable, especially in residential care settings where daily interactions
are not supported by long-term memories. Psychosocial
practices are specific strategies intended to create a personcentered environment (see Fazio, Pace, Flinner, & Kallmyer,
2018) to help prevent or alleviate BPSDs and improve
overall quality of life (Testad et al., 2014; Vernooij-Dassen,
Vasse, Zuidema, Cohen-Mansfield, & Moyle, 2010); in
this context, they are consistent with the person-centered
focus of the needs-driven dementia-compromised behavior
model. Prominent practices of this type include validation
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Multisensory Stimulation
Originating in the learning disabilities field (Burns, Cox,
& Plant, 2000), MSS is designed to provide “a stress-free,
entertaining environment both to stimulate and to relax”
(Sánchez, Millán-Calenti, Lorenzo-López, & Maseda,
2013, p. 7), which does not require cognitive processing or
short-term memory (Behrman et al., 2014). Because MSS
environments are designed to be explored by the individual in his/her own way, MSS is also intended to promote
control and autonomy, which may otherwise be denied to
persons living with dementia.
MSS involves the stimulation of multiple senses through
a combination of light effects, calming sounds, smells,
and/or tactile stimulation (Sánchez et al., 2013). Practices
have ranged from three sessions (in total) to daily sessions over 15 months, averaging 30 min/session. A leading
example of MSS is Snoezelen, a model that includes music,
aroma, bubbles, fiberoptic sprays, and projected images
(O’Connor, Ames, Gardner, & King, 2009). Other MSS
approaches include sensory gardens (Goto, Kamal, Puzio,
Kobylarz, & Herrup, 2014) and the incorporation of sensory stimulation into daily care routines (Van Weert, van
Dulmen, Spreeuwenberg, Ribbe, & Bensing, 2005; Whall
et al., 1997). From the large but diverse body of research on
MSS practices, there is positive evidence for the effects of
MSS on reducing short-term anxiety, agitation, and apathy
(Baker et al., 2003; Millán-Calenti et al., 2016; Sánchez
et al., 2013). As with aromatherapy and massage, evidence
also suggests that part of the therapeutic benefit of individualized MSS practices may be the dyadic interaction
involved (Maseda et al., 2014).
MSS appears to be well accepted, with no negative
effects. Different from the other sensory practices, however,
our review suggests that moderate investment in resources
and time is required. Once resources are secured, care provider time is the primary ongoing cost. As with massage,
there is a need for more clearly defined protocols and care
provider training to implement MSS (Bauer, Rayner, Koch,
& Chenco, 2012).
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therapy, reminiscence therapy, music therapy, pet therapy,
and meaningful activities.

Reminiscence Therapy
Reminiscence therapy involves discussion of past events
and experiences with the aim of increasing well-being and
providing pleasure and cognitive stimulation (Cabrera
et al., 2015). It relates to Erikson’s theory of psychosocial
development, in which the final “wisdom” stage (posited as
age 65 years and older) is characterized by retrospection, or
looking back over one’s life (Kasl-Godley & Gatz, 2000).
The approach is also based on the concept that older memories are more enduring than recent memories (Cammisuli,
Danti, Bosinelli, & Cipriani, 2016). Introduced in the

1980s, reminiscence therapy has been considered by some
to be “one of the most popular psychosocial interventions
in dementia care” (Cotelli, Manenti, & Zanetti, 2012).
Reminiscence therapy can be conducted with an individual or in a group, guided by either free recall (through
conversation), specific stimuli (e.g., photographs, music),
or a life-review method (often by creating a life-history
book). Reminiscence therapy has been tested in 30- to
60-min sessions, one to two times per week for 3–8 weeks
(Testad et al., 2014). There is a moderate base of evidence
supporting its positive effects on mood, depression, and
agitation or distress in the short term; however, the evidence is limited by sample size and heterogeneity, lack of
blinded post-treatment assessment, and lack of information
about adherence (Cabrera et al., 2015; Cammisuli et al.,
2016; Cotelli et al., 2012; Huang et al., 2015; Testad et al.,
2014). One review found strongest evidence for the benefit
of reminiscence therapy in improving mood and depressive
symptoms, with four studies reporting significant benefits
compared to control (Testad et al., 2014).
As with validation therapy, reminiscence therapy fits
well within a broader, person-centered approach that aims
to recognize and honor the individual (Mitchell & Agnelli,
2015). In residential care settings, learning about each person’s personal history and meaningful events is considered
important for combatting isolation and loneliness (Huang
et al., 2015). Validation therapy requires moderate investment in training and implementation time; an optional
expenditure is the cost of audio-visual aids, such as film
projectors or music players (Lazar, Thompson, & Demiris,
2014). There is no evidence of adverse effects of reminiscence therapy (Woods, Spector, Jones, Orrell, & Davies,
2005), although the onus is on care providers to guide reminiscence toward positive memories, rather than negative
memories that may cause distress.
Music Therapy
Music may help prevent or alleviate distressing symptoms of
dementia in a number of ways. As a leisure activity, music is
thought to promote well-being and fosters sociability in part
by offsetting the isolation that can result from progressive
loss of verbal ability (Cammisuli et al., 2016). Furthermore,
because musical memory is generally retained longer than
other memories, music can facilitate reminiscence and
potentially reduce anxiety through general mind activation
and specific memory triggers (Spiro, 2010). Consistent with
the progressively lowered stress threshold model, music may
reduce stress by creating a sense of familiarity and regularity
in the environment (Behrman et al., 2014).
Broadly, musical activities can be classified as either
receptive (listening to music) or participatory (making music; Mitchell & Agnelli, 2015). Practices include
personalized music delivered through iPods or as part
of daily care, or group sessions using prerecorded music
or delivered by staff or music therapists (Chang et al.,
2015). They have generally been implemented for up to
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Validation Therapy
Rooted in Rogerian humanistic psychology (Livingston,
Johnston, Katona, Paton, & Lyketsos, 2005), validation
therapy focuses on accepting the reality of the person living
with dementia. By focusing empathically on the emotional
content of a person’s words or expressions, the aim of validation therapy is to alleviate negative feelings and enhance
positive feelings.
Validation therapy is implemented through a number of
communication techniques, including using nonthreatening
words to establish understanding; rephrasing the person’s
words; maintaining eye contact and a gentle tone of voice;
responding in general terms when meanings are unclear;
and using touch if appropriate (Mitchell & Agnelli, 2015).
The evidence base for validation therapy is small and
shows mixed findings. A recent review of personalized psychosocial practices for BPSDs (Testad et al., 2014) identified two validation therapy studies: one study of validation
therapy and sensorial reminiscence therapy conducted
twice weekly for 12 weeks, with each session lasting 45–60
min, found significant improvements for behavioral disturbance compared to controls (Deponte & Missan, 2007);
the other study, which included both individual (20 min,
three times per week) and group sessions (45–60 min
weekly), found decreased agitation, apathy, irritability, and
night-time disturbance (Tondi, Ribani, Bottazzi, Viscomi,
& Vulcano, 2007). However, several other reviews found
insufficient evidence for the efficacy of validation therapy
in reducing BPSDs (Livingston et al., 2005; O’Connor et
al., 2009; O’Neil et al., 2011).
Although the evidence base for validation therapy is
underdeveloped, the concept of honoring the feelings of
the person living with dementia has face validity as part of
person-centered dementia care (Kitwood, 1997). Validation
therapy is a low investment practice, as it can be integrated
into care by usual care providers after modest investment in
communication training. Negative effects appear minimal,
although there may be risk that an individual’s feelings of
distress could be exacerbated through validation therapy if
care providers are not sufficiently prepared to both honor
and alleviate those feelings.
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Pet Therapy
Pet therapy, also known as animal-assisted therapy, has
been used for several decades to treat mental and physical
health disorders, including in dementia, intending to promote socialization and emotional support, sensory stimulation, and enhanced well-being (Bernabei et al., 2013).
Physiologically, quiet interaction with an animal can help
lower blood pressure and increase production of neurochemicals associated with relaxation and bonding, which
may in turn reduce BPSDs (Filan & Llewellyn-Jones, 2006).
Pet therapy in dementia, most often involving dogs,
has been tested daily or one to two times per week for
30–90 min for 1–12 weeks, in a structured or unstructured format (Bernabei et al., 2013). In small studies, it has
reduced agitation and disruptive behavior, increased social
and verbal interactions, and decreased passivity (Bernabei
et al., 2013; Brodaty & Burns, 2012; Filan & LlewellynJones, 2006; Strøm et al., 2016). Preliminary studies using
a robotic dog or cat—which may be more feasible to implement by reducing maintenance costs, but does require initial
capital investment—have shown positive increases in mood
and decreased agitation (Bernabei et al., 2013; Petersen,
Houston, Qin, Tague, & Studley, 2017). Overall, there is a
small and preliminary evidence base for pet therapy, with
most studies using quasi-experimental or repeated measure

within-participant designs (Livingston et al., 2014; O’Neil
et al., 2011).
Although the evidence is too preliminary is too preliminary to permit specific recommendations, our review suggests that pet therapy is a practice that requires minimal to
moderate investment, depending on the initial or ongoing
costs of acquiring and/or caring for the animal. Specialized
training and resource allocation may be required to care
for and handle the animal or to contract with an outside
agency, unless stuffed or robotic pets are used in place of
live animals. Negative outcomes may include allergic reactions, hygiene concerns, or anxiety/agitation among some
individuals, such as those who had negative experiences
with animals in the past.
Meaningful Activities
The provision of individualized, meaningful activities
is considered an important element of person-centered
care and may help prevent or alleviate BPSDs by enhancing overall quality of life through engagement, enhanced
social interaction, and opportunities for self-expression
and self-determination (Han, Radel, McDowd, & Sabata,
2016). By contrast, lack of meaningful activity is cited by
persons living with dementia and family members as one
of the most “persistent and critical” unmet needs (Trahan,
Kuo, Carlson, & Gitlin, 2014). The importance of tailoring activities is noted as particularly important for ensuring
that individuals are able to fully participate and benefit,
regardless of their cognitive capacity or functional abilities
(Trahan et al., 2014).
These practices comprise a range of leisure and social
activities, also known as recreational activities, usually
tailored to the individual’s preferences, cognitive and functional abilities, lifelong habits and roles, and memories and
past experiences (Han et al., 2016). Overall, the evidence
base for individualized activities is moderate, with mixed
findings. A recent review found that nonindividualized
meaningful activities reduced mean agitation levels in the
short run, with mixed findings about the additional benefit of individualizing activities according to functional level
and interest; there was a lack of evidence about longerterm effect (Livingston et al., 2014). Other reviews have
found more support for individually tailored activities
(Brodaty & Burns, 2012; de Oliveira et al., 2015); however, evidence is still insufficient to draw conclusions about
the comparative effectiveness of practices tailored to different characteristics (Brasure et al., 2016). As a specific
type of activity, there is some evidence for the effectiveness
of exercise programs (including endurance, strength training, and/or general physical activation; Fleiner, Leucht,
Förstl, Zijlstra, & Haussermann, 2017) on agitation and
depressive symptoms for individuals living with dementia,
although effect sizes are small and the evidence is limited by
heterogeneous designs, small samples, and short practices
(Barreto, Demougeot, Pillard, Lapeyre-Mestre, & Rolland,
2015; Brett, Traynor, & Stapley, 2016; Forbes, Forbes,
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1 hr, two to three times per week, for an average of 10
weeks (Ueda, Suzukamo, Sato, & Izumi, 2013). A number
of reviews have found a moderate evidence base supporting the positive effects of music therapy on the short-term
reduction of a range of BPSDs, including anxiety, agitation,
and apathy (Cammisuli et al., 2016; Chang et al., 2015;
Gómez-Romero et al., 2017; Kales et al., 2015; Konno,
Kang, & Makimoto, 2014; Livingston et al., 2014; MillánCalenti et al., 2016; Strøm et al., 2016; Ueda et al., 2013).
A recent meta-analysis concluded that individual music
therapy provided once a week and group music therapy
provided several times a week are optimal for reducing disruptive behaviors, anxiety, and depressive mood (Chang
et al., 2015). Another review of music therapy for agitation found evidence for individualized music practices and
interactive modalities (e.g., clapping, singing, and dancing;
Millán-Calenti et al., 2016). A number of other studies
have supported the efficacy of personalized or preferred
music (Doody et al., 2001; Garland, Beer, Eppingstall, &
O’Connor, 2007; Sung, Chang, & Lee, 2010).
Music therapy appears to be an enjoyable and effective approach to alleviate BPSDs and create well-being. Our
review suggests that investment is moderate, as time and
training are required to set up and sustain a music program; more resources are required over the long term for
group sessions led by a music therapist than for individualized recorded music sessions. Music therapy does not
appear to have adverse effects although, and as with other
BPSD practices, a personalized approach is recommended
so that the practice aligns with the individual’s preference.
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Blake, Thiessen, & Forbes, 2015; Potter, Ellard, Rees, &
Thorogood, 2011).
Like other nonpharmacological practices for BPSDs,
the provision of meaningful activities is consistent with the
broader aims of person-centered care. Investment required
for implementation varies depending on the type of activity, but in most cases will be low to moderate; meaningful
activities take time, but can often be facilitated by regular care providers or informal caregivers without extensive
additional training.

Personal care routines can trigger a range of negative feelings and experiences for individuals, including pain or discomfort, fear, and embarrassment (O’Connor et al., 2009);
the needs-driven dementia-compromised behavioral model
suggests that BPSDs represent meaningful expressions
of these feelings and experiences. Good mouth care, for
example, is important for maintaining or improving quality of life and reducing risk of morbidity and mortality;
however, practices such as tooth brushing are often resisted
by persons living with dementia due to pain and/or the
intimate and potentially intrusive nature of the practice
(Zimmerman, Sloane, Cohen, & Barrick, 2014). Similarly,
bathing can create embarrassment or anxiety as well as
discomfort, including due to arthritic pain experienced
during movement (Dunn, Thiru-Chelvam, & Beck, 2002).
Structured care protocols, adapted to an individual’s needs
and preferences, may help family caregivers and care providers implement care in a person-centered and technically
proficient way that avoids or minimizes pain and other
behavioral triggers. Of course, in all instances, pain itself
should be assessed—such as through facial cues, body movements, and/or vocalizations—and appropriately addressed,
including with medication if indicated (Achterberg et al.,
2013; Husebo, Ballard, & Aarsland, 2011; Kovach et al.,
2006; Pieper et al., 2013).
Mouth Care
Anticipated resistance to daily mouth care (e.g., tooth
brushing or mouth swabbing) is one of the reasons that oral
hygiene tends to be neglected for people living with dementia, especially in residential care settings (Zimmerman
et al., 2013). Anxiety or agitation during mouth care may
be the manifestation of a limbic threat identification and
fear response, a response that is progressively less mediated by cortical control in cognitive impairment (Jablonski,
Therrien, & Kolanowski, 2011). Using mouth care protocols that include person-centered strategies for approaching, communicating with, and touching the individual,
along with technical skills, may help reduce threat and
thereby minimize resistive behaviors.
This review found that the evidence base for the effect
of mouth care protocols on global or individual BPSDs is

small and preliminary. One review (Konno et al., 2014)
found evidence from one pilot study that mouth care using
an ability-focused, threat-reduction approach administered
over a 2-week period significantly improved care-resistant
behaviors (Jablonski et al., 2011). Findings from another
evidence-based practice, ‘Mouth Care without a Battle’,
suggest that care providers who have been trained to use
a mouth care protocol feel more able to effectively address
behavioral responses during care (Zimmerman et al., 2014).
From the limited evidence, our assessment is that little
investment is required to implement structured protocols
to prevent or minimize BPSDs during mouth care. Minimal
capital expenditures include appropriate toothbrushes and
other mouth-care supplies. However, training is required
to ensure that family caregivers and other care providers
are well prepared to implement the protocol appropriately,
effectively, and consistently. No harmful effects have been
identified.
Bathing
An intimate activity inscribed by cultural norms and individual preferences, bathing is the personal care task associated with the highest frequency of behavioral expressions of
distress for persons living with dementia (Gozalo, Prakash,
Qato, Sloane, & Mor, 2014). As with mouth care, distress
during bathing may signify a fear response that may potentially be alleviated by implementing person-centered strategies and skills.
A range of bathing protocols have been tested for a
duration of 2–6 weeks, with a primary focus on providing
person-centered showers or bed baths (depending on the
individual’s preference) and enhancing the bathing environment through preferred music or calming sounds. Results
from this small evidence base suggests that bathing protocols show positive results in reducing agitation, aggression, irritability, and anxiety as well as physical discomfort
(Konno et al., 2014; O’Connor et al., 2009; Pieper et al.,
2013), but more high-quality studies are required (Kales
et al., 2015).
Our review suggests that implementing structured protocols for bathing requires minimal investment, given that
they can be incorporated into ongoing care by usual staff,
with some training and support. No harmful effects have
been identified.

Discussion
A large body of research indicates that a range of sensory
practices, psychosocial practices, and structured care protocols can be effective to some extent in addressing BPSDs,
thus aligning with the causal mechanisms described in the
competence-environmental press framework, the progressively lowered stress threshold model, and the needs-driven
dementia-compromised model. Although the evidence base
for virtually every practice requires further development, it
was possible to identify a conceptual justification for the
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are advised to adhere to the protocols of administration
to ensure that practices are used. That said, the protocols
themselves may need to evolve over time, given the progressive nature of dementia and the individualized nature
of BPSDs.
An additional consideration relates to the investment
required to enact the practices. The typology used in this
article (Seitz et al., 2012) provides general categories of
time investment (combining time for training and implementation) and equipment or capital costs (combining
initial and ongoing costs). It is conceivable, however, that
more finite figures or a different classification would better describe “investment” for a given user. For example, a
practice that requires >4 hr of training is considered to be a
high investment, but if it may be implemented in <15 min,
a user might then rate it as a moderate, or perhaps low,
investment. Indeed, the developers suggest that if a practice does not meet all criteria within a category, it may best
be assigned to the next lowest category. Therefore, consideration and ratings of investment are best individualized,
which is consistent with the overall person-centered focus
of care provision.
Based on this synthesis of findings from previous systematic reviews, and a critical consideration of implementation and investment required to implement evidence-based
practices to address BPSDs, the following five practice recommendations are suggested:
1. Identify characteristics of the social and physical environment that trigger or exacerbate behavioral and psychological symptoms for the person living with dementia.
BPSDs result from changes in the brain in relation to
characteristics of the social and physical environment;
this interplay elicits a response that conveys a reaction,
stress, or an unmet need and affects the quality of life
of the person living with dementia. The environmental
triggers of BPSDs and responses to them differ for each
person, meaning that assessment must be individualized
and person-centered.
2. Implement nonpharmacological practices that are person
centered, evidence based, and feasible in the care setting.
Antipsychotic and other psychotropic medications are
generally not indicated to alleviate BPSDs, and so nonpharmacological practices should be the first-line approach. Practices that have been developed in residential
settings and which may also have applicability in community settings include sensory practices, psychosocial
practices, and structured care protocols.
3. 
Recognize that the investment required to implement
nonpharmacological practices differs across care settings.
Different practices require a different amount of investment in terms of training and implementation, special-
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potential effectiveness of each one (e.g., meaningful activities conceptualized as addressing a critical unmet need for
social engagement expressed through anxiety or apathy).
Furthermore, all can be implemented with minimal to
moderate investment of time and resources, and depending on the investment required, most of the practices can
be implemented by family caregivers in home-based settings as well as by paid care providers in other settings,
suggesting a good likelihood of “management continuity” (Haggerty et al., 2003) across care settings. Broadly
speaking, enhanced continuity of care is associated with
reduced health care use, cost, and complications (Hussey
et al., 2014). In dementia specifically, continuity of care
may also help promote the “continuation of self and normality” that has been articulated by individuals and their
families as the core of person-centered care (Edvardsson,
Fetherstonhaugh, & Nay, 2010).
Two caveats are noted regarding use of evidence-based
practices to address BPSDs. First, conceptual models of
BPSDs indicate that practices should reflect environmental
press as experienced by the individual, his/her experience
of stress and coping reaction(s), and his/her specific unmet
need(s). Considered this way, practices should be responsive to the perspective of the person living with dementia,
support his/her sense of self, promote individualization and
relationship building, and structure an environment that
promotes well-being (Fazio et al., 2018). In sum, nonpharmacological practices to treat BPSDs are recommended to be
person-centered. For example, the potential for validation
or reminiscence therapy to evoke distressing memories for
a particular individual requires careful consideration, and
pet therapy may only be acceptable to individuals who are
comfortable around animals. However, little literature has
specifically examined outcomes in relation to the extent to
which practices have been individually chosen and tailored,
which seems an area important for future study; in fact,
it may be the lack of individualization that in some cases
is responsible for inconclusive evidence. For this reason, it
is important that systems be put in place to evaluate the
effectiveness of practices and allow for change as needed.
The process of selecting and monitoring practices to evaluate their individual effectiveness is usefully captured by the
Describe, Investigate, Create, Evaluate (DICE) cycle for the
person-centered management of BPSDs (Kales, Gitlin, &
Lyketsos, 2014).
Second, many practices for BPSDs lack readily accessible evidence-based protocols for administration. The
absence of such protocols means that family caregivers
and other care providers do not have sufficient guidance
to implement practices that are likely to be efficacious as
part of their caregiving efforts. Given that many of the
manuscripts reviewed for this article were derived from
research that used standardized protocols, creating a toolkit of evidence-based practices for BPSDs seems an easy
next step to improve the quality of life of people living with
dementia. Once such protocols are available, care providers
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ized caregiver requirements, and equipment and capital
resources. Depending on the investment required, some
practices developed in residential settings may be feasible
for implementation by caregivers in home-based settings.
4. 
Adhere to protocols of administration to ensure that
practices are used when and as needed, and sustained in
ongoing care.

5. Develop systems for evaluating the effectiveness of practices and make changes as needed.
The capacity and needs of persons living with dementia
evolve over time, and so practices to alleviate BPSDs also
may need to evolve over time. Therefore, it is necessary to
routinely assess the effectiveness of the practice and, if necessary, adapt it or implement other evidence-based practices.
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My Personal Directions for Quality Living
Name:
Date:
To My Caregivers (paid and unpaid):
I am recording my personal preferences and information
about my self, in case I need long-term care services in my
home or in a long-term care facility. I hope this information

will be useful to those who assist me. Please always talk to
me about my day-to-day life to see what it is that I want
and enjoy. However, the information below may provide
some help in understanding me and in providing my care.

I want my caregivers to know:

The way I like to awaken & begin my day:

The way I relax and prepare to sleep at night:

Activities I enjoy:

Things that I would like to have in my room:

PHOTO

Foods that I enjoy:

For comfort:
For fun:
Other:

Things I do not like:

I become anxious when:

Things that calm or soothe me:

Things that make me laugh

Religious preferences:

Other

At the end of my life, I would like:

For more information about me please talk to:

This form was developed by The National Consumer Voice for Quality Long-Term Care to encourage
communication between those of us who might need care and those who will be providing the care. Please adapt this
tool to express your personal preferences, requests and wishes. Be sure to give a copy to your family members and/or
trusted friends and talk with them about what you have written.

The National Consumer Voice for Quality Long-Term Care
1001 Connecticut Avenue NW, Suite 632
Washington DC 20036

www.theconsumervoice.org

borative
New England Nursing Home Quality Care Collaborative
LIFE STORY QUESTIONNAIRE
Resident Name:

Age:

■
Select: ☐
Male

☐ Female
Length of time he/she
has been single:

Marital Status:

Age widowed
or divorced:

Date of Admission
to Nursing Home:

Where did Resident live just prior to
moving into your nursing home?

Support System - Please list children, niece/nephew, friends, other relatives that visit or are involved.

Problem with Supports (e.g., an estranged child or spouse)?

Physical limitations:
☐
☐
☐
☐

Ambulatory
Bed bound
Wheelchair bound
Uses Walker and CG

☐ Able to move about the nursing home in the
wheelchair or with walker
☐ Other: ____________________________

ADLs: What can resident do for self-care? (Dress, bathe, toilet, transfer, etc.)

Vision
Issues:

Hearing
Issues:

Weight on Admission:_____________________

Nutritional
Status:
Current Weight:_________________

Can resident talk? Is talk coherent?
How does resident make his/her needs known?

Rooming Situation: Single Room? Roommate? Problem(s) with Roommate?
Work History:

Hobbies: (from early in life to present)

Favorite Pets:

History of interest in music or singing:

Is there documentation in record of interview with any family members? If so what are the key points
they brought up in terms of his/her history? [If no documentation of interview with family members –
do an interview to gain information on resident.]

Activities the resident is participating in:
Is there interest in Personal Care? (e.g., hair, nails, appearance)

Does resident have any diagnoses that can
cause pain?

Does resident experience pain at any level?

Current Behaviors that are not “normal behaviors” (e.g., pacing, repetitive calling out, aggressive
hitting, refusing a bath at times, spitting, swearing, twitching, - things you might say “she always does
that”).

Things that are known to “set him/her off”
1.

4.

2.

5.

3.

6.

Key Diagnoses: (e.g., diabetes, mild dementia,
CHF, COPD)
Name of Antipsychotic
Medication
Med 1:
Med 2:
Med 3:

Date first put onto antipsychotic medication:
(if known, or else “long term treatment”)

Dose

Time

Current list of interventions from Care Plan (or Tip Sheet) that are to be used to help resident when
resident exhibits unwanted behaviors: (Positive Alternative Activities)
1.

5.

2.

6.

3.

7.

4.

8.

This material was prepared by the New England Quality Innovation Network-Quality Improvement
Organization (QIN-QIO), the Medicare Quality Improvement Organization for New England, under contract
with the Centers for Medicare & Medicaid Services (CMS), an agency of the U.S. Department of Health and
Human Services. The contents presented do not necessarily reflect CMS policy. CMSQINC22017111230
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Rethinking Antipsychotic Medication Use
Is it for me or for you?
1

1

Psychotropic drugs include:
•Anti-psychotics
•Anti-depressants
•Anti-anxiety
•Sedative/Hypnotics

2

12/15/2021

Why all the focus?

3

Right thing for our residents
FDA Black Box Warnings

Regulation

4

12/15/2021

Anti-psychotics (AP)
Not FDA approved to treat agitation in
dementia patients
Types of AP include:
• Haldol, Mellaril, Thorazine, Olanzapine(Zyprexa),
Risperidone, Quetiapine(Seroquel),
Aripiprazole(Abilify), the combination drug Perphenazine-Amitriptyline…….and more.
TIP: Look up medications. Know what you’re giving!
5

Side Effects and Complications
Increased Confusion, Sedation, Restlessness and Agitation
Blurred vision
Tachycardia
Dry mouth, constipation, Urinary retention,
Dizziness, orthostatic hypotension, Falls leading to major injury
Glucose intolerance, Weight Gain, DM II
Stroke

6
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Extrapyramidal Symptoms (EPS)
Drug induced movement disorder including:
DystoniaContinuous muscle
contractions/spasms
usually of the neck,
jaw, back,
extremities, eyes or
tongue

Akathisia- feeling of
internal restlessness
that can present as
tension,
nervousness or
anxiety

Bradykinesia (slow
movements), tremor

Tardive Dyskinesiairregular, jerky
involuntary
movements in the
lower face (tongue
thrusting, lip
smacking, chewing
movements) and
distal extremities
usually associated
with long term use

7

Potentially Fatal Outcomes

Neuroleptic Malignant Syndrome
(NMS) fever, muscle rigidity and
altered mental status caused by
autonomic nervous system
dysfunction

8

Sudden Cardiac
death

12/15/2021

Study of almost
700,000 Medicare
Nursing Home
residents

3 DXs considered
appropriate for
anti-psychotic use
in NH:

almost 30% were
receiving
excessive doses
of antipsychotics;

Tourette’s
syndrome,

33% lacked
appropriate
indications for
use.

Huntington’s
disease

CMS regulatory
oversight &
accountability

Schizophrenia

9

Your regulatory responsibilities
Must use nonpharmacological
interventions

If ordered for an acute
delirium, must be
discontinued once the
delirium is resolved

Physician must document,
on regular and ongoing
basis, the clinical rationale
for use

Must attempt annually
thereafter

PRN orders are only good
for 14 days:
• Provider must see and document the
clinical need for use by day 14. All
subsequent Anti-psychotic PRN
orders still expire in 14 days. All
other psychotropic orders good for
initial 14 days then require provider
evaluation and determined
timeframe for use

10

Must attempt antipsychotic gradual dose
reduction (GDR) in two
separate quarters (with at
least one month inbetween) within first year
of use

Must have documentation
of behaviors supporting
the use

12/15/2021

Other drugs with negative side effects
Anti-depressants:
Nausea, increased or decreased appetite, fatigue. weight gain, drowsiness, insomnia. Dry mouth,
blurred vision, constipation
Anti-anxiety:
Headache, drowsiness, nervousness, GI upset, dry mouth, constipation

Sedative/Hypnotics:
drowsiness, dry mouth, confusion

All psychotropic meds cause increased risk for falls due to
blood pressure changes, sedation and dizziness

11

Regulatory Oversight

12

Pharmacist requirementsmedication regime review
(MRR)

Physician requirementsspecific clinical rationale

Nursing Home: Changes to
the MDS, CMS reporting and
Nursing Home Compare

Survey Tags

12/15/2021

Team Approach
Examine institutional routines and approaches – are they
leading to increased agitation or supporting our residents with
dementia?
Focus on staff approach and non-pharmacological
interventions
Medication reduction takes the whole team to be successful!
Social service, Recreation therapy, Nursing, Pharmacist and
Physician.
Staff and family education are key!

13

Ask Yourself:

Is it for you or for me?
•Rethink antipsychotic use!
14
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Foreword
Paola Barbarino, CEO
Time to roll our sleeves up
(again, and again!)
I cannot express enough
pride at being able to
introduce this year’s World
Alzheimer Report on global
attitudes to dementia. This
report belongs to all the
70,000 of you who replied
to our survey, so first of all,
thank you.
When you look back at our international movement,
which started in 1984, you see how a group of
committed and energetic doctors and of professional
and family carers, decided they had had enough
of Alzheimer’s being hidden in society and that the
time was right to bring the disease to the attention of
governments, politicians and the public at large.
Behind the foundation of an International NonGovernmental Organisation like ADI there is always the
feeling that things could be much better and a sense
that if we campaign strongly enough, if our voice is loud
enough, we will be heard, and things will change.
At times I wonder why we did not start sooner.
Alzheimer’s disease was first described in 1906 but
ADI was only founded in 1984. If we look at the Union
for International Cancer Control (UICC), which is the
equivalent of ADI, that was founded in 1933, about 50
years before us. The UICC is now a multimillion-pound
organisation and the driving force behind cancer destigmatisation.
We, on the other hand, are running 50 years behind and
still have a mountain to climb. In the words of one of our
survey respondents:
“Shunned by hundreds in my home town. People would
sooner have stage 4 breast cancer than my diagnosis.
(They) couldn’t look me in the eye.”
Today people march together against cancer and
support each other through cancer. We all talk about it
as the last frontier. We talk of battles and of survivors.
We appropriate a military language which, whilst not
quite suitable to the people going through the disease
(who can resent the idea of having to fight the inevitable),
it certainly works from an awareness raising perspective.
It also gives people a sense that they can be proactive
and not just passive victims of the disease.
If society feels that they play a positive role then they will
demand a solution. Last year’s World Alzheimer Report1
– which focused on research – stated unequivocally

that for every 12 studies on cancer there is only one
on neurocognitive disorders (not just on Alzheimer’s
disease!). This is the size of the research gap - but there
still isn’t enough funding in Alzheimer’s and dementia
research - despite civil society’s collective efforts.
Going back to the genesis of this report, one of my
biggest challenges, as I stepped into my role at ADI, was
my Board and my members’ desire to see a decrease
in stigma and heightened awareness. The thinking was
that if we manage to raise awareness, then we will have
a more determined grassroots movement. People will
understand that Alzheimer’s is a disease, not just old
age, and ask their governments to acknowledge that we
have a crisis on our hands. This in turn could mean the
creation of dedicated services for those going through
the disease and for their carers, for better diagnostic and
post-diagnostic support, as well as an increased focus
on finding a disease-modifying treatment. In short, all
the actions described in the World Health Organization
(WHO) Global action plan on dementia2, which we fought
so hard for but that is so difficult to implement.
ADI already runs World Alzheimer’s Day and Month
awareness campaigns, which get a lot of traction in
the public and in the press, and it publishes the World
Alzheimer Report, which is possibly the most quoted
and trusted source of information on Alzheimer’s and
dementia globally. But, for all this output, there isn’t a
corresponding measurement that can tell us how well we
are doing at changing attitudes to dementia, and not just
globally but nationally and locally.
In Alzheimer’s and dementia there has undoubtedly been
a great increase in awareness in higher income countries
- certainly in the last 10 years - pretty much since ADI
promoted the global figures on prevalence and incidence
of the disease for the first time3-4. However, in low- and
middle- income countries there are still reports of stigma
felt by people with dementia and by carers – I need only
recount the appalling stories of physical restriction and
murder in Africa, as reported by our members there.
Even in high income countries (and this really comes into
sharp focus in the survey) the general public, healthcare
professionals, our members and other advocacy
organisations report widespread shortages of services
as well as noticeable differences in service provision
between rural areas and urban areas. Also, despite highprofile awareness campaigns people still delay seeking
out help, advice and support when they first start to
worry about their memory or that of a family member. If
this was a physical or visible ailment, how much more
quickly would people react?
Back in 2018 however, our problem was that because
much of this evidence was anecdotal, we did not know
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how we could measure whether these issues were
sporadic or consistent throughout the world, or peculiar
to a particular region; whether some issues were real
for everyone or just perceptions; and, crucially, whether
anything was getting better as a result of our advocacy
efforts.
This report was borne out of a resounding need to
establish a strong baseline so we could start measuring
whether we really are doing better and making a
difference once and for all. But we did not want to focus
just on those countries where there are resources and
means of taking action. In the spirit of solidarity and love
that is the bedrock of ADI, we wanted to know more
about those countries where there is little or nothing.
A prior survey on stigma by ADI in 20125 had 2,500
participants. A laudable effort (and a first) but statistically
a very low sample to consider it as a strong baseline
for global attitudes. Looking at other diseases and how
they had addressed stigma was also interesting and
frankly a bit disheartening. I remember some of my
early conversations about HIV/AIDS and cancer with
professionals who had been working in those areas at
the time of greatest stigma, and almost everyone pointed
out that the real change in attitudes (both from the point
of view of people seeking a diagnosis and from the point
of view of the general public acknowledging the disease)
had happened when a drug-based treatment and a cure
started appearing on the horizon. Well, we still don’t
have a cure and have had no treatment breakthrough for
almost 20 years for Alzheimer’s and dementia. We are
yet to have that light at the end of the tunnel, but this is
not a good reason to let go and do nothing.
As the Dementia Friendly Community movement has
demonstrated, time and time again, there is so much
we can do to make life for those who have dementia
and their carers immensely better by making them feel
supported, loved and understood by our society and
wherever possible by empowering them in every aspect
of dementia activity, including advocacy. This makes a
marked contrast to feeling shunned, hidden or ashamed,
as in the quote above.
6-7

Indeed, the word love is something that comes out
strongly from one of this report’s essays, the one
focusing on Canada’s First Nation’s attitudes to
dementia:
“… Reminds us that the person with dementia, who is
being cared for, is in need of a lot of love. He urges the
use of ‘loved one’ to refer to the person with dementia
so that we remember that they are loved. He shared that
using the words ‘loved one’ serves as a reminder of how
care providers should be treating and respecting the
person with dementia”.
Ironically, and sadly, the enormous swelling of population
with the disease is on our side. When people ask me
what I do for a living, and we start a conversation, it’s
rare they don’t have a case in the family, wherever I am
in the world.

When we commissioned this ambitious survey, we
asked several universities and I am delighted that the
London School of Economics and Political Science (LSE)
was enthusiastic to pick up the gauntlet. They share
our vision and our passion and as the numbers for our
survey went up and up, there was a shared sense of joy
undeterred by the enormity of the analytical task ahead.
I should not underestimate the size of the challenge
faced by ADI and its members and partners in
distributing the survey globally to so many different
audiences. Nobody had ever attempted such a large
survey in this field, and we were not sure whether we
would have the capacity to mobilise our network to a
whole new level.
A smidgen under 70,000 people later we can say that
we certainly did! But it did take a huge amount of work
on the part of everyone involved and I would particularly
like to thank Australia, Brazil, Canada, China, India,
Indonesia, Italy, Mexico, the Netherlands, New Zealand,
TADA Chinese Taipei, Vietnam, the UK and USA who
really went for it and helped us drive the numbers up
globally. This survey, and its dataset, will now form part
of the freely available shared resources we can use
from now on to measure our performance on attitudes
and hopefully make stigma a thing of the past – in all
countries. It is our intention to repeat this research
process after 5 years.
I know if you have picked this up that you will read the
report in detail and I don’t want to pre-empt it, but I leave
you with a few thoughts.
• Almost 80% of the general public are
concerned about developing dementia at
some point and 1 in 4 people think that there is
nothing we can do to prevent dementia. Clearly
the messages on the importance of risk reduction
highlighted recently by a WHO report are not getting
through.8 People don’t know what to do. We need to
do more to spread this message at every level.
• 35% of carers across the world said that they
have hidden the diagnosis of dementia of a
family member from at least 1 person. Our next
target will be to get to 0%.
• 75% carers globally say “I am often
stressed between caring and meeting other
responsibilities” even whilst expressing
positive sentiments about their role and over
50% of carers said their health suffered as a
result of their caring responsibilities. Are we
doing enough for carers? Obviously not. Help and
support for carers should be a fundamental lynchpin
of any national dementia plan and we will continue
to advocate towards it and empower our members
to do so at national level. In the report it is clear that
even in high income countries, most categories
of survey respondents felt there were not enough
services available.
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• Health Care Professionals in lower income
countries were most positive about their
willingness to work with a colleague with
dementia. However, the public (most of whom
will not work in a health setting) were least
willing to work with a colleague with dementia.
We need to change that, and we will work in the next
few years both on the issue of the rights for carers
in the workplace and the issue of disability rights for
people living with dementia.
• Almost 62% of healthcare providers worldwide
think that dementia is part of normal aging. Our
message that dementia is NOT part of normal aging
but a disease, is loud and clear, but is clearly not
getting through. We must work much harder at this
with all our members.
• I see a worrying trend developing with 36% of all
respondents saying they would seek help on
the internet. There is so much unreliable information
over the web, and it is an area with exponential
growth, so we do need to be proactive and create
trusted repositories of real information. We give the
example with our website where all resources are
freely available and so do our members.
• And last but not least around 40% of the general
public think doctors and nurses ignore people
with dementia – time for primary healthcare
practitioners to look closely at their practice and for
governments to increase dementia training.
In the enthusiasm to include the views and voices of the
people with dementia we must never forget the family
carers. This extract of the Mexican essay is a sobering
reminder of that:
“After about ten days I made the decision that I was
going to take my husband who has dementia to the
federal highway and I was going to throw myself under
the wheels of a trailer, the biggest one I saw pass by,
together with my husband, because I was not going to
be able to bear everything that was coming. I woke up
that day very early with my decision taken, to clean the
house and leave everything ready, so they could hold
vigil over us afterwards that day.”
It is a relief that the person in this stark story lived to
tell the tale, but these stories are happening all over
the world and we must do something to stop this. It is
terrible that a human being should contemplate suicide
because they cannot cope caring for another human
being by themselves. Respite and care must be made
available globally, it is a matter of social justice.
As you have gathered from above, alongside the survey
results you will read expert essays and case studies that
highlight the scope and scale of the global challenge and
the often spirited and galvanising response from people,
like us, trying to affect change. Amongst many topics we
look at:
• the double stigma attached to both age and
dementia

• the challenges experienced by some indigenous
populations around the world
• stigma in marginalised or lesser heard from
communities including prison settings, people with
learning disabilities and the LGBTQ community
• the media’s role in helping raise awareness or
exacerbating stigma
• the history and influence of working groups of people
living with dementia and carers
• a philosophical question about the introduction and
evolution of dementia friendly communities
I would like to thank the founders of ADI and the
hundreds of thousands of you who work so hard day
in day out on all aspects of the disease. You are doing
so much, but we need to do more. This is just the
beginning.
Ultimately, reality is not what governments tell us it is, it is
not what experts like us tell us it is; reality is what people
on the ground are feeling. Reality is what people feel
every morning when they wake up and every night when
they go to sleep. We must never forget that, and this is
why this World Alzheimer Report is for all of you.
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Executive summary

In 2019 ADI estimates that there are over 50 million
people living with dementia globally, a figure set to
increase to 152 million by 2050. Someone develops
dementia every three seconds and the current annual
cost of dementia is estimated at US $1trillion, a figure set
to double by 2030.
In the World Alzheimer Report 2012 ‘Overcoming the
stigma of dementia’ we explored the nature of dementia
related stigma. The core of the report focussed on the
results of a survey of 2,500 people; people living with
dementia and carers, in a limited number of countries
around the world. The report helped define dementia
related stigma and offered recommendations to tackle it,
alongside a series of case studies and practices aimed
at stigma reduction.
In this 2019 World Alzheimer Report, we revisit attitudes
to dementia and stigma to better understand the role
they play and to set a baseline against which we can
gauge future changes. This report details the scale of
the challenge we face where attitudes to dementia, and
specifically stigma, are still a major barrier to people
seeking out information, help, advice, support and even
a diagnosis; preventing or delaying people from putting
plans in place; progressing to a stage of acceptance
and being able to adjust to live with dementia. Stigma
may be overt; in some countries it is still associated
with witchcraft resulting in people being restrained and
isolated. Or it can be more subtle; even in countries

with national dementia plans and profile awareness
campaigns, many people still delay seeking help when
they first become aware that something is wrong.

The 2019 World Report:
At the core of the 2019 report are the results of a global
survey, commissioned by ADI and undertaken by the
London School of Economics and Political Science
(LSE). Almost 70,000 people globally engaged with the
survey, making it the biggest of its kind ever undertaken.
LSE developed the survey to target four key groups, (1)
people living with dementia, (2) carers, (3) healthcare
practitioners and (4) the general public, with analysis
being provided in three categories: knowledge, attitudes
and behaviour. In the survey analysis we highlight the
behavioural element first, giving prominence to the
voices and experiences of people living with dementia
as direct assessment of actual behaviour is central to
discrimination and is the closest representation of the
true impact of stigma on people living with dementia.
The report also poses the question “what is stigma?”,
looking to define dementia related stigma and to better
understand the component parts based on power,
stereotypes, prejudice and discrimination. Then, through
a series of expert essays, case studies and programmes,
the report sheds light on the nature and complexity
of attitudes and stigma; it looks to other sectors for
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guidance and inspiration; showcases examples of the
different challenges and responses at global, regional,
national and local levels; and offers some examples of
programmes developed to improve awareness and to
tackle stigma.

Key findings

With an increasing focus on risk reduction research and
messaging, and in the continued absence of a disease
modifying treatment, we now have a clear understanding
of how important people think that lifestyle factors are.
The stark finding of this survey reveals that currently
just over 50% of people think that lifestyle factors are
influential. These figures form a baseline from which we
can measure the impact of future global risk reduction
efforts.

Knowledge
• 95% of the public think they will develop
dementia in their lifetime

Behaviour

• 78% are concerned about developing dementia
at some point

• Over 85% of respondents living with dementia
stated that their opinion had not been taken
seriously

• 1 in 4 people think that there is nothing you can
do about dementia
• 2 out of 3 think dementia is caused by normal
ageing
• 62% of healthcare practitioners think that
dementia is a normal part of ageing
• 82% of people would take a genetic test to
learn about their risk
• 54% of respondents think that lifestyle factors
play a part in developing dementia
• Just under 40% of the general public think that
there are adequate community services for
people living with dementia and for carers
• Just under 70% of the general public think
there are adequate competent physicians for
the diagnosis and treatment of dementia

Two years into the WHO Global action plan on dementia,
35 years into the life of ADI, and longer for many
associations around the world, should we be surprised
at these findings? There is evidently underlying fear in
global populations about developing dementia - 78%
expressing concern – and some media portraying
dementia as the most feared illness. Journalist Pippa
Kelly, in this report, articulates that “Stigma stems from
fear. Fear breeds silence, which in turn perpetuates
ignorance and misunderstanding”.
A key reason for developing this survey and establishing
a baseline for future review is to help us understand the
scale of the challenge in informing and educating the
2/3rds of people who still think that dementia is a normal
part of ageing, rather than a neurodegenerative disease
and a leading cause of death; in some countries the
leading cause of death.
Perhaps an even bigger challenge, and more worrying, is
the staggering 62% of healthcare practitioners that think
dementia is a normal part of ageing.

• Around 40% of the general public think doctors
and nurses ignore people with dementia
• 67% of people living with dementia in Africa,
and 63% in South East Asia, said their
dementia symptoms were joked about by
others
• Between 35% in high income countries and
57% in low-middle income countries reported
being treated unfairly in dating and intimate
relationships
• Around 30% of people in Europe are willing
to have a person with dementia move in with
them, rising to 62% in South East Asia and 71%
in the Eastern Mediterranean region

We wanted to better understand the stigma and
discrimination experienced by people living with
dementia, and particularly, what kinds of treatment
they felt were unfair and the outcomes associated with
these negative experiences. Unfair treatment can be
experienced in many ways – at home, in the community,
even in healthcare settings – and include things like
being denied choice, being ignored, unfair treatment in
dating and intimate relationships, lack of privacy, joking
about dementia, and of particular interest, inappropriate
treatment by healthcare practitioners.
Respondents reported feeling “avoided”, “ignored” and
“ostracized” in their social life due to having dementia
where many of them “no longer get invited to social
gatherings”. Poignantly, one respondent captures this
with:
“I call it the friendship divorce. I have lost a fair amount of
people in my life that at one time considered friends”.
Half of the respondents living with dementia from
lower-middle income countries reported that they had
experienced their rights or responsibilities taken away
from them unfairly.
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Over 85% of respondents living with dementia stated
that their opinion had not been taken seriously. One
respondent reported being told “your opinion no longer
matters”.
Unfair treatment by health or medical staff is an area
of concern, as are the attitudes of some healthcare
practitioners – with around 40% of the general public
thinking doctors and nurses ignore people with
dementia. “My neurologist ignored my presence when
my diagnosis was discussed with my husband”.
Joking and humour around dementia is a very sensitive
subject. Respondents in the African region (66.7%) and
South-East Asia (62.5%) reported the highest prevalence
of their dementia being joked about. However, this is a
tricky area, humour can be therapeutic, but it is often
permission based. The challenge is evidently how difficult
it is to judge appropriateness. “It is 100% offensive and
inexcusable to joke about my symptoms, unless it is me
joking about it!”

Attitudes
• 91% of respondents say that people should not
hide the fact they have dementia and the vast
majority of carers never hide the person with
dementia
• However, around 20% of respondents would
keep their own dementia a secret when
meeting people
• Concealment of dementia varied regionally with the general public in Europe (25.7%) and
the Americas (24.5%) reporting they would
keep their dementia a secret. Healthcare
practitioners also reported higher levels of
concealment in Europe (19%) and the Americas
(17.4%)
• Respondents stating they would hide their
dementia when meeting people was highest
in Russia (66.7%), Poland (57.9%), and Puerto
Rico (51.1%),
• 45% of people living in South-East Asia and
48% of healthcare practitioners in the region
feel that people with dementia are dangerous.
• 60% of people felt it was important to remove
responsibilities of people living with dementia

Dating and intimate relationships are another sensitive
area. Respondents with dementia reported unfair
treatment in relationships, the highest figures in low
/ lower middle-income countries (57.1%) and uppermiddle countries (50%). “To be honest, NO ONE wants
to date a 58-year old guy with Alzheimer’s”.
A very high proportion believe that people should not
hide the fact that they have dementia, supported by

a high number of people (80%) agreeing that people
with dementia can participate in a variety of activities.
Attitudes to concealment, however, varied regionally –
in Europe and the Americas around 25% saying they
would keep their dementia a secret, with Healthcare
practitioners also reporting higher levels of concealment
in Europe (19%) and the Americas (17.4%).
Concealment and secrecy are key examples of stigma
surrounding dementia and some specific country level
figures warrant attention – with people in Russia (66.7%),
Poland (57.9%), Puerto Rico (51.1%) saying they would
hide their dementia when meeting people.
In relation to attitudes and views around danger 45% of
people living in South-East Asia, and 48% of healthcare
practitioners, think that people with dementia are
dangerous, however, this is interesting considering
relatively high proportions of people living in the SouthEast Asia region are willing to have a family member
living with dementia to move in with them.
Around 60% of people felt it was important to remove
responsibilities of people living with dementia which is
interesting in the context that many of the experiences
of discrimination reported by people living with dementia
pertain to loss of status and loss of roles.
Around 40% of the general public think that healthcare
practitioners (physicians and nurses) ignore people
with dementia (38% in high-income, 49% in uppermiddle income and 32.5% in low/lower middle-income
countries).
Ironically, respondents had a vastly more negative
opinion of the behaviours of others than about their own
behaviour. Both healthcare practitioners and the general
public believe that other people are likely to engage in
stigmatising behaviours.

Carers
• Majority of carers expressed positive
sentiments about their caring role
• 52% of carers said their health had suffered
• 49% of carers said their work had suffered
• 62% of carers said their social life had suffered
• Over 35% of carers globally have hidden the
diagnosis of a person with dementia

Although just over half of carers expressed positive
sentiments about their caring role, and found it fulfilling,
52% of carers said their health, 49% their work and
62% their social life suffered because of their caring
responsibilities. This raises key questions about formal
support services for carers and brings into perspective
the importance of a resilient response to action area 5 of
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the WHO Global action plan on dementia. Attitudes to
caring vary by region, by socio-economic grouping and
by culture and expectation.
The extent to which work is affected by the provision of
care may be influenced not only by the amount of care
that is provided and the support available to the carers,
but also by differences in the propensity for women (who
are most likely to be carers) and older people to work,
and by policies to support the employment of people
with caring responsibilities.

Recommendations
Stigma and knowledge issues around dementia are
evidently still major barriers, not only to people seeking
out more information, advice, support and a diagnosis
but also in the basic understanding of Alzheimer’s
disease and related dementias as a medical conditions,
that require treatment, support, even rehabilitation. By
default, stigma thus also impacts negatively on research
and research participation as we strive for a disease
modifying treatment breakthrough.
Therefore, it is essential to take action, to improve
awareness, to help dispel lingering myths around
dementia and ultimately aim to reduce or even eradicate
stigma.

Recommendations
1 Targeted public health awareness campaigns
2 Promotion of timely diagnosis and better post
diagnostic support
3 Global evolution of dementia friends
programmes and dementia friendly/inclusive
communities - with people living with dementia
and carers at the heart of their design,
implementation and evaluation
4 Increased public advocacy of people living
with dementia – amplifying the voice of lived
experience
5 Increase advocacy focused on carers
experiences – whilst improving the
understanding of first-hand experience
6 Specialised education about dementia-related
stigma and person-centred care practice for
healthcare practitioners
7 Call for local governments to increase the
funding, range and quality of community
services for people living with dementia
8 Changes to public policy relating to
employment, health and insurance for both
people living with dementia and their carers
9 Full adoption of a rights-based approach
to dementia including full compliance with
the Convention of Rights of Persons with
Disabilities (CRPD)
10 Increase funded research – for both a
disease-modifying drug as well as further
understanding of stigma. We know from other
high stigma illnesses, including cancer and HIVAIDS, that medical treatment breakthroughs
can be a catalyst to stigma reduction – and we
also need to better understand the complex
role stigma plays throughout society in order to
tackle it and change hearts and minds.
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CHAPTER 1

What is stigma?
Contributors: Jessica Young, Flinders University and
Western University, Professor JB Orange, Western
University, and Associate Professor Christopher Lind,
Flinders University
“Diagnosis has changed our world forever. Our lives become limited by the stigma we face in the world around
us. It’s like we have a target painted on our foreheads
shouting out ‘dementing’ for all the world to see. People
become awkward in our presence, are unsure of our
behaviour, and our world becomes circumscribed by
the stigma of our illness”. Christine Bryden, Dementia
Activist1
For persons living with dementia, full and equitable
engagement in everyday life activities often is
compromised by the stigma associated with dementia2&3.
But what is stigma exactly? Here we introduce the
concept of stigma and describe its relationship to the
concepts of ‘stereotype’, ‘prejudice’, ‘discrimination’
and ‘power’. We provide context for later discussions
of stigma in this report and form a foundation for initial
recommendations to reduce dementia-related stigma.
The word ‘stigma’ originates from Greek language,
meaning a ‘mark’ or ‘brand’. In the social sciences, the
term ‘stigma’ refers to marked differences from what is
‘normal’ for a group of people, and to negative emotional
and/or behavioural responses to those differences.
Sociologist Erving Goffman4 has been influential in our
understanding of stigma as a social phenomenon.
Goffman described stigma as the marginalisation
of persons in response to traits they exhibit, such
as ethnicity, religious beliefs, physical disability, skin
scarring, or ‘weaknesses’ of character (e.g., represented
by imprisonment or addiction). He showed how being
‘marked’ with any of these traits could have negative
consequences in a given social context.

Four key components
Contemporary stigma research adds clarity to our
understanding of what stigma is, what outcomes it
creates, and who it affects. This research advances
our understanding of how people labelled as somehow
abnormal (i.e., those being stigmatised) experience
their everyday lives. Recently, researchers, clinicians,
policy makers, care providers and persons living with
dementia have used the concept of stigma to explain
how dementia often is seen as a socially undesired
trait, leading to discrimination, social isolation, and
disenfranchisement.
There are many contemporary models of stigma5-7.
One model8, which has proven particularly useful in
understanding dementia-related stigma9-11, identifies
four critical components essential for stigma to have its

effect: power, stereotypes, prejudice, and discrimination.
‘Stigma’ is said to occur when persons with relative
social, economic, or political power internalise
generalised negative beliefs (stereotypes) which then
manifest as negative emotional responses (prejudice)
and negative behavioural responses (discrimination).
Below we describe each component in greater detail
and consider how each contributes to dementia-related
stigma.

Component 1: Power
Stigma is dependent on social, economic, or political
power8. The type and severity of stigma can differ
depending on who holds relative power over another7.
For example, persons living with dementia may form
stereotypes of medical professionals, yet often lack the
power to discriminate against them (e.g., they may lack
the social, economic or political resources required to
exclude that individual from decision-making about their
care).

Examples of stereotypes
All persons living with dementia are:
• a burden to family,
• a burden on the healthcare system,
• delirious,
• hopeless,
• incapable of speaking for themselves,
• incompetent,
• invariably old,
• on a path to inevitable death,
• unable to contribute to society,
• unaware of their abilities or limitations,
• unreliable, and
• untrustworthy.
Figure 1. Dementia-related stereotypes 13-18

Component 2: Stereotypes
Stereotypes refer to the generalised beliefs, often
negative, about what it means to have a certain trait.
According to common dementia stereotypes, having
dementia is an inherently negative experience (see Figure
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DEMENTIA

DEMENTIA

DEMENTIA

Self-stigma

Public stigma

Courtesy stigma

Negative behaviours by
a person with dementia,
directed inward.

Negative behaviours
directed to a person with
dementia.

Negative behaviours directed to family,
friends, or others who are close to a person
with dementia.

Figure 2. Three types of stigma 2,23

1). Stereotypes are powerful because they are created
and perpetuated in many different ways11. They:
1 are perpetuated through the language used to talk
about persons living with dementia (e.g., by referring
to them as “‘demented’ ‘sufferers’, ‘subjects’,
‘victims’, and ‘not all there’”12);
2 are perpetuated through the prevailing medical
model of dementia, which portrays dementia as an
inexorable decline in all aspects of human functioning
including loss of personhood and self;
3 are compounded with other stereotypes (such as
stereotypes about older adults or about persons who
are institutionalised); and
4 are shaped by cultural beliefs about the cause of
dementia (e.g., karma, lack of religious or spiritual
adherence).

Component 3: Prejudice
Prejudice refers to the uptake of stereotypes and
negative emotional reactions to those stereotypes.
Adopting these stereotypes often is subconscious but
can have real, significant impacts on our emotions and
behaviours. Within the context of dementia, negative
emotional reactions most often include fear, shame,
revulsion or disgust19-21. The severity of prejudice is
shaped by age, gender, profession, ethnicity, culture and
understandings of dementia prognosis, among other
factors22.

Component 4: Discrimination
Discrimination refers to negative behavioural responses
to prejudice8. These responses include behaviours such
as avoiding, ignoring, or actively excluding persons living
with dementia. At the most extreme, discrimination may
result in the denial of basic human rights including, for
example: the choice of where to live, deciding what and
when to eat, and access to medical care.

Who does stigma affect?
It is important to note that: (1) both persons with
dementia and persons without dementia can exhibit
discriminatory behaviours, and (2) discriminatory
behaviours can be directed toward the person living with
dementia or to persons close to them. To demonstrate
these two points, a useful distinction can be drawn
among three types of stigma: self-stigma, public stigma,
and courtesy stigma (See Figure 2).
In the context of self-stigma, stereotypes and prejudice
may lead to discrimination of persons living with
dementia, with many possible negative outcomes. These
include a person living with dementia being reluctant to
seek help, presenting late to health services, disbelieving
the diagnosis, and/or social isolation caused by
avoidance of, or total withdrawal from, interactions with
others2,24,16.
In the context of public stigma, persons living with
dementia may experience discrimination in the form
of: loss of quality social interactions, social roles, and
relationships; exclusion from decision-making; delayed
or withheld disclosure of dementia diagnosis25,26; and
limited or delayed referral to dementia-appropriate
services or treatment27,28.
In the context of courtesy stigma, also known as
‘stigma by association’, stereotypes and prejudice lead
to discrimination of persons close to an individual with
dementia29. Courtesy stigma is expressed in the form of
social isolation or exclusion of family members or friends
of persons living with dementia13,30, or by staring at or by
talking about formal caregivers and friends behind their
backs31, for example.

Reducing stigma
There are many approaches to reducing dementiarelated stigma, but limited evidence for or consensus
about which are the most effective22,23. To date, the most
promising approaches to reducing stigma include:
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1 Specialised education about dementia-related
stigma32,33.
2 Social contact with persons living with
dementia34,35,36.

Only when active measures are taken to reduce stigma
can we begin to uphold for persons with dementia the
human right to full and equitable engagement in, and
access to, meaningful activities of everyday life.

3 Targetted public health awareness / messaging /
education37, through:
• public advocacy by persons living with
dementia38;
• arts-based approaches, such as musical
performance by persons living with dementia39;
and
• short film40,41, for example.
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Attitudes to dementia survey results
This section of the report summarises the findings
from the largest ever global survey of people living with
dementia, carers(i), healthcare practitioners and the
general public. A more detailed, technical report will be
made available online. We aimed to understand stigmarelated knowledge, attitudes and behaviours around
dementia and to understand how stigma affects people
living with dementia. The consequences of stigma are
often described as being as important as the condition
itself. At the individual level, stigma can undermine life
goals, reduce participation in meaningful life activities
and lower levels of well-being and quality of life. At the
societal level, structural stigma and discrimination can
influence levels of funding allocated to care and support.
Currently, there is very little information about how stigma
manifests in relation to people with dementia and how
this may vary around the world. A better understanding
of knowledge, attitudes and behaviour towards people
with dementia and how these link with consequences for
people living with dementia could help us to understand
where we might focus our efforts to reduce stigma in
order to improve the lives of people living with dementia
and their families.
Almost 70,000 people from 155 countries and territories(ii)
engaged with the survey and this chapter summarises
findings from 60,860 complete responses to questions
on stigma-related knowledge, attitudes and behaviour
in relation to people living with dementia. Some survey
questions were asked among all respondents while
others were tailored for a particular group (for example
carers). This enabled us to compare findings across
groups but also understand the specific experiences of
certain groups. We generally categorise our findings in
two ways: (1) by WHO Region (geographical location)
and (2) by World Bank income groups (see Appendix 1).
These categories capture broad cultural and economic
variations in relation to stigma towards people living
with dementia. In addition, we provide a break-down
of selected questions by countries with more than 100
respondents.

(i) Throughout the survey analysis the word ‘carers’ also refers to
caregivers and care partners.
(ii) Throughout the report, the word ‘countries’ also refers to
countries and territories/regions together.

Further information on the study methodology including
the survey development, data collection and analysis
are described in detail in the methodology section (See
Methodology Section page 61).

Survey findings
We present survey findings according to three areas
which contribute to stigma: (1) knowledge (problems of
ignorance and misinformation), (2) attitudes (problems of
prejudice) and (3) behaviour (problems of discrimination,
e.g. social exclusion)1. In this report, we highlight the
behavioural element first, as direct assessment of actual
behaviour is central to discrimination and is the closest
representation of the true impact of stigma on people
living with dementia. Additionally, stigma surveys tend
to focus on knowledge and/or awareness, assuming
that these are linked with discrimination; however, it is
essential that we assess true behaviour and experiences
from the perspective of people living with dementia in
order to validate these links2. Additionally, this gives
prominence to the voices and reported experiences of
people living with dementia so that we can understand
the main areas in relation to which they feel society treats
them unfairly as this should be the focus of any antistigma effort.

Behaviour
Experiences among people living with
dementia
We wanted to understand the stigma and discrimination
experienced by people living with dementia, in particular
what kinds of treatment they felt were unfair and the
outcomes associated with these negative experiences.
In terms of outcomes, we looked at quality of life, life
satisfaction, well-being and self-esteem, hypothesising
that individuals experiencing greater levels of stigma and
discrimination might have worse outcomes.

Unfair treatment experienced by people
living with dementia
Unfair treatment can be felt across many life domains
such as being treated unfairly in hospitals or by family
members, having jokes made about one’s dementia
symptoms or being denied the opportunity to do things
by others because of a diagnosis of dementia. We
present the reported prevalence of unfair treatment by
respondents living with dementia according to different
types of life domains and compare these responses
across World Bank income groups and across WHO
regions in Figures 1-2. Alongside each domain, we
contextualise participant responses with quotes from
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Figure 1. Domains in which respondents living with dementia have experienced
unfair treatment across world regions (% of respondents)
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Figure 2. Domains of unfair treatment experienced by people living with dementia by World Bank income category (% of respondents)
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individuals living with dementia who have experienced
being treated unfairly across different global regions.

Global comparisons of unfair treatment
according to life domain and / or
experience
Social life
When asked about being treated unfairly in social life,
such as being excluded from socialising, hobbies or
attending events, respondents living with dementia in
high (38.1%), upper-middle (57.1%) and low/lowermiddle income (50%) countries reported experiencing
this form of unfair treatment because of their dementia
and this was highest in upper-middle income countries
(see Figure 2). Respondents reported feeling “avoided”,
“ignored” and “ostracized” in their social life due to
having dementia where many of them “no longer get
invited to social gatherings” (71 year old female from the
United States (US)).

Being avoided or shunned
A further 42.9% of respondents living with dementia
in upper and low/lower-middle income countries
experienced being avoided or shunned, whereas this
was lower in high-income countries (33.3%). The
greatest experience of avoidance or shunning was in the
Region of the Americas (40.7%, see Figure 1).

Personal safety and security
Respondents in low/lower-middle (42.9%) income
countries experienced the greatest amount of unfair
treatment in personal safety and security compared to
respondents in high (14.3%) and upper-middle (28.6%)
income countries. Respondents living with dementia said
they had been “pushed and verbally abused” (66 year
old male from the US) and “emotionally abused” (62 year
old female from the US).

Privacy
When asked have you been treated unfairly in your levels
of privacy? Respondents living with dementia in low/
lower-middle (28.6%), high (20%) and upper-middle
(14.3%) income countries all reported this form of
unfair treatment. For example, one respondent said, “I
know my health records have been shared without my
consent” (60 year old female from Australia). Another
respondent spoke of a lack privacy across many different
situations: “I have 3 caretakers. One of them will open
packages I get in the mail, even after I have asked her
not to. It is impossible for me to have a private phone call
and privacy with visitors. They usually go into my doctor
visits, so I have no privacy there” (75 year old female
from the US).

Housing
When respondents living with dementia were asked
have you been treated unfairly in housing? those living
in lower-middle income countries reported the greatest
amount of unfair treatment (42.9%, see Figure 2).

However, respondents from high (13.3%) and uppermiddle (16.7%) income countries had also had this
experience, saying things such as “when the place
reference to housing knew I had dementia they showed
me the door… I was not welcome” (73 year old female
from the United Kingdom (UK)).

Dementia symptoms being joked about by
others
Fifty-seven percent of respondents living with dementia
in low/lower-middle income countries reported that
their dementia symptoms were joked about by others.
This form of unfair treatment was also experienced by
respondents living with dementia in high (40.9%) and
upper-middle (42.9%) income countries. Respondents in
the African (66.7%) and South-East Asia Regions (62.5%)
reported the highest prevalence of their dementia being
joked about often by others (see Figure 1).

Having responsibilities taken away unfairly
Half of the respondents living with dementia from
lower-middle income countries reported that they
had experienced their rights or responsibilities taken
away from them unfairly (see Figure 2), this was also
experienced in high (27.3%) and upper-middle (42.9%)
income countries. For example, one respondent said
their “spouse wants to do most of the work around the
house, because she doesn’t want me to get tired” (57
year old female from the US), and one “I feel I have little
say in making a decision to move house” (67 year old
female from the UK).

Been told you couldn’t do something that you
still thought you could do
When asked about being told that they couldn’t do
something that they still thought they could do because
of their dementia, respondents living with dementia in
upper-middle (71.4%), high (54.5%) and low/lowermiddle (57.1%) income countries all experienced this
form of unfair treatment with the greatest regional
prevalence being in the African (66.7%), Western Pacific
(63.6%) and South-East Asia (62.5%) regions of the
world (see Figure 1).

People do things for you that you could do
yourself
When asked about whether people do things for you
that you could do yourself because they know you
have dementia, respondents living with dementia in
upper-middle income countries (75%) reported higher
rates of others doing things for them, in comparison
to high-income (59.1%) and low/lower-middle income
(50%) countries (see Figure 2). The highest prevalence of
others doing things for respondents living with dementia
that they can do themselves was in the South-East
Asian region (87.5%). It may be possible that in some
cultures doing things that people can do for themselves
corresponds to a wish to show deference, particularly
towards older people.
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People do not take your opinions seriously
because of your dementia
To the question, Because of your dementia have some
people not taken your opinions seriously?, 85.7% of
respondents living with dementia in upper-middle income
countries reported that some people have not taken their
opinion seriously, and this was also commonly reported
in low/lower-middle (62.5%) and high (59.1%) income
countries (see Figure 2). Respondents reported being
told “but you have dementia, so what would you know”
(60 year old female from Australia) and “your opinion no
longer matters” (60 year old male from the US).

Unfair treatment by health or medical staff
Unfair treatment by health or medical staff was most
commonly reported by people living in low/lower-middle
income countries (42.9%) compared to high (23.8%) or
upper-middle income countries (25%, see Figure 2). The
highest prevalence being in the Africa region (33.3%)
and in the region of the Americas (29.6%). Respondents
living with dementia in the African region said “my
neurologist ignored my presence when my diagnosis
was discussed with my husband” (59 year old female
from South Africa) and “they tell me that I am not sick but
too old” (86 year old male from Zambia). Respondents
living with dementia in the region of the Americas said
“my primary care doctor said to my face, too bad that
euthanasia is illegal here” (65 year old female from the
US) and “doctors don’t talk to you but your caregiver”
(60 year old male from the US).

Dating or intimate relationships
To the question Have you been treated unfairly in
dating or intimate relationships, respondents living with
dementia in low/lower-middle income countries reported
the greatest prevalence (57.1%), compared to uppermiddle (50%) and high (35.3%) income countries (see
Figure 2). Respondents have reported difficulties and
negative experiences while dating: “As soon as I mention
I have dementia, they presume the worst. I walk with
a stick and that doesn’t help either. My last boyfriend
wanted to hide me away and I spoke openly about my
dementia. Hence why that relationship didn’t work” (49
year old female from the UK).

Making or keeping friends
When asked about being treated unfairly in making
or keeping friends because of dementia, respondents
from upper-middle (57.1%) income countries reported
the greatest prevalence compared to high (40.9%) and
low/lower-middle (55.6%) income countries (see Figure
2). Respondents living with dementia in the Americas
reported the highest prevalence of unfair treatment when
making or keeping friends (55.6%). Respondents added,
“People tend to run when they learn you have dementia”
(60 year old male from the US), or “cannot cope with
the different me” (69 year old male from Australia).
Respondents from the South-East Asia region said
“others are not able to comprehend the out of situation
behaviour” (62 year old male from India) and “some

friends do not talk or share information with me” (64 year
old female from Thailand).

Treated unfairly by children or family
Being treated unfairly by children or other family
members was most prevalent in low/lower-middle
(62.5%) income countries rather than in high (31.8%) or
upper middle (37.5%) income countries. Unfair treatment
by children or family members was greatest in the
Western Pacific region (41.7%) and the region of the
Americas (40.7%). Respondents from Western Pacific
regions said: “my parents, siblings and many other family
members have completely abandoned me” (60 year
old female from Australia) and “I was excluded by over
half of them. Told I was attention seeking” (66 year old
female from Australia). Respondents in the region of the
Americas said: “I have just one sister. Thinks I am making
it all up” (60 year old female from Canada) and “My
suggestions or comments are sometimes ignored” (77
year old male from the US).

Key themes
Key areas of participation relevant to people with
dementia in all cultures and countries include social
relationships and interactions with healthcare staff.
These interactions represent meaningful relationships
where many people reported being treated unfairly.
Respondents articulated different ways in which they felt
they were treated unfairly because of their dementia in
social life including: no longer being invited out, being
ostracised, losing contact with previous contacts, feeling
they could no longer contribute and a lack of support to
make interactions accessible. (See Figures 3-4,
Tables 1-3)
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Table 1. Respondent examples of being treated unfairly in social life because of dementia, categorised by theme
Themes

Respondent examples

Accessibility

I rely on people to get me places, they often forget me or they are too busy – 59, female, United Kingdom
They control what they think I can do. They say they will take me for a drive and then make excuses that they
can’t – 57, female, United Kingdom
Having to always use a walker (rollator type) causes me to miss out on socialising and attending events. I can’t
even go to the movies now. Just recently missed out on attending a good concert which my son and daughter-inlaw attended. They did not even try to include me. That hurt me – 75, female, United States
I was not able to attend an event because I didn’t have a caregiver to accompany me. I live by myself and don’t
need one yet – 65, female, United States
Sometimes I am not included. Also because of physical disabilities (as an effect of the dementia) accessibility at a
given venue makes it impossible for me to attend – 56, female, United Kingdom

‘Feel I can no longer
contribute’

Feel I can no longer contribute – 68, female, Europe
To a family reunion because there are people who get annoyed or feel uncomfortable – 46, female, Panama
I exclude myself, because I can’t keep up – 58, male, the Netherlands

Loss of contact

Some work colleagues do not contact me any longer – 63, female, Finland
Fewer people call to socialize – 58, female, United States
After going to a social function with friends, those friends have all but disappeared – 56, female, United States
Old friends do not call – 72, male, United States

Not being invited

Sometimes friends don’t ask me to shindigs as often as they used to, because I don’t drive anymore. That hurt to
start with, not so much now – 49, female, United Kingdom
Except for a couple of very close friends I no longer get invited to anything – 57, female, United States
I’m no longer invited to do things with my friends. If I do something, it’s usually by myself or with my ex-wife. I
have very few close friends now – 58, male, United States
Too many to tell. My daughter have me babysit while they go out with her in-laws. I’m never invited. My son’s
present girlfriend would not have me in their home. I am no longer allowed visitation with my five year old
grandson who were her most of the time from birth to three and a half. The new girlfriend is in charge – 64,
female, United States
Not invited to family birthdays which hurt. Slowly changing but both my husband and I weren’t on the invitations
anymore – 66, female, Australia
I am excluded from social get-togethers with in-laws or friends – 57, female, Suriname

‘You are ostracized’

People treated me like a freak in our church meals. Neighbours avoid me – 69, female, United States
Kicked out of book club – 69, female, United States
I used to be active in a club, but now I am a non person – male, United States
I used to volunteer in helping immigrants learn English until they found out I had dementia – 60, female, Canada
First time at new resident clubhouse lunch function, after being accepted previously at their board meeting, they
shunned my effort to help volunteer to prepare & serve the meal as they previously stated I would be helping –
77, female, United States
They treat me like I don’t exist. They move away from me. I feel alone – 65, female, Argentina
The organizer denied a person living with dementia participation in the care training session and stopped sending
the information about the session – 55, male, Japan
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Figure 3. Social life and family relationships. Themes based on textual responses of people living with dementia when asked ‘Have you been
treated unfairly in your social life? (for example, being excluded from socialising, hobbies, attending events, leisure activities)’

Not being invited

‘Feel I can no longer contribute’

‘Just being ignored & no longer invited to social
gatherings’ 71, female, US

‘I exclude myself sooner, because I can’t keep up’
58, male, Netherlands

‘Have not been invited to functions that I like, if I
go on my own they ask me what I am doing here’
65, female, New Zealand

‘To a family reunion because there are people who
get annoyed or feel uncomfortable’
46, female, Panama

Social Life and
Family Relationships

Loss of contact

‘You are ostracized’
‘I used to be active in a club, but now
I am a non-person’ male, US

‘Old friends do not call’
72, male, US

Accessibility

‘Fewer people call to socialize’
58, female, US

‘Sometimes I am not included.
Also because of physical disabilities
(as an effect of the dementia)
accessibility at a given venue makes
it impossible for me to attend’
56, female, UK

‘I used to volunteer in helping
immigrants learn English until they
found out I had dementia’
60, female, Canada

‘Some work colleagues do not contact
me any longer’ 63, female, Finland

Figure 4. Unfair treatment within healthcare. Themes based on textual responses of people living with dementia when asked ‘Have you been
treated unfairly health or medical staff? (for example, did a health care professional suggest that you disengage from daily activities or social
situation)’

About me. Not to me.

‘Lack of Understanding’

‘They sometimes talk to my wife about things like
I’m not even there, but I’m sitting right there’
58, male, US

’When they tell me that I am not sick but too old’ 86, male, Zambia
‘Neuropsychologist thought I could have made
more of an effort, while I was really trying and
getting very tired’ 62, female, Netherlands

‘My neurologist ignored my presence when my
diagnosis was discussed with my husband’
59, female, South Africa

Healthcare

‘Dismissive and
impatient’
‘People look at me just as a dementia
patient not as person living with
dementia’ - 62, male, Japan
‘When admitted to hospital for a
stroke, the attending nurse said “We
are going to send you home as soon
as possible because we do not like
dealing with night terrors”, a common
symptom of Lewy Body which I have’
66, male, US

Unsupported
‘Offer absolutely no assistance.
Take 2 aspirin and go to bed’
69, female, Canada
‘After the diagnosis, no longer does
my primary doctor conduct many
tests. If I die, so be it - it is better than
late dementia’ male, US

‘Suggested
I was faking it’
‘I have been disbelieved by many
healthcare professionals due to
my age and the fact that I am still
cognitively high functioning and
communicate well. When I had to
spend an extended period in hospital,
I was expected to be submissive and
not to question anyone or to stand up
for my rights. They treated me as a
“difficult” patient’ 56, female, UK
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Table 2. Respondent examples of being treated unfairly in healthcare because of dementia, categorised by theme
Themes

Respondent examples

About me. Not to me.

They sometimes talk to my wife about things like I’m not even there, but I’m sitting right there – 58, male, United
States
My neurologist ignored my presence when my diagnosis was discussed with my husband – 59, female, South
Africa
Being talked about not being talked too I sometimes feel invisible in a room I think a lot of health care officials
need to retrain in dementia awareness skills – 56, male, United Kingdom
Case manager who just wants to arrange things instead of talking about the difficulties I’m dealing with – 68,
female, Netherlands

Dismissive and
impatient

I was advised I should no longer scuba dive without any reason other than I have dementia. Not any specific
symptom to drive this decision and I am in very early stage of disease – 57, female, United States
One medical provider advised me to stop my social engagements because I am old – 70, male, Canada
Doctor advised me not to cook anymore, not to drive. And some doctors totally ignored me and talked to my
daughter in law only – 76, male, Malaysia
My doctor told me that I shouldn’t be able to continue with my voluntary activities – female, Australia
Primary care doctor said to my face, “too bad that euthanasia is illegal here” – 65, female, United States
Neurologist diagnosed me with Alzheimer’s at 56, telling me to go home and get my final affairs in order and to
wait until my premature death – 60, male, United States

Lack of
Understanding

People including health professional ignoring what I am saying – 86, male, Zambia
When admitted to hospital for a stroke, the attending nurse said, “We are going to send you home as soon as
possible because we do not like dealing with night terrors”, a common symptom of Lewy Body dementia which I
have – 66, male, United States
People look at me just as a dementia patient not as person living with dementia – 62, male, Japan
The bluntness of the first neurologist and his diagnosis - without any additional examination – 78, male,
Netherlands
Not spending enough time, only showing me once how to use a gadget to read diabetes readings. I need shown a
few times for me to remember how to use it – 73, female, New Zealand

‘Suggested I was
faking it’

While I was in hospital a nurse was moaning about a noisy patient with dementia - made me feel like what are
they saying about me – 70, female, United Kingdom
A primary care doctor told me that I wanted to be sick! – 69, female, United States
When they tell me that I am not sick but too old – 86, male, Zambia
Neuropsychologist thought I could have made more of an effort, while I was really trying and getting very tired –
62, female, Netherlands
Suggested I was faking it – female, United Kingdom

Unsupported

Not in the ways you have asked for examples of, but many HCPs (healthcare professionals) often do not believe I
have dementia - which is abusive and offensive. But, also, they then talk over me, about me, and never to me, if
an inpatient, due to me having dementia. Very ironic indeed, and who’s the level of IGNORANCE about dementia in
HCPs – 60, female, Australia
I have been disbelieved by many healthcare professionals due to my age and the fact that I am still cognitively
high functioning and communicate well. When I had to spend an extended period in hospital I was expected to be
submissive and not to question anyone or to stand up for my rights. They treated me as a “difficult” patient – 56,
female, United Kingdom
I am finding that health care professionals do not listen to me, or know how to ask the questions that I can
answer...and they always say - who told you have this...and then discredit the diagnosis or say they don’t believe
that is the problem...when I try to explain the level of life change I have recently experienced, they blow me off –
56, female, United States
One Doctor refused to believe what I said, implying I was making it up – 73, female, United Kingdom
Some of my doctors don’t pay much attention to what I tell them, and therefore they are unable to help me. I am
now looking for a 3rd GI specialist, because the first 2 did nothing for me and both just dismissed me without
treatment or relief of symptoms – 75, female, United States
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Table 3. Examples of unfair treatment reported by people living with dementia according to life domain
Domain of unfair
treatment

Quote from respondents living with dementia

People doing things for
you that you could do
yourself because they
know you have dementia

My partner has taken over all our finances - I think I could manage some of the – 63, female, South Africa
Sometime people try to speak for me, but I insist I am still able to do this – 56, female, United Kingdom
People mean well, but I am not an invalid. My family can be like that hence why I live alone. If I offer to help
when I go to their house they don’t often let me – 49, female, United Kingdom
Giving a shower to the persons with dementia instead of assist and let them shower themselves because they
don’t have time and have to go to work – 50, female, Thailand
Spouse reminds me of things that I can remember on my own, i.e. Don’t forget your keys. Do you have your
phone? All in voice that sounds like she is reminding a child – 57, female, United States
A close friend sometimes finishes my sentence as I take time to find my words. I am in very early stage and
aphasia is my major problem – 75, female, United States
A lot of things I feel I may still be able to do others do for me in the name of helping – 62, female, United
States
Always volunteering to do stuff not wanted by me. Tiresome – 60, female, Malaysia
I was excluded from the rotating duty of the neighbourhood association – 87, female, Japan

Not taking your opinion
seriously because of
your dementia

Sometimes in open conversations in groups of friends, I feel my opinion is “sidelined” – 63, female, South
Africa
They simply think I am dumb. Especially since I look 10+ years younger than my age – 48, female, Uganda
Some people have the impression that should be less vocal in my opinions. When speaking to carers (of
others) in order to spread awareness of the dementia experience I have been shouted down and told I don’t
understand the situation, even though I have also been a carer for a family member with dementia – 56,
female, United Kingdom
It’s as if invisible, if I ask my husband to do something, he totally ignores it causing arguments all the time –
57, female, United Kingdom
I love a good debate. I have a debating back ground throughout my life. I remember attempting a debate with
someone on a topic of interest to me. Her reply was you are very argumentative. That is the dementia talking –
61, male, Canada
People just don’t listen when I talk – 69, female, United States
I have even been told, “but you have dementia, so what would you know!” – 60, female, Australia

Denied a choice to
do something that
you still thought you
could because of your
dementia

I can’t do anything anymore without asking someone, but no one cares if I want to do it or not. People seem to
forget, I’m still a real person with real feelings and very real emotions – 59, female, United Kingdom
Volunteering for Alzheimer’s Association ESAG requires me to have a travel partner even for local events where
I am the better of us at navigating. No exceptions just because I have Alzheimer’s. I was also denied access
to an Alzheimer’s seminar because I have the disease and when insisted and raised the Americans with
Disabilities Act, was allowed to attend but only if I didn’t tell anyone I had dementia. This was a well-known
hospital providing this seminar – 57, female, United States
Taking away carrying credit cards, cash – 81, male, United States
I still live on my own. I feel doctors are rushing to convince me to go into a care facility. I’d rather have
discussions on how I can live on my own longer and what, if any, services are available to prolong my
independence – 69, male, United States
Driving, finances, and especially payments for consulting or other usually funded advice from ALL Alzheimer’s
advocacy organisations. Curiously, organisations outside of the dementia sector have NO problem paying me
for advice, consulting or appropriate disability support - it has been exclusively the dementia sector which has
systematically denied me this, and I have had to fully or partially self-fund to even have a voice or be included
– 60, female, Australia
Taking away my car key; disconnect my house gas supply and drive away my car and said thieves stole it after
I refused to close the gate – 76, male, Malaysia
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Domain of unfair
treatment

Quote from respondents living with dementia

People joke about your
dementia symptoms

They call me names – 55, female, Zambia
I put humour in my own situation to let other people feel comfortable – 56, female, South Africa
My grandchildren mock me that my decisions are not sound – 86, male, Zambia
Becoming a joke / joked about – 69, male, Indonesia
Bullying, speaking about dementia as a funny joke – 40, female, Thailand
I have been told, “Well my memory is better than yours!” or “Don’t forget to wear the same type of shoes” –
57, female, United states
You can’t remember anything! – 70, female, United States
How long before you become fully demented – 60, female, Canada
When I make a mistake they just say oh it’s a senior moment but they don’t really know that I have dementia
because I haven’t told them – 80, female, United States
It is 100% offensive, and inexcusable to joke about my symptoms (unless it is me joking about it). It also
means I will not engage with these people afterwards. Asking people not to joke about us, always means they
take offense, rather than accept they may be offending or upsetting us – 60, female, Australia
My child said that I looked like an alpaca when I dribbled saliva – 53, female, Japan
People said that I did not look like someone with dementia – 58, male, Japan

Treated unfairly in
making or keeping
friends because of your
dementia

They tend to visit less often avoid visits – 74, female, South Africa
Forgetting their names or when to meet...makes them think I do it intentionally – 48, female, Uganda
With some friends they became distant on finding out about my diagnosis. I am not always included in the
plans of friends I have kept and I put this down to my diagnosis – 56, female, United Kingdom
My siblings don’t talk to me or ask how I am anymore – 62, male, United Kingdom
Barred from my Sister’s house because they said I have used abusive and obscene language – 70, male,
Canada
People tend to run when they learn you have dementia – 60, male, United States
When I make statements that are out of character some friends and family have taken it personally and
stopped talking to me – 58, female, United States
I feel isolated – 65, female, Argentina
Many have told me they are not at all interested in “the dementia journey” – 60, female, Australia
Some friends don’t like to talk to me because I repeat – 87, female, Singapore
I have a few people say don’t talk to her she has no idea what she is talking about – 65, female, New Zealand
Some people cannot cope with the different me – 69, male, Australia

Avoided or shunned by
people who know that
you have dementia

Because they think that they cannot cope up to their standard of thinking – 55, female, Zambia
They avoid socialize – 74, female, South Africa
Close friend doesn’t call at all anymore – 60, male, United states
In my faith community, avoiding me – 66, male, United States
No one comes to my house but one neighbour (who wants my furniture when I am moved away) and my adult
children visit rarely - when they come they avoid me most of the time and go out to have fun. My in-laws
posture was always like backing away from dangerous animal. My mother in law harassed and insulted me
and threatened to call police on me for telling her to back off – 69, female, United States
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Domain of unfair
treatment

Quote from respondents living with dementia

Treated unfairly by your
children or other family
members

My children are more distant and are not acknowledging my condition, refusing to talk about it – 56, female,
United Kingdom
I have a daughter who has distanced her and her family since I was diagnosed – 55, female, United Kingdom
Not being included in conversations. I stopped attending family gatherings for the last 9 years since diagnosis
– 70, male, Canada
Too much expected of me sometimes. Irritation that I don’t remember things – 70, female, United States
Family frustrated, angry, and in denial themselves – 69, female, Canada
Children sometimes seem to dismiss my decisions regarding my future – 79 female, United States
[being told] “You’re a crazy mother” – 52, female, Brazil
Excluded by over half of them. Told I was attention seeking, they didn’t believe I had dementia. It was easier to
believe the wrong diagnosis of hypomanic depression late onset bi/ polar schizophrenia. These aren’t terminal
diseases. Just didn’t want it for me as not familial Dementia – 66, female, Australia
My daughter insists that I should go for day care, my daughter in law took photos of the pots I have burnt and
told me to look at what I have done – 76, male, Malaysia
I am blamed for my mistakes due to my disease as if it were laziness - Japan
People don’t expect anything from me because I have dementia – 53, female, Japan
My child dislikes me because I am slow and cannot clearly articulate my question – 65, male, China
Since they cannot tolerate my behaviours, they do not want to contact me – 58, male, Chinese Taipei

Rights and
Responsibilities unfairly
taken away from
you because of your
dementia

The right to work and at times to think for myself – 63, male, UK
My wife handles all finances even though I think I am capable – 79, male, Canada
We are buying a second home. My wife assumes roles she is unfamiliar with because she fears (justifiably) I
am incompetent – 77, male, United States
Forced to apologize for my behavior – 67, female, United States
Mother brother and sister cheated me out of large share of inheritance – 69, female, United States
Rating at work was decreased – 59, female, United States

Treated unfairly in your
levels of privacy because
of your dementia

In hospital, psychiatric doctor did not give me my medical records – 60, female, Czech Republic
Hospital lack of dementia protocols – 67, male, United States
I have 3 caretakers. One of them will open packages I get in the mail, even after I have asked her not to. It is
impossible for me to have a private phone call and privacy with visitors. They usually go into my doctor visits,
so I have no privacy there – female, United States
Financial info, asking neighbours about me without telling me – 69, female, United States
I know my health records have been shared without my consent... and I have also felt the need to share them
to prevent public defamation of the possibility of me faking dementia – 60, female, Australia
Hospital moving from bed to bed. Manager does not understand dementia – total lack of training – 68, female,
Europe
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Domain of unfair
treatment

Quote from respondents living with dementia

Treated unfairly in your
personal safety and
security because of your
dementia

People harangue me cos I get things wrong or say something they don’t like – 62, male, United Kingdom
I have been verbalized in the past by people not understanding about my dementia. Like people saying that
my dementia is “Gods punishment to me for something I have done in my life” And other things like that – 49,
female, United Kingdom
I feel that my husband will do something, get rid of something for example and when I approach him about
it, he will say it never existed or it’s all in my head, he will say I don’t know what you’re talking about or I’m
starting an argument which normally happens – 57, female, United Kingdom
Elder verbal abuse by the society – 50, female, India
In the face of some crisis, as I have mild cognitive impairment.... my oldest son threw me on the floor – 55,
female, Argentina
At first my kids would yell and so would my partner. He seemed to know I was weaker – 60, female, United
States
Don’t ask her as she has lost it – 65, female, New Zealand
Husband speaks badly. Children do not take into account what I say – 65, female, Argentina
Verbal abuse ... the maid my daughter employed. Physical abuse ... the nursing home nurse restraining me to
my bed by tying me to the bed railing as they said I kept removing my diapers and mess up the bed and floor
with urine and shit – 76, male, Malaysia

Treated unfairly in
housing because of your
dementia

When the place knew I had dementia they showed me the door and was told I was not welcome – 76, female,
United Kingdom
I have lived in the country[side] for many years and after diagnosis I have been put in a town – 58, female,
Ireland
Wants to live in his/her own home, but live in the kid’s home instead – 68, female, Indonesia
Moving into independent senior facility when I mentioned I had short term memory loss I was told I’d have to
be in a dependent section by their rules. I had to get a Dr.’s letter stating I was competent – 77, female, United
States

Impact of stigma on intimate
relationships among people living with
dementia
Feeling loved and intimacy is considered an essential
part of interpersonal relationships. Whilst an intimate
relationship could imply sexual activity, conceptually an
intimate relationship fulfils the desire for closeness and
warmth from another person. The need for intimate
relationships exists across cultures. Dementia may,
however, negatively impact the maintenance of these
relationships and could also impede the formation of
new ones (e.g. dating).
As mentioned earlier, in the survey, people with dementia
from low/lower-middle income countries more frequently
reported that they had been treated unfairly in dating
or intimate relationships (57.1%) compared to uppermiddle-income countries (50%), and high-income
countries (35.3%). Irrespective of region, the responses
were quite variable.
Open text responses commonly described how the
person with dementia felt they were treated differently
within their existing intimate relationships. This included

feelings that they are being ignored, others being less
attentive to what they say, or even neglected.
“In conversations when sharing my opinions. They are
often ignored or put down.” (Female, 60, Canada).
“There is no longer an equal dialogue with my partner”
(Female, 54, Netherlands)
“Since they (friends) realized that I have dementia, they
are not so intimate with me.” (Male, 58, Vietnam)
Generally, respondents did not openly report changes to
sexual habits, and were more likely to discuss changes
to sleeping arrangements (e.g. sleeping in separate
beds). However, some did report a reduction in sexual
contact, which resulted in conflict.
“My husband does not understand my mood. He thinks
that I do not want to have relations for other reason and
is angry.” (Female, 65, Argentina)
In some cases, the diagnosis of dementia appeared to
lead to a breakdown in the intimate relationship. It was
not always clear the reason for this breakdown, though
it was not always due to the partner leaving the person
with dementia.
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“…. my wife and I divorced due to my Alzheimer’s ... her
decision.” (US)
“my husband would yell at me, refused to comfort my
panic, refused to help me more. He also threatened me
and I divorced him” (Female, 69, US)
Respondents also described that dementia prevented
the formation of new intimate relationships, through
dating. Respondents either were self-stigmatizing in the
belief that others would not want to date someone with
dementia or had previous negative and stigmatizing
experiences whilst dating in the past.
“To be honest, NO ONE wants to date a 58-year-old guy
with Alzheimer’s.” (Male, 58, US)
“I haven’t dated in years. Had my confidence blown out
of the water towards this. I met a nurse…on our second
date I mentioned I had Alzheimer’s. Thought I should get
that out of the way. She said, ‘I have met some losers
in my time but you take the cake’. I asked why she said
that. She said, ‘everyone knows anyone with dementia
should be locked up’ and went on to say that I couldn’t
have dementia. I asked her why? She said, ‘because you
make sense when you talk.’” (Male, 61, Canada)
“I don’t date at all now. As soon as I mention I have
dementia, they presume the worse. I walk with a stick
and that doesn’t help either. My last boyfriend wanted to
hide me away and I spoke openly about my dementia.
Hence why that relationship didn’t work. That was in
2016.” (Female, 49, UK)

Concealing the diagnosis and life
satisfaction
When asked about how comfortable they feel talking
about their dementia, for example, telling others you
have a dementia diagnosis and how it affects you,
14.1% of respondents living with dementia reported
being ‘not at all’ comfortable when talking to a friend and
13% when talking to a family member. The highest rates
of discomfort were felt in upper-middle income countries.
Just under one- third of respondents living with dementia
agreed that when meeting people for the first time I try to
keep my dementia a secret, with higher rates of secrecy
found in respondents who were from high-income and
low/lower-middle income countries. Nonetheless, a
significant majority of respondents living with dementia
(86.3%) think that people should not hide their diagnosis.
Further analysis suggested that higher levels of secrecy
were related to a greater experience of unfair treatment
and negative quality of life factors such as loneliness,
frustration and anger. Whereas being comfortable in
disclosing to others was associated with higher levels
of self-esteem and positive quality of life factors such as
happiness, hopefulness and content. When respondents
were asked How often in the past month did you feel
satisfied with your life? 23.5% of people living with
dementia reported they were at most satisfied ‘about
once or twice’ in the last month. Respondents in low/

lower-middle (55.5%) and upper-middle reported being
satisfied less often than respondents in high-income
countries.

Behaviour among the general public,
healthcare practitioners and carers
In addition to experiences of people living with
dementia highlighting the unfair treatment that they
face, understanding behaviours of the general public,
healthcare practitioners and carers can help us
understand the context in which people live.

Intended behaviour in relation to
allowing a person with dementia to
move in
• As well as specific attitudes towards people living
with dementia, the question of whether people would
allow a person with dementia to move in with them,
may reflect other cultural differences, as in some
regions of the world multigenerational households
are much more common than in others. When
looking by World Bank income group, 40.6% of the
general public living in high-income countries were
willing or extremely willing to allow a person living
with dementia to move in with them, compared to
58.4% of upper- and 64.1% low/lower-middle income
countries (see Figure 5A).
• When looking at WHO Regions, those living in the
Eastern Mediterranean (71.1%) and South East Asia
(62%) were mostly likely to agree to have a person
with dementia move in with them while those living in
Europe were least likely to agree (30.6%) (see Figure
5B).

Beliefs about secrecy and disclosure of
dementia
• On the whole, attitudes strongly support openness
about dementia, with 91% of respondents saying
that people should not hide the fact that they have
dementia.
• However, around 20% of respondents would keep
their own dementia a secret when meeting people.
Only a small proportion of respondents (4.2%) would
advise a close relative to keep their dementia a secret
from everyone. This figure was higher for male than
for female respondents (see section below on gender
differences, page 50)
• Individuals living in high-income countries were most
likely to say they would make an effort to keep their
dementia a secret when meeting people (24.2%)
compared to those living in low or lower-middle
income countries (18.8%). A preference for secrecy
was more common among the general public
compared to healthcare practitioners, where 16.2%
of those living in high-income and 10.9% of those
living in low or lower-middle income countries agreed
with the statement (see Figure 6A).
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Figure 5A. Willingness to have a person with dementia move in with them among the general public by World Bank income group
World Bank income group
I would be willing to have a family
member who developed dementia
move in (% agree)
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Figure 5B. Willingness to have a person with dementia move in with them among the general public by WHO Region
I would be willing to have a family
member who developed dementia
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Figure 6A. Intended secrecy and concealment of dementia among healthcare practitioners and the general public by World Bank income group
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Figure 6B. Intended secrecy and concealment of dementia among healthcare practitioners and the general public by WHO Region
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• Concealment of dementia varied regionally, with
roughly a quarter of the general public in Europe
(25.7%) and the Americas (24.5%) reporting they
would keep their dementia a secret when meeting
others compared, for example, to only 7% in Africa.
Healthcare practitioners also reported higher levels
of concealment in Europe (19%) and the Americas
(17.4%) compared to other regions (see Figure 6B).
• Among countries/territories with more than 100
respondents, the countries with the highest
proportion of respondents stating they would hide
their dementia when meeting people were: Russia
(66.7%), Poland (57.9%), Puerto Rico (51.1%), and
Romania (36.7%), and the countries with the lowest
proportion were: Iran (2.3%), Portugal (2.6%), Kenya
(2.7%) and Singapore (3.4%) (see Figure 6C)
• Although a minority of respondents preferred
secrecy, nearly a quarter of carers reported keeping
a low profile while with the person they care for, and
37.3% report cutting down their contacts with friends
and relatives, although this may be due to the other
aspects of their caring role.
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Comparing own personal attitudes with
perceptions of the general public
Respondents have a vastly more negative opinion of
the behaviours of others than they do about their own
behaviour. Both healthcare practitioners and the general
public believe that other people are likely to engage in
stigmatising behaviours. The general public responded,
however, that they themselves were unlikely to engage
in these behaviours. For example, 4.4% of the general
public agreed that if someone they knew developed
dementia they felt there would be no point in talking to
people living with dementia, while 29.8% thought that
others would behave in this way.

Intended sources of support
Respondents were asked about where they would seek
help if they were concerned they had early signs of
dementia. They could choose as many options as they
wished and were also given the option of providing a free
text entry.
• Healthcare practitioner was the most commonly
chosen source of support, selected by 87% of
respondents, followed by a partner and a family
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Impact on health of providing care to
people with dementia

member.
• Most of those who said they would seek help from a
healthcare practitioner would also seek help from a
family member or spouse, with only 18% saying they
would seek help from a healthcare practitioner but
not a spouse, family member or friend.

Carers in low/lower-middle income countries were more
likely to answer that their health had been impacted by
providing care (55.0%), compared to 49.9% of carers in
high income countries. The highest proportion of carers
reporting that caring had affected their health were
those living the Eastern Mediterranean region at 64.9%,
whereas the lowest was in the European region, 47.5%.
These differences would be consistent with a relationship
between the availability of formal services and the impact
of providing care the health of carers.

• 36% of people answered they would seek help
online/internet.
• Although the vast majority of respondents answering
this question would seek help, 1% replied that they
would not seek help from any source.

Carers experiences and behaviours

Impact on work of providing care to
people living with dementia

Just over half of the carers who answered the
questionnaire expressed positive sentiments about their
caring role and found it fulfilling. However, providing care
is also challenging; particularly if lack of support from
formal services or other family members or the wider
community results in negative impacts for the carers.

People living in upper-middle income countries reported
the highest rates of their work having been impacted
by their caring role (52.8%), compared to 47.9% in
high income countries and 44.1% in low/lower-middle
income countries. The extent to which work is affected
by the provision of care may be influenced not only by
the amount of care that is provided and the support
available to the carers, but also by differences in the
propensity for women (who are most likely to be carers)

We found that 52% of carers said their health, 49% their
work and 62% their social life suffered because of their
caring responsibilities.

Figure 7A. Carers report of the impact of caring on their health, by World Bank income group
World Bank income group
My health has suffered
because of my caring
responsibilities (% agree)
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Figure 7B. Carers report of the impact of caring on their health, by WHO Region
My health has suffered
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responsibilities (% agree)
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Figure 6C. Intended secrecy and concealment of dementia among
healthcare practitioners and the general public by country
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Figure 8A. Carers report of caring impact on work, by World Bank income group
World Bank income group
My work has suffered because
of my caring responsibilities
(% agree)
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Figure 8B. Carers report of caring impact on work, by WHO Region
My work has suffered because
of my caring responsibilities
(% agree)
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Western Pacific Region
0
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and older people to work, and by policies to support the
employment of people with caring responsibilities.

Impact of providing care to people with
dementia on social life
More than half of all carers reported that their social
life had been affected by their role, the highest rates
were found in upper-middle countries (64.6%) and in
the African region (69.0%) and the lowest in low/lowermiddle income countries (55.9%) and in the South-East
Asia region (49%).

Carers’ views on disclosure
Carers were asked in a separate question about the
extent to which they hide the person they care for with
dementia. The vast majority of carers never hide the
person with dementia. There are some differences by
geographical region but only small numbers responding
to this question in some areas. Carers in South East Asia
(16.3%) and the African Region (7.1%) are most likely to
hide the person with dementia.
Carers were also asked whether they had ever
concealed the diagnosis of the person they care for with
dementia. 35% of carers said they had concealed the
diagnosis of the person they cared for with dementia
from at least one person.

30

40

50

60

Perceptions about health and care
resources for people with dementia
and carers
The availability of services for people with dementia may
be affected by structural stigma, meaning that, because
of stigma, people with dementia are disadvantaged by
the health and care systems. While our survey did not
set out to analyse this, it did include questions on the
perceptions about the availability and adequacy of health
and care resources for people with dementia and carers.

Adequate community services for
people living with dementia and for
carers
Just under 40% of the general public (37.8% in highincome, 37.3% in upper-middle income and 34.7% in
low/lower middle-income countries) thought that there
were adequate community services for people living
with dementia and for carers. Healthcare practitioners
and carers were slightly more likely to think there were
adequate community services than the general public.
There are interesting differences between countries (or
territories) that do not always seem to correspond to
what would be expected in terms of income levels, or
levels of public spending on health and long-term care
services. For example, over 50% of all three groups of
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Figure 9A. Carers report of caring impact on social life, by World Bank income group
World Bank income group
My social life has suffered
because of my caring
responsibilities (% agree)

59.6

High-income countries

64.6

Upper-middle-income countries
55.9

Low-/lower-middle-income countries
50

60

70

80

Figure 9B. Carers report of caring impact on social life, by WHO Region
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Figure 10A.World
CarersBank
agreement
‘would hide the person I care for when out of the home’, by World Bank income group (% agree)
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Figure 10B. Carers agreement they ‘would hide the person I care for when out of the home’, by WHO Region (% agree)
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Enough competent physicians for the
diagnosis and treatment of dementia

respondents (general public, healthcare practitioners
and carers) in China, Germany, Macau, Chinese Taipei
and Vietnam thought that there are adequate services.
Additionally, 50% or more of the general public also
thinks there are adequate services in Chile, Iceland,
Singapore, Spain and Switzerland. There are some
countries (Indonesia, the Netherlands and Slovenia)
where over 50% of the carers and the healthcare
practitioners also think there are adequate services.

Just under 70% of the general public (71.6% in highincome, 69.9% in upper-middle income and 63.7% in
low/lower middle-income countries) thought that there
were enough competent physicians for the diagnosis
and treatment of dementia. These rates were highest in
the European and Western Pacific regions (76% in both)
and lowest in the Eastern Mediterranean (44.7%) and
Africa (42.9%). There were striking differences between
countries too and, remarkably, in the United Kingdom
(where there is a strong policy emphasis on increasing
diagnostic rates), only 38.8% of carers and 53.3% of

World Bank income group
Figure 11A. Agreement that there are adequate community services for people living with dementia, by World Bank income group (% agree)
General Public
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Healthcare practitioners
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Care givers
High-income countries
42
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countries
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40
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Figure 11B. Agreement that there are adequate community services for people living with dementia, by WHO Region (% agree)
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Bank income
Figure World
12A. Agreement
thatgroup
there are competent healthcare practitioners for the diagnosis and treatment of people living with dementia, by
World Bank income group (% agree)
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60
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Figure 12B.
Agreement
WHO
Region that there are competent healthcare practitioners for the diagnosis and treatment of people living with dementia, by
WHO Region (% agree)
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healthcare practitioners thought there enough competent
physicians. Other countries might have elevated views of
healthcare professionals, because they have limited firsthand experience of them.

Healthcare practitioners (physicians
and nurses) ignoring people with
dementia
Around 40% of the general public think that healthcare
practitioners (physicians and60
nurses) ignore people

with dementia (38% in high-income, 49% in uppermiddle income and 32.5% in low/lower middleincome countries). Similarly, as per the question about
competence, the highest rates of thinking that healthcare
practitioners ignore people with dementia were in the
Eastern Mediterranean and the African regions (59%
and 55.7% respectively, among the general public)
and lowest in Europe (29.2%). However, there were
high rates of concern (among the general public) about
healthcare practitioners ignoring people with dementia
70
in some European countries (59.3%
in Iceland, 57.8% in
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Figure 11C. Agreement that there are adequate community services
for people living with dementia, by country (% agree)
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Figure 12C. Agreement that there are competent healthcare practitioners for the diagnosis and treatment people living with dementia, by country (% agree)
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Figure 13A. Agreement that healthcare practitioners ignore the person living with dementia, by country (% agree)
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Ireland, 74.2% in Norway, 85.4% in Romania and 72% in
Russia).
• The respondents who identified as healthcare
practitioners were slightly more critical of their
colleagues, with 47.8% in high-income, 55.8% in
upper-middle income and 43.5% in low/lower-middle
countries responding that healthcare practitioners
ignore people with dementia.
20

• 33% of people think that if they had dementia, they
would not be listened to by healthcare practitioners.

Gender differences
The majority of survey respondents (nearly 80%) were
women. (See description of survey respondents,
page 63). Looking at the differences(iii) in responses
between male and female respondents, male
(iii) We controlled for age, education, knowing someone with
dementia, country.
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Figure 14. Percentage of women and men agreeing with each statement – all statements represent responses from the general public except
for the first one which refers to carers only
*Indicates statistical significance
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* A person living with dementia is
impulsive and unpredictable

65.8
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in a hospital or nursing home

Male
Female

18.9
20

17.2
15.3

38.5

* It is better for the family if people
with dementia enter a nursing home

* If I had a family member with
dementia it would be best to move
them to a nursing home
even if they didn't want to go

33.8

24.6
18.9

47.8

It is better for people living with
dementia to be forced into
treatment with their doctor
even if they do not want to go

46.2

* It is important to
remove family responsibilities
from people with dementia
so as not to stress them
If I had dementia, I would
make an effort to keep my dementia
a secret when meeting people

60.4
56.7

27
22

0
10
20
respondents tended to be somewhat more stigmatising
in their views of people living with dementia compared
to female respondents. Males were more likely to think
that people living with dementia were impulsive or
unpredictable, that it is better for the family if the person
is in a nursing home and that they should be forced into
a home or forced to accept treatment. They are more
likely to think family responsibilities should be removed
from someone with dementia so as not to stress them,
and they are more likely to want to keep dementia a
secret (see Figure 14). Males are also less likely to be
stressed by their caring and other responsibilities. It is
possible, particularly given the suggestion above, that
male respondents are less likely to be the sole or primary
carer(iv).
60

30
40
50
60
70
Males are less likely to say they would seek help from
a healthcare practitioner if they thought they might
have dementia. Males are, in fact, less likely to seek
support from any of the alternative sources offered by
the questionnaire (friend, family member, online/internet,
healthcare practitioner or other) with one exception. Men
are markedly more likely to seek help from their partner
than are women. 75.5% of male respondents would
seek help from their partner compared to only

(iv) Differences statistically significant at the P<.001 level.
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Figure 15. Percentage of respondents agreeing that they are ‘often
stressed between caring and meeting other responsibilities’, by
gender*
*Indicates statistical significance
67

62

Male

62.1% of women. People answering these questions
were members of the public who have not identified
as carers on the questionnaire. It may be that women
are more likely than men to be acting as gatekeepers
to informal and formal health and social care networks.
Unfortunately, we do not have information on the marital
status of respondents, so we don’t know if this is due
to a greater proportion of single female respondents.
Given that our sample is skewed towards older ages,
we looked to see if this finding held true at younger ages
(when people would be less likely to be widowed). The
difference remains large for under-60s (67% versus 74%)
but is much smaller for under-50s (68% versus 72%).
While it’s possible this reflects something about marital
status, it could also be that younger respondents have
different gender relations which affect their answers to
this question.
There was not much variation in healthcare practitioner
attitudes towards people living with dementia according
to gender. However, male healthcare practitioners were

Female

Figure 16. Healthcare provider attitudes towards dementia, by gender (% agree)
*Indicates statistical significance
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Figure 17. Agreement among the general public that ‘I would take a genetic profiling test to learn whether I am at risk of developing dementia’,
by country (% agree)
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more likely to say they would just learn about dementia
when they have to and would not bother reading
additional material on it (19.1% vs. 10.0%). 18.7% of
male healthcare practitioners said they agreed to feeling
more comfortable helping a person who has a physical
illness than helping a person who has dementia.

Attitudes
Personal risk
The vast majority of the general public think they could
develop dementia at some point in their lifetime (95.2%)
and are concerned about developing dementia at some
point (78.2%). Although there are currently no disease
modifying treatments for dementia, over two-thirds of
respondents (81.8%) would take a genetic profiling test
to learn whether they are at risk.

Attitudes among the general public and
healthcare practitioners about people
living with dementia by country income
groups and regions
When comparing attitudes about people living with
dementia it is important to note that, because in many
parts of the world there are low rates of diagnosis, it
is likely that those who are known to have dementia in
areas with low diagnostic rates are at more advanced
stages. This may shape the perceptions of respondents.
• All regions had over 80% agreement that people
living with dementia can participate in a variety of
activities.
• Overall, the people living in South-East Asia were
most likely to think that people with dementia are
dangerous: 45.4% of respondents said ‘people living
with dementia are dangerous more often than not’,
compared to 25.7% in the Western Pacific, 17.2%
in Africa, 14.6% in Americas, 15% in the European
region, and 13.9% in the Eastern Mediterranean. This
is interesting considering relatively high proportions of
people living in the South-East Asia region are willing
to have a family member living with dementia to move
in with them.
• Views among healthcare practitioners showed a
similar trend and agreement that people living with
dementia are dangerous: by WHO Region: SouthEast Asia (48.1%), Eastern Mediterranean (31%),
Western Pacific (18.4%) European Region (10.5%),
Americas (8.9%).

lower among carers (47.5%) compared to the general
public (60%). In terms of region, those among the
general public in the African region had the highest
agreement (72.1%) followed by Europe (71.2%),
Eastern Mediterranean Region (57.1%), Western
Pacific Region (54.8%), Americas (46.6%) and SouthEast Asia (38.1%).
• This is interesting given that many of the experiences
of discrimination reported by people living with
dementia pertain to loss of status and loss of roles
(See section below on experiences of discrimination
among people living with dementia).

Attitudes about treatment for people
living with dementia
Results suggest that people living in high income
countries are more likely to agree that people living with
dementia should be moved into a nursing home even if
they don’t want to go (25%). This is higher than those
living in upper middle-income (14.6%) or low / lowermiddle income countries (8.6%). Respondents were also
more likely to force someone living with dementia to a
nursing home if it was not a member of their family.
When looking at the WHO Regions, the European
Region had the highest proportion of respondents
agreeing that ‘If I had a family member with dementia it
would be best to move them into a nursing home even
if they didn’t want to go (27.5%) compared to Western
Pacific Region (22.7%), the Americas (17.5%), Africa
(16.3%), Eastern Mediterranean Region (11.4%), SouthEast Asia (11.2%). There are important differences,
worldwide, in both the availability of nursing homes and
cultural and religious beliefs that may influence these
attitudes. It is interesting that people living in South-East
Asia had the lowest number agreeing that people living
with dementia should be moved into a nursing home
even if they didn’t want to go and that they should have
responsibilities removed from them; however, they had
the highest feelings of fear because people living with
dementia are dangerous.

Knowledge
Knowledge and causal attribution of
dementia
• The vast majority of the general public think that
dementia has biological roots, for example agreeing
that dementia is in part a brain disease (93.7%), that
it is due to a head or brain injury (71.3%) or is due to
APOE(V) (87.5%)

• When answering whether they agreed ‘a person
living with dementia is impulsive and unpredictable’
by WHO Region: African Region (70.5%), South-East
Asia (70.1%), Europe (68.8%), Eastern Mediterranean
Region (64.5%), Americas (62%), Western Pacific
Region (49.5%).

• Significantly fewer respondents think that lifestyle
factors play any part in the development of dementia,
for example due to an unhealthy lifestyle (54.5%) or
lack of family support (26%)

• The majority of respondents felt it was important to
remove responsibilities of people living with dementia
as it might stress them. Agreement tended to be

(v) Apolipoprotein e (APOE) is a gene which is associated with a
higher risk of developing Alzheimer’s disease.
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Figure 18A. Attitudes among the general public towards people living with dementia by World Bank income group (% agree)
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Figure 18B. Attitudes among healthcare practitioners towards people living with dementia by World Bank income group (% agree)
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• More than two-thirds of respondents still feel that
dementia is caused by normal ageing (70.1%). This
is an important result considering global awareness
raising efforts which position dementia as not being
a natural part of ageing, and this area is explored
further in the expert essays and case studies later in
the report.
• More than one-fifth of people think that dementia is a
result of external forces like bad luck (21.7 %), God’s
will (8.7%) or witchcraft (1.9%). Witchcraft and being
“bewitched” are considered in a number of the report
case studies, looking at how such beliefs impact
on seeking out information, advice, treatment and
support.
• Carers (60.6%) were less likely than the general
public to agree that dementia is part of normal aging.
Although less likely than the general public, almost
62% of healthcare practitioners that responded to the
survey feel that dementia is part of normal ageing.
0
10
This opens up for discussion the need for increased
levels of awareness and training amongst healthcare
practitioners and perhaps the figure is exacerbated

37.8

High Income Countries
Upper-Middle Income Countries
Low/Lower-Middle Income Countries

by the fact there have been no disease modifying
treatment breakthroughs for over 15 years and the
current medical treatments available have limited
long-term effectiveness.

Knowledge of treatment and risk
factors
• The vast majority of the general public think that it is
useful to receive a formal diagnosis (88.1%).
• The vast majority of respondents from the general
public also think that people living with dementia can
enjoy life (87%) and that there are things we can do
to improve the lives of people with dementia (90%).
For example, most people think that a person with
dementia’s situation is likely to improve with social
support (79.3%) and that people with a healthy
lifestyle have a lower risk of dementia (64.3%).
• However, almost half think that a person with
20dementia’s memory
30 will never improve
40
even with 50
medical treatment (47.9%).
• About a quarter (25.2%) think that there is nothing
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Figure 19. Attitudes among healthcare practitioners towards people living with dementia by WHO Region (% agree)

It is best to move people living
with dementia to a nursing home
even if they didn't want to go

It is important to remove family
responsibilities from people
living with dementia

People with dementia are
dangerous more often than not

A person living with dementia
is impulsive and unpredictable

Figure 18C. Attitudes among the general public towards people living with dementia by WHO Region (% agree)

46.6

45.4

43.4

49.5

48.1

48.6

54.8

51.8

57.1

56.3

62

64.5

70.7

72.1
71.2

70.1

68.8

70.5

African Region
Eastern Mediterranean Region
European Region
Region of the Americas
South-East Asia Region
Western Pacific Region

75.8

African Region
Eastern Mediterranean Region
European Region
Region of the Americas
South-East Asia Region
Western Pacific Region

56
ALZHEIMER’S DISEASE INTERNATIONAL: WORLD ALZHEIMER REPORT 2019

57

ATTITUDES TO DEMENTIA

Figure 20. Agreement among the general public that people with dementia are perceived as dangerous, by country (% agree)
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Figure 21. Agreement among healthcare practitioners that people with dementia are perceived as dangerous, by country (% agree)
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Figure 22. Agreement among the general public that people living with dementia are impulsive and unpredictable, by country (% agree)
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Figure 23. People living with dementia are / the person I care for is a good source of knowledge (% agree)
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High-income countries
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Carers

51
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Figure 24. People living with dementia / the person I care for can pass on valued traditions (% agree)
68.8
High-income countries

53.3
54.8

Upper-middle-income countries

59.9
51.7

Low-/lower-middle-income
countries

66.1

looked at how individual factors (age, gender and
education) were related to outcomes for people living
with dementia.

we can do to prevent dementia. This presents an
important opportunity for public health interventions
as there are actions we can take to reduce the risk
of developing dementia. The WHO dementia risk
reduction guidelines published in 2019 strongly
recommend public health interventions to help
people cease smoking, increase physical activity,
treat high blood pressure and manage diabetes.
It also recommended interventions to manage
cholesterol, hearing loss, depression, weight and
diet, as well as interventions that reduce harmful
drinking, enable social activity and provide cognitive
training.

Findings suggest public attitudes and behaviour are
associated with consequences for people living with
dementia.
• At the individual level females living with dementia
and those with university education had higher levels
of wellbeing. At the country level, those living in a
country where the public felt more embarrassed
going out with a friend or relative with dementia or
where the public felt it is important to remove family
responsibilities from people living with dementia had
lower levels of wellbeing.

Consequences of stigma and
discrimination for people living with
dementia
As we collected data from people living with dementia,
this provided an opportunity to directly link public views
of people living with dementia to experiences of people
living with dementia. As respondents came from a
number of diverse countries, this allowed us to examine
whether living in a country with a higher level of stigma
was associated with lower wellbeing, quality of life,
concealment of dementia and reported experienced
stigma among people living with dementia. We 0also

General Public
Carers

• At the individual level females living with dementia
had lower levels of self-esteem. At the country level,
individuals living with dementia who resided in a
country where the public felt more embarrassed
going out with a friend or relative with dementia had
lower self-esteem.
• At the individual level females living with dementia
were less likely to conceal their dementia. At the
country level, those living with dementia who resided
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in a country where healthcare practitioner felt as
comfortable talking to a person with dementia as
talking to a person with physical illness, were also
less likely to conceal their dementia.
• At the individual level females living with dementia
reported experiencing greater impact of stigma,
while those with university education reported less
impact. At a country level those living in a country
where the public felt it is important to remove family
responsibilities from people living with dementia
reported lower levels of stigma impact.

Quotations provided by people living
with dementia
Respondents living with dementia were given the
opportunity to write about their experiences of
interacting with others in society. Many quotes illustrate
discrimination and feelings of having been pushed out
by friends or avoided. Several respondents refer to being
discriminated against, or excluded, by their own family:
I call it the friendship divorce. I have lost a fair amount of
people in my life that at one time considered friends.
Many have told me they are not at all interested in ‘the
dementia journey’
People avoid you because they’re not sure what to say.
Shunned by hundreds in my home town. People would
sooner have stage 4 breast cancer than my diagnosis.
Couldn’t look me in the eye
A limited number of long time friends have shied away
since my diagnosis. They will send Birthday, Christmas
cards but no phone calls or offers to get together.
Comments reveal perceived discomfort of others, or
sweeping assumptions about capabilities:
Some friends don’t like to talk to me because I repeat
I have a few people say don’t talk to her she has no idea
what she is talking about
A friend thought I could not cope with things and felt I
should not be out of the house. We had words over it
and we really haven’t spoken much since. I think I have
found my true friends and that’s all I need.
People experience low levels of tolerance for some
behaviours:
When I make statements that are out of character some
friends and family have taken it personally and stopped
talking to me.
Additional comments and quotations can be found in the
extended, technical version of this report.

Methodology
Overall Methodology
These findings come from a survey of almost 70,000
individuals from 155 countries or territories. 66% of
participants completed the survey in a non-English
language.
The aim of the survey was to understand people’s
stigma-related knowledge, attitudes and experiences
in relation to people living with dementia and questions
were tailored to capture overarching knowledge,
attitudes, behaviours and experiences. Respondents
were asked to self-identify among four groups:
people living with dementia, their family and/or carers,
healthcare practitioners and the general public.
Tailoring and dividing the survey into four target groups
enabled us to compare findings across groups but also
understand the specific experiences of certain groups.
In this report, we describe and discuss the results
at a global and sometimes regional level, with some
country level comparisons. More country level data and
comparison can be found in the online technical report
and appendix. We chose to group countries according
to two methodologies: (1) by WHO Region (i.e.,
geographical locations) and (2) by World Bank income
groups. By using these two categories, we aimed to
capture cultural and economic differences. In addition,
selected questions are presented by individual countries
with at least 100 respondents.

How we developed the stigma survey
questions
We selected several questions for each of the four
target groups based on previous surveys and a review
of the academic literature (research papers). We
conceptualised stigma as covering three domains:
(1) knowledge and causal attribution of dementia, (2)
attitudes and beliefs about people living with dementia
and (3) behaviour towards persons living with dementia
and their carers.
Targeting these key domains, we developed tailored
questionnaires for the four groups of respondents.
We aimed for overlap in questions between these four
groups where possible, but also included questions
specific to each group.
The questionnaires were developed through a rapid
review of previous work on stigma in dementia. Based on
relevant studies, we first identified constructs which were
reported as important for people living with dementia or
their carers. For qualitative studies, these were themes
that emerged as key aspects of stigma experiences or
knowledge, attitudes or beliefs reported as important
among study participants (e.g. patronising behaviour
by family members of people living with dementia). For
quantitative studies, these would typically represent
any knowledge, attitudes or behaviour which were
significantly associated with quality of life, functioning
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or well-being outcomes among people with dementia
or their carers or key stigma outcomes (for example,
proportion of people living with dementia experiencing
stigma). In parallel, we reviewed the literature for stigma
related dementia items, including all items from studies
included in a recently published systematic review of
the literature3. We also adapted items related to the
stigma of mental illness from a recent global survey
which incorporated a comprehensive review of stigma
items and domains to people living with dementia 4. All
identified items were then mapped onto the identified
constructs and further categorised into the three stigma
domains (knowledge and attribution; attitudes and
beliefs; behaviour). For each construct, we then reviewed
all items and selected those deemed most appropriate
and reliable.
We aimed to develop questionnaires for each of the four
target groups with a completion time of approximately
10-15 minutes and were not able to include all
items. The constructs were therefore reviewed by
stigma experts and representatives from Alzheimer’s
associations in order to identify those that should be
prioritised in our survey.

What other questions did we ask?
Participants were informed that this survey was looking
to understand what they knew and thought about
dementia; the survey was not described to participants
as a survey on stigma.
To examine differences across regions and personal
characteristics, we also collected information on:
gender, age, highest level of education, country/territory
of residence, area of residence (e.g. urban or rural),
membership of a minority group and employment status.

Ensuring the survey was
understandable
The survey questions were reviewed and tested by
several stakeholders, including people living with
dementia, NGO representatives and expert researchers,
before being launched to the wider public in April
2019. This was to ensure that the questions captured
relevant topics from the perspective of people living
with dementia and that the questions were clear and
comprehensible. We also contacted world experts in
the field of stigma research to ensure that the questions
were theoretically and conceptually relevant. All
questions were optional and participants were told they
did not have to answer anything they did not wish to.
We allowed for a proxy respondent, something used
by 80 people living with dementia. We were also keen
to enable survey respondents to write about their own
experiences and provided opportunities to write longer
answers in a text box.

How we translated the survey
One of our aims was to make the survey as accessible
as possible. For this reason, the survey was translated
into 32 different languages, and most of the translations
were done by volunteers and staff of ADI member
organisations. To ensure that translations were
comparable across languages, we requested all sites
to follow WHO guidelines 5. Specifically, this comprised
three stages: (1) forward-translation, (2) back-translation
and (3) focus group ‘concept checking’. The forwardtranslation required the translator to have his/her local
language as their first language, with English as his/
her second language. Any disputed items would be
discussed with their study team. For the back-translation
stage, when possible a different translator, whose first
language was English and second language was the
local language, would back-translate the document back
into English. The study team was then asked to compare
the new and original English versions, highlighting and
resolving any differences in translation.

How we collected the data
The survey was 10-15 minutes in length, with questions
tailored for each of the four groups: people living
with dementia, their family and/or carers, healthcare
practitioner and the general public. Most questions were
multiple choice, with very few open-ended responses.
The survey was delivered in a flexible format, either:
(1) self-completed online or (2) in person via a mobile
device with a volunteer. If needed, paper forms could be
used and the survey data later entered into the app by
volunteers.

The online survey
Most respondents completed the anonymous online
survey using a web-based platform called Qualtrics.
The online survey was an effective way to distribute
the survey across the world, in the limited time frame
which was available. For example, groups of people with
dementia and their carers who are active on discussion
boards, social media sites, and online in general helped
to promote the survey. The survey was available to
visitors of the ADI website and the survey link was
emailed to contacts within the field of Alzheimer’s and
dementia, social care organisations, support groups,
charities and faith-based organisations, all across the
world.
Although online recruitment poses the risk of only
including people with computers, the more highly
educated and the most active members of the dementia
community, the information from this survey provides
valuable insights into the issues related to stigma and
how this impacts the lives of people living with dementia,
their families and society as a whole. We also tried to
compensate for this risk by undertaking some data
collection in more rural areas or with harder-to-reach
populations using a mobile-based platform called
Mobenzi, where data collection took place in-person.

63

ATTITUDES TO DEMENTIA

The in-person survey
The survey was also distributed by health and
community workers in some rural regions and places
without internet access using Mobenzi, enabling people
to complete the survey on a smartphone or tablet. A
total of 29 responses were collected in-person. Mobenzi
is a survey tool administered via mobile devices that can
be used off-line, thus enabling data collection in areas
without internet access. Once surveys are completed
and an internet connection is available, the data are
uploaded to an online survey management platform. The
survey questions and response options used in-person
(via Mobenzi) were identical to those used in the online
survey (via Qualtrics).
Some of the ADI member organisations facilitated
access to the online survey to people without access to
internet at their own offices and events.

Recruitment strategy
Capturing the views of each target group required a
different recruitment strategy. Generally, we aimed
to achieve good representation across gender, age,
socioeconomic group and urbanicity. We also wanted
to make a considered effort in capturing the voices of
individuals in rural areas.
We ran webinars for several of the ADI member
organisations (in English and Spanish) and suggested
two strategies to encourage diversity in our study
population: (1) snowball sampling for the online survey
and (2) targeted recruitment for the survey delivered by
Mobenzi by volunteers in the community.
Using the snowball sampling technique, our contacts
were encouraged to identify people with good social
networks to complete the survey. Each person was
asked to identify 3-4 additional individuals who could
complete the survey. Contacts were then asked to
further distribute the link to 3-4 further constituents and
the social networks within their countries. Healthcare
practitioners and members of the public who saw the
survey link online could also raise awareness by sharing
the link among their networks.
For the in-person survey, it was important to identify
venues associated with the target characteristics (e.g.,
different types of shopping centres – some which attract
young people, and some which attract persons of an
older age). It was also important to explain to target
groups why the survey was important and should
be completed. For example, when asking healthcare
practitioner to complete the survey, it was important to
explain the reasons for the survey in a clear and concise
manner, using key statistics to stress the importance and
urgency of the topic matter.

Data security and consent
Participants were informed that their responses would
be anonymous. They were also informed that survey

data would be stored securely and did not include
any personal identifiers. All data has been treated as
confidential and kept on secure networks which are
password protected. The Mobenzi app uses a secure
format that complies with GDPR privacy legislation. Data
storage, backup and recovery practices to eliminate
data loss events are built into the app. All participants
provided consent.

How we analysed the data
Because our sample was a convenience sample,
we performed a series of adjustments to allow for
comparisons across countries and country groups.
First, we developed survey weights which account for
sample selection. Weights were developed to match
characteristics of the sample recruited to the nationally
representative characteristics in each country according
to gender, age and educational level and were used in all
analyses. Responses with weights greater than 20 were
excluded (less than 0.2% of the sample) were excluded
due to their non-representativeness 6. For country
comparisons, we also performed a pooled estimation
technique (the meta-proportion command which is
available in the statistical programme Stata) to compare
across countries with at least 100 participants 7.

Description of survey respondents
Of the almost 70,000 people who engaged with the
survey 60,889 answered at least one question on
stigma related knowledge, attitudes and beliefs in
relation to dementia. This included 1,446 people living
with dementia (2.4%), 18,377 carers for a person living
with dementia (30.2%), 14,124 healthcare practitioners
(23.2%) and 26,913 members of the general public
(44.2%).
Respondents came from 155 countries or semiautonomous regions/territories and answered the survey
in one of 32 different languages. Responses were
aggregated by World Bank income category and World
Health Organisation (WHO) geographical region. The
majority of participants resided in high-income countries
(74.7%). Individuals from low-income and lower-middleincome economies represented 0.4% and 7.2% of
respondents, respectively. The remaining 17.7% resided
in upper-middle income countries. Because of the small
numbers of respondents from low income countries,
we combined respondents from low and lower middleincome countries, creating three World Bank categories.
In relation to WHO Region, most respondents were from
the European Region (42.4%), Region of the Americas
(25.7%) and the Western Pacific Region (19.1%). A lower
proportion of respondents came from the African Region
(1.7%), Eastern Mediterranean Region (2.4%) and SouthEast Asia Region (5.7%).
Our recruitment resulted in a large and diverse sample;
however, respondents over-represented females and
individuals with university education: more females
(78.8%) than males (21.2%) completed the survey and
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68.8% of respondents had completed college/university or post-graduate studies. We developed survey weights to
adjust for imbalances in relation to age, gender and education using nationally representative figures for each country.
Table 4. Characteristics of survey respondents by key group

Gender

Education

Age

World
Bank
Income
Group
WHO
Region

People living with dementia (n = 1,446)

Carers (n = 18,377)

Female

Male

Unspecified

Female

Male

Unspecified

67.7%

30.8%

0.3%

82.4%

16.9%

0.1%

Secondary school
or below

Vocational
training

University degree
or above

Secondary school
or below

Vocational
training

University degree or
above

30.8%

11.5%

54.9%

24.1%

14%

60.1%

Aged
18-39

Aged 40-52

Aged
53-65

Aged 66-98

Aged
18-39

Aged 40-52

Aged
53-65

Aged 66-98

NA

17.5%

30%

39.1%

9%

24.7%

39.9%

23.6%

Low
income

Lower middle
income

Uppermiddle
income

High income

Low
income

Lower middle
income

Uppermiddle
income

High income

0.5%

8.9%

15.6%

70.3%

0.3%

3.1%

15.7%

78%

A

EM

E

RA

SEA

WP

A

EM

E

RA

SEA

WP

2.3%

1.9%

44.5%

28.2%

4.6%

14%

1.3%

1.2%

49.5%

26.9%

3.2%

15.1%

Note. WHO Regions: (A) African Region; (EM) Eastern
Mediterranean Region; (E) European Region; (RA) Region of the
Americas; (SEA) South-East Asia Region; (WP) Western Pacific
Region.
Sample represent those who answered at least one stigma question
(N = 60,860).
Not all participants shared their demographic information. Missing
values are not reported on the table and explain why not all values
total 100%.

Gender

Education

Age

World
Bank
Income
Group
WHO
Region

Healthcare Practitioners (n = 14,124)

General Public (n = 26,913)

Female

Male

Unspecified

Female

Male

Unspecified

82%

17.4%

0.1%

74.1%

25%

0.2%

Secondary
school or below

Vocational
training

University degree
or above

Secondary school
or below

Vocational training

University degree
or above

5.6%

12.2%

80.8%

21.3%

10.6%

66.5%

Aged 1839

Aged 40-52

Aged
53-65

Aged 66-98

Aged
18-39

Aged 40-52

Aged 53-65

Aged 66-98

34%

27.7%

28.8%

6.6%

20.1%

18.4%

29.1%

28.8%

Low
income

Lower
middle
income

Uppermiddle
income

High income

Low
income

Lower middle
income

Upper-middle High income
income

0.5%

10.3%

16.8%

69.8%

0.4%

8.3%

12.6%

75.1%

A

EM

E

RA

SEA

WP

A

EM

E

RA

SEA

WP

1.6%

4%

36.1% 22.4%

7.8%

25.8%

2%

2.4%

40.8%

26.5%

6.4%

18.7%
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Appendix 1
Map 1. World Health Organisation (WHO) Regions

African Region
Region of the Americas
South-East Asia Region
European Region
Eastern Mediterrnean Region
Western Pacific Region

Reproduced with kind permission from the World Health Organisation
WHO Regional Offices - map
https://www.who.int/about/who-we-are/regional-offices
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Chart 1. World Bank Income Groups 2019-2020
Lower Income Countries

Lower Middle Income
Countries

Upper Middle Income
Countries

High Income Countries

Afghanistan
Benin

Angola
Bangladesh

Albania
Algeria

Andorra
Antigua and Barbuda

Burkina Faso

Bhutan

American Samoa

Aruba

Burundi

Bolivia

Argentina

Australia

Central African Republic

Cabo Verde

Armenia

Austria

Chad

Cambodia

Azerbaijan

Bahamas, The

Congo, Dem. Rep. of

Cameroon

Belarus

Bahrain

Eritrea

Comoros

Belize

Barbados

Ethiopia

Congo, Rep.

Bosnia and Herzegovina

Belgium

Gambia, The

Côte d’Ivoire

Botswana

Bermuda

Guinea

Djibouti

Brazil

British Virgin Islands

Guinea-Bissau

Egypt, Arab Rep.

Bulgaria

Brunei Darussalam

Haiti

El Salvador

China

Canada

Korea, Dem. People’s Rep

Ghana

Colombia

Cayman Islands

Liberia

Honduras

Costa Rica

Channel Islands

Madagascar

India

Cuba

Chile

Malawi

Indonesia

Dominica

Croatia

Mali

Kenya

Dominican Republic

Curaçao

Mozambique

Kiribati

Equatorial Guinea

Cyprus

Nepal

Kyrgyz Republic

Ecuador

Czech Republic

Niger

Lao PDR

Fiji

Denmark

Rwanda

Lesotho

Gabon

Estonia

Sierra Leone

Mauritania

Georgia

Faroe Islands

Somalia

Micronesia, Fed. Sts

Grenada

Finland

South Sudan

Moldova

Guatemala

France

Syrian Arab Republic

Mongolia

Guyana

French Polynesia

Tajikistan

Morocco

Iran, Islamic Rep

Germany

Tanzania

Myanmar

Iraq

Gibraltar

Togo

Nicaragua

Jamaica

Greece

Uganda

Nigeria

Jordan

Greenland

Yemen, Rep.

Pakistan

Kazakhstan

Guam

Papua New Guinea

Kosovo

Hong Kong SAR, China

Philippines

Lebanon

Hungary

Sao Tome and Principe

Libya

Iceland

Senegal

Macedonia

Ireland

Solomon Islands

Malaysia

Isle of Man

Sudan

Maldives

Israel

Swaziland

Marshall Islands

Italy

Timor-Leste

Mauritius

Japan

Tunisia

Mexico

Korea, Rep

Ukraine

Montenegro

Kuwait

Uzbekistan

Namibia

Latvia

Vanuatu

Nauru

Liechtenstein

Vietnam

Paraguay

Lithuania

West Bank and Gaza

Peru

Luxembourg

Zambia

Romania

Macao SAR, China

Zimbabwe

Russia Federation

Malta
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Lower Income Countries

Lower Middle Income
Countries

Upper Middle Income
Countries
Samoa

High Income Countries
Monaco

Serbia

Netherlands

Sri Lanka

New Caledonia

South Africa

New Zealand

St Lucia

Northern Mariana Islands

St Vincent and the Grenadines

Norway

Suriname

Oman

Thailand

Palau

Tonga

Panama

Turkey

Poland

Turkmenistan

Portugal

Tuvalu

Puerto Rico

Venezuela, RB

Qatar
San Marino
Saudi Arabia
Seychelles
Singapore
Sit Maarten (Dutch part)
Slovak Republic
Slovenia
Spain
St Kitts and Nevis
St. Martin (French part)
Sweden
Switzerland
Chinese Taipei
Trinidad and Tobago
Turks and Caicos Islands
United Arab Emirates
United Kingdom
United States
Uruguay
Virgin Islands (US)
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Appendix 2(vi)
Forest plots(vii) for country comparisons(viii)

(vi) HCP refers to healthcare practitioners and PWD refers to
people living with dementia.
(vii) Note: The forest plots summarise the responses for each
group. The best estimate of the response is represented
by the box and the horizontal line represents the 95%
confidence interval. Those groups with a greater number
of participants / respondents have a narrower confidence
interval and a smaller line.
(viii) All analyses incorporated survey weights as described in the
methodology section.
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Expert essays

CHAPTER 3

Expert essays
3.1 Stigma: a personal view 7 years on
Contributor: Dr Nori Graham. Honorary Vice President
of ADI and a Vice President of the Alzheimer’s Society
(England), previous chair of each organisation; Honorary
Fellow of the Royal College of Psychiatrists and Emeritus
Consultant in the Psychiatry of Old Age at the Royal Free
Hospital; honorary doctorate for public services to the
Open University.
In 2012, I wrote a personal view on stigma that was
included in the World Alzheimer Report that year.1 In that
article I wrote about how people with dementia and their
carers suffered twice over from the shameful way they
were regarded. The public turns away from old people
and it prefers not to know about people with dementia.
To be old and to have dementia is to be double
stigmatised.
I described how my professional experience and my
involvement with the voluntary sector had informed
my view on stigma and how it might be overcome.
I concluded with two suggestions for improvement.
First there was a need to establish, to a much greater
degree, high quality, effective services for the diagnosis
and management of people with dementia and other
mental illnesses, and their carers. Second, national
Alzheimer associations were needed worldwide ‘to raise
awareness, put pressure on governments to achieve
policy changes, provide quality information, bring people
with dementia and their families together to talk and
share problems, and encourage well-known people with
dementia and their families to go public to show that
they, at least, are not afraid or ashamed.’

certainly in the UK, the number of people receiving a
diagnosis has increased so that over half living with
symptoms receive a diagnosis. I have a concern that
the drive for diagnosis has led to some people with
non-progressive mild cognitive impairment rather than
dementia being inappropriately diagnosed, but doubtless
the overall impact has been positive. However, in lowand middle-income countries the numbers diagnosed
remain very low. When I visited St. Petersburg, I was
told that dementia was ‘almost invisible’ in Russia. In
India I was told that only one in ten receives a diagnosis.
In Africa it seems that, in many countries, dementia is
regarded as due to witchcraft.
The Dementia Friends programme to raise awareness
and reduce stigma started in Japan about 7 years
ago. It is now well-established in the UK and in many
other countries. It has started to impact on people’s
understanding of dementia and awareness and will
reduce stigma perhaps on a very significant scale.
There have been other improvements on the international
scene. In 2017 the World Health Organisation (WHO)
adopted the Global action plan on the public health
response to dementia.2 There is now a target for 75%
of Member States to have developed a dementia action
plan by 2025. This is a very ambitious target, but ADI
is encouraging and supporting its national members to
work with governments and policy makers to achieve
it. ADI now has 100 national member associations and
federations which, in itself, is a huge step forward in
raising awareness and reducing stigma amongst the
general public, professionals and policy makers.

You can talk about your
glaucoma, deafness,
arthritis, heart bypasses,
cancers, even depression
and Parkinson’s disease,
but admitting to dementia
is a step too far

As far as improvement in services is concerned, there
has been change for the better, but management after
diagnosis remains a postcode lottery, at least in the
UK. There are areas where the post diagnostic care
is excellent with ‘dementia wellbeing teams’ liaising
with GP (general practitioner) practices and offering
ongoing support. But too often support after diagnosis
is non-existent. One strongly positive development is
that the 2018 National Institute for Health and Care
Excellence (NICE) Guidelines recommend that every
person with a diagnosis should have a named clinical
person to contact.3 Another positive development is
the Alzheimer’s Society (UK) pilot programme, Connect,
which will link by telephone everyone with a diagnosis of
dementia with a named person.

Since that time, there have been many significant
improvements in our field. According to official numbers,

But it is still not widely acknowledged that a diagnosis
of dementia is the start of usually many years of a
slowly deteriorating mental and physical disorder with
unpredictable challenges for all involved. Every country
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Over the last seven years I’ve taken on several additional
roles in the field. I have become a dementia specialist
adviser to one of the largest care home companies
in the UK, Care UK. In line with some other similar
companies it has now fully acknowledged that the
majority of its residents have some degree of dementia.
Comprehensive training in dementia care is being carried
out by staff from Worcester University together with
lead staff in Care UK. As part of my role in the company,
I deliver talks on ‘understanding dementia’ to people
living in the community. These are free discussion events
bringing me in close touch with the challenges people
are facing.
For the last five years I have chaired the advisory group
of a large research programme (IDEAL) looking at the
meaning of living well with dementia by recording the
experiences of people living with dementia and their
carers after diagnosis.(i) On the advisory group, as well as
professionals, there are people living with dementia and
their carers.
In addition, on behalf of ADI, I have become a member of
the advisory group for the research programme STRiDE
(Strengthening responses to dementia in developing
countries).(ii) This research aims to examine the way
dementia is regarded, diagnosed and managed in a
number of low- and middle-income countries. The group
recently met in Cape Town where I was able to take an
active part in our regional meeting of African National
Associations.
Finally, and very sadly, my personal experience of
dementia has vastly increased over the last seven
years. Some of my closest friends are now living with
a progressive dementia. My husband and I see them
regularly, invite them to our home with or without their
partners to give their partners a break. We have them to
stay with us on holiday. I see them all at close quarters.
I have to say I am often shocked, deeply taken aback
by their attitudes to dementia and for the time it takes
for them to accept the diagnosis. These are all people
who are intelligent, well read and highly educated. Yet
they simply cannot admit to significant memory problems
either that they have themselves or that the person they
are living with has. This is partly, but perhaps

(i) Find out more: http://www.idealproject.org.uk/
(ii) Find out more: https://www.stride-dementia.org/

only partly, because they think dementia is a shameful
condition. You can talk about your glaucoma, deafness,
arthritis, heart bypasses, cancers, even depression and
Parkinson’s disease, but admitting to dementia is a
step too far. Apart from stigma, this is partly because of
accompanying radical physical and personality changes
in the person with dementia. It is also partly because we
do not have effective treatments but then this is also true
for many of the conditions I have just mentioned.
One issue of which this personal experience with friends
has taught me is what a difference it makes to carers if
they can call on paid or voluntary help that is individually
tailored to their needs. Of course, a national work force
would help in providing a source of such help, but often
it is not so much training as the right sort of personality
and previous experience that seems most important.
Let me finish on an even more personal note. In 2012
I was a woman of (not to be too specific!) a certain
age. My age is now even more certain. My chances of
experiencing dementia have gone up. If I do develop
dementia, I have numerous advantages over many
others with that condition. I have professional knowledge
about it and ready access to local excellent services. I
have a family and many friends who would be supportive
and helpful. I can afford good care. I would feel no
shame at having the condition. And yet … and yet I
still dread getting it. Of course, I know all about the
fact that one can still lead a good life even if one has
the condition. But the loss of all my lovely memories,
the experience of confusion when I could not find my
way about anymore, the humiliation of having to rely on
others for my personal care, all these I dread. Let us not
exaggerate the effect that overcoming the disadvantages
that stigma brings with it. The complete removal of
stigma which, of course I fervently desire, would result in
a better life for those with dementia and their carers but
it would remain an unutterably distressing condition. It
has become even clearer over the past seven years that
anything that can meaningfully be called a cure is still
many years away. Roll on effective prevention!
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Expert essays

needs a skilled workforce properly paid for the job to
help care for people in their own home and in care
homes. We train teachers to teach our children. We need
to train a workforce to take care of our older people with
dementia. This is simply not happening in the UK or
anywhere. The establishment of such a workforce would
go some way to eliminate stigma.
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3.2 Stigma, dementia and age

Contributor: Silvia Perel-Levin, International Longevity
Centre Global Alliance (ILC GA) representative to the UN,
Geneva; Chair, Geneva NGO Committee on Ageing
Dementia is not an inevitable result of ageing. However,
as the risk of getting dementia greatly increases with
age, people living with dementia are likely to experience
a “double stigma”. Because age is the major risk factor
in developing dementia, those with the condition often
experience the effects of dementia stigma in addition
to the broader ageism older people encounter and
the distinction between the two types of stigma often
becomes blurred.1
We all age. That is a fact of life. More and more women
and men live very long lives. However, everyone seems
to want to live longer but only in good health and without
getting older. Growing old does not mean that we cannot
do the things we like doing. In fact, we can. There is
evidence to support that many people over 60 are able
to function in the same way as many people in their 20s
or 30s. Therefore, the assumption that old age equals
natural and inevitable decline is not totally accurate and
has hidden preventable inequalities in the quality of life of
older people.2
Despite the fact that older persons are able to function
in multiple ways, we seem to require permission from
society, our families or close ones in order to do the
things we value, or indeed do them in hiding because
we are either largely invisible, or would be looked at as a
curious specimen, considered “demented” and too often
be stripped of our rights. Prejudice and assumptions rule
our lives. We are forced to retire, or to give up many of
our routine activities simply because either we reached
a certain age or because we were diagnosed with an
“age-related” disease, regardless of what a person can
or wants to do. No other disability acquired at younger
“working age” would be treated in such a discriminatory
fashion.

When a person has dementia, the condition takes over
as the main descriptor of who they are. The stigma
cancels the individual’s personality or personal history.
Care systems focus on the dementia rather than
the needs of the individual. Inadequate medication
management, and misinterpretation of symptoms mean
that many people are receiving poorer services. This is in
addition to the broader ageism in the healthcare system,
which can also lead to reduced access to services. Old
age is perceived as a synonym of frailty and cognitive
decline and we are all put in the same bag, as if we were
all the same.

Old age is perceived as
a synonym of frailty and
cognitive decline and we
are all put in the same bag,
as if we were all the same.
Ageist attitudes, combined with the stigma of the
disease, will also have a detrimental impact on training
and the development of practice amongst professionals
and care staff. These attitudes contribute to the persistent
and defeatist pessimism that characterize services for
older people, especially those with dementia.3
People with dementia are likely to live with other medical
conditions, many of which could be preventable and are
often undiagnosed. People with dementia are not treated
the same way as people without dementia.4
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Ageism and the discrimination against individuals or
groups, on the basis of their age, are the root cause
of the multiple challenges that older persons face in all
aspects of life. Ageist attitudes lead to lower quality of
life, lack of access to preventive, adequate health care or
rehabilitation services, and to abusive practices, such as
refused or undignified treatment.

When a person has
dementia, the condition
takes over as the main
descriptor of who they
are. The stigma cancels
the individual’s personality
or personal history. Care
systems focus on the
dementia rather than the
needs of the individual.
Pension schemes are inadequate, as they are not
conceived to cover care-related needs, but for the
loss of work-related income. In fact, only one in four
people over 65 in low and middle-income countries
receives a pension at all (UN 2018). Abuse, including
social isolation, neglect, physical restraints, disrespect
for individual choices, being deprived of day-to-day
decisions, of liberty, of privacy or of palliative care can
be a reality for older persons both at home or in an
institution. This abuse is mostly hidden and tolerated
with lack of legislation or regular monitoring or adequate
protection standards.
Older persons worldwide experience discrimination and
the violation of their human rights at family, community,
institutional and societal levels. Older persons with
disabilities, their loved ones and caregivers, face
numerous barriers. There are big inequalities between
older persons who need support in their daily activities
compared with younger persons with disabilities.
Older persons are rarely consulted in decision-making
processes meaning that their specific situation remains
largely unknown and unaddressed.
Despite the fact that most international human rights
treaties apply in principle to people of all ages, specific
reference to older persons is rare, including in the United
Nations Convention on the Rights of Persons with
Disabilities (CRPD). Concerns are often expressed about
possible conflicting messages and a perception of lack
of cooperation between the movement for the rights of

older persons and the disability movement, for example
on issues of accessibility or legal capacity.
Often, older persons may not want to be identified as
having a disability, despite having significant difficulties
in functioning, because they may consider their level
of functioning appropriate for their age. Should they
be considered persons with disabilities because they
encounter the same barriers even if they do not see
themselves as having a disability? Persons with early
onset dementia or another disability may not want to be
identified as old. Should a person consider herself or
himself old simply because society has put an arbitrary
age or other characteristic to limit their activities and
entitlements?
Human Rights are indivisible, interdependent and
interrelated. Denying rights to one is like denying them to
everybody. Denying one right is like denying them all. We
all are human rights holders, whatever our gender, race,
ability, health or any other status. The rights of persons
with dementia need to be looked at with a perspective
of disability, gender and age. After all, we are all ageing.
It is crucial to ensure a human rights-based approach to
dementia beyond the narrow medicalisation of the issue.
People living with dementia have the right to participate
in society and those who violate their human rights
should be held accountable.
The United Nations Open-Ended Working Group on
Ageing (OEWG), for the purpose of strengthening the
protection of the human rights of older persons, was
established by the UN General Assembly in 2010. An
international convention on the rights of older persons
will provide a definitive, universal position that age
discrimination is morally and legally unacceptable.
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3.3 Thinking more deeply about dementia friendliness
Contributors: Dr Linda Barclay, Philosopher at Monash
University, Australia specialising in disability and justice.
Glenn Rees, Chair, Alzheimer’s Disease International
The priority of every Alzheimer’s association this
century has been to achieve a greater awareness and
understanding of dementia - a natural response to the
negativity and myths that have been associated with
dementia for centuries. There has been an assumption
that greater understanding and awareness are key to
tackling stigma.
A more positive way of talking about dementia has
been made possible by many new insights over the last
two decades. The legacy of Tom Kitwood (author and
founder of the Bradford Dementia Group), and knowing
that good dementia care is person-centred and based
on the needs of the individual rather than the task or
the organisation are examples; along with the improved
evidence base for dementia reduction; the knowledge
that the pathology of dementia develops in the brain
decades before symptoms appear, meaning that timely
diagnosis and disease modifying treatments may delay
onset; and that Alzheimer’s medications have resulted
in changed attitudes of doctors towards treating the
symptoms of dementia.
There has also been recognition of providing guidance
on the language used around dementia - avoiding terms
like ‘dementia sufferers’ - and in some countries a new
word for dementia has been introduced to remove
previous contemptuous connotations.
The thinking has been broadened beyond awareness
under the banner of dementia friendly.1&2 It has taken
multiple forms through:
• Social support: Memory cafes where people with
dementia often meet, with informal carers and
the wider community; volunteer programmes in
community gardens, activity programmes to enable
the person to continue their interests
• Greater public awareness: exemplified by the
‘dementia friends’ programmes in Japan, South
Korea and the United Kingdom which provide basic
dementia awareness training in the community
• Inclusive communities: setting up an alliance in the
community involving local government, people with
dementia and their families, and health services to
identify ways in which the community could be made
more dementia inclusive
• Better quality health and dementia services:
increasing the capacity of the workforce to be
dementia friendly by training staff in health services
and identifying them as dementia friends
• Improving the physical environment: whether in
private homes or residential facilities, public spaces
or government buildings

These developments are recognised in action area 2
of the WHO Global dementia action plan on the public
health response to dementia 2017-2025 in Dementia
Awareness and friendliness.3 The rationale for action
in the Global action plan is that “Increasing public
awareness, acceptance and understanding of dementia
and making the societal environment dementia friendly
will enable people with dementia to participate in the
community and maximise their autonomy through
improved social participation”. The Global action plan
goes onto state “A dementia friendly society possesses
an accessible community environment that optimises
opportunities for health, participation and security for all
people, in order to ensure quality of life and dignity for
people with dementia, their carers and families.”
The question is how far can we rely on awareness
and dementia friendliness alone to achieve a reduction
in stigma and improve quality of life for people with
dementia?

Quality of life
To reflect on the impact of dementia-friendly
programmes it is necessary to think about what a good
quality of life for a person with dementia might consist of.
Some of the main elements that are widely recognised to
contribute to quality of life are the following:4
Well-being. Being content, happy, feeling safe,
experiencing pleasure and joy, having a sense of selfworth and purpose can all enhance a person’s quality of
life. Conversely, suffering pain, distress, fear, loneliness
and humiliation can all detract from the quality of one’s
life.
We also rely on more objective measures in quality of
life assessments. Health outcomes, income and quality
housing, to name just a few, are often taken to be reliable
indicators of some aspects of quality of life. Very poor
health, poverty, insecure or poor-quality housing can all
negatively impact quality of life.
Autonomy/Independence. It is hard to overstate the
prominence of respect for individual autonomy or
decision-making in health care contexts over the last
50 years. In cases where the necessity of substituted
decision making or guardianship had been assumed,
the emphasis has shifted to supported decision-making
where possible, or a reliance on advance directives.
Such options prioritise the values and preferences of the
person affected as much as possible and assumes that
doing so is at the heart of promoting a good life for each
individual.
Equality. Along with autonomy, the value of equality has
been equally prominent in discussions of quality of life
and in medical ethics. Equality usually refers to our equal
worth: despite all the differences between people – in
their cognitive or physical capacities, in their ethnicity,

93

ATTITUDES TO DEMENTIA

religion, gender or sexual orientation, in their age or level
of wealth and so on – we are all of equal worth. It is
widely recognised that people who are routinely treated
with disrespect, as inferiors, have reduced quality of life.

The impact of awareness and dementia
friendliness
How effectively are dementia-friendly programmes likely
to promote well-being, autonomy and equality?
People on the receiving end of stigmatised attitudes
and behaviour and the related social isolation are more
likely to suffer a range of poor health outcomes and
have reduced capacity to secure important needs, such
a health, personal care and other support services. For
people with dementia this starts with under diagnosis
and failure to provide post diagnostic support which
both stigmatises and increases the difficulty of accessing
services that respond to their individual needs and builds
on their capacities. It continues with frequent physical
and medical abuse in institutional care.

Information and knowledge
about dementia are needed
because the ignorance
around dementia results
in discrimination, loss of
rights and perpetuates
negative beliefs towards
those affected by the
disease. But in all countries
stigma and social exclusion
is rarely just the result
of ignorance. Social
structures also play a part
and need to be addressed
by governments through
legal protections and
services.
Insofar as awareness and dementia friendliness can play
a role in reducing stigma and facilitating inclusion, they
can obviously promote well-being. It is likely that people

who experience positive and warm relationships and
are active in their communities are more likely to report
feeling satisfied with their lives, to have a sense of selfesteem and purpose, and are less likely to suffer various
forms of neglect. Training and education for informal
carers and paid staff will also help. So, dementia friendly
projects that focus on inclusion, social engagement
that enables the person with dementia to continue their
interests, and mentoring that enables voluntary and paid
employment will have practical benefits.
Low income countries have generally not experienced
the positive changes in the way dementia is talked about
in high income countries. The stigma of dementia is great
because of ignorance around dementia, other pressing
health priorities, poor health infrastructure and cultural
and spiritual factors. There is a need for information and
knowledge about dementia among carers, care workers,
healers and the community, in recognition of the fact
that a lack of understanding of the condition fuels fear
and discrimination and perpetuates negative beliefs
towards those affected by the disease. In these countries
stakeholder groups will require a better understanding of
dementia and to adopt approaches that respond to the
cultural understanding of dementia and beliefs about the
causality of the condition.5
However, in all countries stigma and social exclusion is
rarely just a result of ignorance. This concern is closely
related to a deeper issue which can be provocatively
presented as a question: how many of the difficulties
confronting people with dementia are just “in the head”?
In other words, to what extent does the stigma and
exclusion experienced by people with dementia stem
from ignorance and bad attitudes, as opposed to
stemming from broader social structures?
The impact of social structures on stigma is arguably
pervasive and insidious. For example, a diagnosis
of dementia maybe used to exclude individuals from
some forms of care e.g. rehabilitation and palliative
care. Conversely, the absence of a diagnosis or post
diagnostic support, for the majority of those with
dementia, denies them access to health services.
When people are excluded from the workforce, or
do not receive the right resources to maintain their
independence, then the effect can be that stigma around
dementia is reinforced. When people do not receive
adequate assistance to live in decent housing with highquality support services, or when their own choices and
decisions are not respected, then stigma is at play. And
discrimination extends beyond services to research,
where the priority for dementia research is clearly less
than second best to what has been invested in cancer
and HIV/AIDS.
In other words, we need to be modest in our
expectations about how much awareness and dementia
friendliness on their own can do to tackle stigma and
social avoidance. In the light of serious under investment
in medical research and treatment, housing and support
services, and without legislative action to improve
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accessibility and address discrimination, stigma will
persist, because it is reinforced daily.

The disability rights movement
We have much to learn here from the disability rights
movement. The disability community prefers to talk
about disability rights, rather than disability friendliness,
an older and largely abandoned phrase. Resources,
accessibility and protection from discrimination are
fundamental entitlements, enshrined in the Convention
on the Rights of Persons with Disabilities (CRPD), now
ratified by the vast majority of the world’s countries.
Their delivery is not an act of friendliness (or kindness):
it is a fundamental right owed to all members of the
community. Failure to secure them is now described as
a failure to respect the rights of people with disability, a
failure to treat them as equals and respect their dignity.
The blind philosopher Adam Cureton has dubbed it
‘offensive beneficence’ when a person’s rights are
offered as an act of charity, kindness or generosity.6
In addition, people with disability also remind us that
however well intentioned, action that does not aim at
supporting their capacities to make their own decisions
and manage their own lives, can do more harm than
good. We can seek to be welcoming, helpful and friendly
to people with disabilities, yet they may experience it
as paternalistic or even condescending. Most people
with disability want their relationships with others to be
directed by their own views about what their needs are,
as much as is possible, and based on recognising them
as capable. Anything less, however well-intentioned, it is
often said, is to fail to treat them as equals.
While the CPRD includes dementia, and much has been
made of the need to normalise dementia and refer to it
as a disability, the language and emphasis of dementiafriendliness is quite different to what is widely preferred
in the disability rights movement. In that movement,
reference to ‘special needs’ and ‘assistance’ has been
replaced with ‘human rights’, ‘fairness’ and ‘opportunity’.
When disability advocates talk about ‘normalising’
disability, part of what they mean to do is reject
assumptions that disability is a ‘deficiency’ or even a
‘disease’, but instead a normal part of human variation.7
As advocates for people with dementia, do we want
to also deny that dementia is a disease, or deny that it
is often experienced as a very negative development
in a person’s life? Would borrowing this view from the
disability rights movement do justice to the experience
of people with dementia and their loved ones? There
is a need for careful reflection on exactly how and why
dementia advocacy can be part of the broader disability
rights movement.

Conclusion
Awareness and dementia friendliness have a role to
play in changing the way we think about dementia
and achieve practical change to make societies more
inclusive of people with dementia. But there is a risk

that generalised notions of awareness and dementia
friendliness may distract from the most important factors
in ensuring a good quality of life for people with dementia
and their loved ones – namely, resources and protections
of various kinds: investment in diagnostic and health
care resources and research, adequate income,
housing, and high-quality support services, accessible
environments and legal protection from discrimination,
to name just a few. We should never underestimate the
tendency of governments everywhere to support and
prioritise solutions that shift focus away from their own
responsibilities and demand less of them in terms of
resources and legislative action.
Finally, we should be thinking more deeply about the
relationship between dementia advocacy and the
disability rights movement.
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3.4 The role of the media: Help or hinderance?

Contributor: Pippa Kelly, UK. Journalist, dementia
blogger, public speaker.

authority because (as well as being a journalist) I am one.
Where injustice and stigma lurk, we speak out against it.

Since Julie Austen’s husband David was diagnosed with
Alzheimer’s disease three years ago her younger brother
hasn’t talked to her. Her mother and sister-in-law keep
asking when David, 66, will get better.

Stigma stems from fear. Fear breeds silence, which in
turn perpetuates ignorance and misunderstanding. The
key to killing off stigma lies in communication, of which
we members of the media are, like it or not, the most
skilled operators. So, how well are we professionals
doing with this, what can we do better and what can
organisations such as Alzheimer’s Disease International
do to help us?

The 59-year-old East Sussex woman believes her
relatives’ response to David’s condition stems from
lack of understanding. “I don’t know if it’s the result of
ignorance or because they don’t know what to say”.
Either way, Julie and her husband have become very
isolated.
Such an extreme example of stigma might seem rare
in the 21st century but it isn’t restricted to uninformed
members of the public. Stephen Atkinson-Jones’
89-year-old mother Audrey has Alzheimer’s and shares
her flat in Bexhill-on-Sea with a live-in carer.
This January, Audrey was admitted to hospital with an
impacted bowel and various infections. Stephen says
the green leaf mounted above Audrey’s bed to show she
had dementia was ignored and when he asked why she
wasn’t being given a CT scan the consultant told him
there was no point as “something was going to get her
anyway.” His mother would poison herself, Stephen was
told, by vomiting her own faeces.
Stephen is convinced that this extraordinary lack of care
was due, not to hospital failings, but the preconceived
idea that Audrey wasn’t worth treating because of her
dementia.
It’s not uncommon to hear stories such as Audrey’s
in the media. In the last five to ten years dementia
campaigners have gained a voice – I say this with

The first thing to remember is that the media’s role is
not to combat stigma or disseminate messages from
dementia organisations, it’s to attract readers, viewers
and listeners. But the media and dementia sectors
can benefit each other. The media need powerful,
newsworthy human-interest stories and it’s up to those
in the dementia community to understand what these
are and provide them, quickly and accurately.
One of the biggest sellers of newspapers – for which
read, “What the public really want to hear about and are
prepared to part with their money for” – are celebrities.
Which is why any dementia story with a famous name
will make the news – in the UK think of Terry Pratchett
(author), Prunella Scales (actor), David Baddiel (comedian
and author). Celebrities make great news copy because
the public relate to them – they think (bizarrely) that they
know them.
Once a condition such as dementia is given a human
face, your attitude towards it changes. Gone is the
stigma and fear: mum may be behaving in an unusual
way, she may be incontinent or unable to speak properly,
but she’s my mum. Barbara Windsor (UK actor) may
have dementia but she’s still “Babs” from countless Carry
On films and latterly the Queen Vic (from the UK Soap
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EastEnders). These well-known, familiar faces bring
home to us what dementia is. Use them. They show us
that this frightening condition (it’s the one that over 55s
fear most) doesn’t strike others, it strikes us.

Stigma stems from
fear. Fear breeds
silence, which in turn
perpetuates ignorance and
misunderstanding.
This sense of togetherness plays an important role in
reducing stigma. Once dementia affected my mother
I wanted to find out about it, in both human and
practical terms, whereas before I’d turned away from it,
metaphorically crossed the road away from it (a move
guaranteed to breed stigma).
Which calls into question the merit of initiatives such as
the Dementia Friends scheme and Dementia Friendly
communities and shops. Is it helpful to compartmentalise
those with dementia? I believe we’re still in the early
stages of informing people and changing perceptions,
we’re still raising awareness. To this end, public
campaigns with clear and simple messages work.
The key is to build on these first steps, to ensure people
understand that being dementia friendly means more
than sticking a green leaf above a hospital bed, then
ignoring it. It means appreciating that someone with
dementia may not be able to identify the coins in their
pocket, need more time at the till, have a problem with
their balance or sight, may have a better memory in
some respects than you or me – and it means respecting
the brilliance with which those same people still sing,
identify a little-known shrub or whittle a piece of wood.
In terms of the media, it means seeking out case
studies that show – to the very best advantage – all
of the above. When a Sainsbury’s (a supermarket) in
north London found different ways to keep employing
a woman with dementia, it made it into all the national
newspapers and onto national TV. It was a first-class
human-interest story with which everyone connected.
These stories are out there – find them, ensure you have
the consent of everyone involved and feed them to the
media.
An even more successful method of banishing stigma via
the media is through the soft power of culture. Virtually
every radio and TV soap opera contains a dementia
storyline. When well executed, popular entertainment
programmes such as the BBC’s Our Dementia Choir
(fronted by a celebrity with a personal interest in the

subject) powerfully yet subtly convey to their several
million viewers various stigma-busting messages.
UK dementia campaigners often tell journalists to use
the phrase “people living with dementia” instead of
“dementia sufferers” and avoid dramatic descriptions
such as “a tsunami of dementia” in order to combat
stigma. I understand the logic, but would you rather a
national newspaper or TV station covered a story to raise
awareness of young onset dementia using the phrase
“dementia sufferers” or didn’t cover it at all?
Compared to the relatively nuanced stigma encountered
here in the UK, those living with dementia in other parts
of the world face open hostility – in the black Caribbean
they are sometimes viewed as possessing evil spirits. In
recent years an elderly woman with dementia was found
chained in a hut in the Kunene region of Namibia; she’d
been kept there for twenty years for being a witch. On
the other hand, unlike many minority ethnic communities,
where elders are respected, British society tends to
devalue old age, producing a double jeopardy of stigma.
I’m often told, “Dementia’s where cancer was 30 to
40 years ago”. Is it? A major breakthrough in reducing
stigma around the Big C (as it was then referred to in
hushed tones) occurred in 1965 when Richard Dimbleby,
the “voice of the nation”, announced on national
television that he had testicular cancer. This wasn’t 30
but 54 years ago.
In the first piece I wrote about my mother in 2006 I
described her, in a national newspaper, as demented.
She was my mum; I didn’t do so to cause offence but
out of ignorance. It could be argued a) my use of illchosen language fuelled stigma or b) my article in itself
raised awareness.
Either way, I know better now and would never use the
word. Like other people, we in the media are learning
and adapting as the subject of dementia looms larger
in everyone’s lives. Our powerful role in changing
public perceptions of dementia is, like stigma itself,
complicated.
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3.5 Stigma in 2019; you must be joking!
Contributor: Dale Goldhawk, Vice Chair, Alzheimer’s
Disease International & veteran advocacy journalist.
It’s odd but I have always felt a warm place in my heart
for Alzheimer’s disease. It might seem strange that
love could ever be found anywhere near dementia.
Alzheimer’s is a cruel disease. It gradually erases
memory, personality and the ability to function. Then,
after years of decline, Alzheimer’s disease leads to death.
But the love is there. It’s found in the attitudes and
actions of the people in the Alzheimer family. The often
unsinkable nature of those living with dementia; the
courageous heroes who care for them; the tireless and
devoted advocates, champions, doctors and scientists
who fight for effective treatments and a cure.
Just spend a little time with the devoted staff and
volunteers at Alzheimer’s Disease International’s
associations and federations in 100 countries around the
world. They care deeply. They’re working hard to make a
difference.
And yet, our own human nature often fights against
progress and awareness when we encounter dementia.
You probably know people who fear it, view it with
distaste, avoid it whenever possible, are uneasy with
unusual behaviour and uncertain about how to react
themselves.
Stigma. The Oxford Dictionary has a stark definition,
calling it “a mark of disgrace associated with a
circumstance, quality or person.”
Stigma is often accompanied by another, greater attack
against our dignity, against our inherent humanity. And
that’s discrimination; the unjust or prejudicial treatment
of different groups of people. Discrimination, in fact,
violates the law in many countries; the United Nations
Convention on the Rights of Persons with Disabilities
has declared that people with disabilities (including those
living with dementia) must enjoy all human rights and
fundamental freedoms.
My father died of Alzheimer’s disease after a sevenyear-long, downward journey into dementia. My mother
died after a sudden heart attack; her good health badly
damaged by the stress of caregiving.
Stigma closed the door on Mom and Dad. Friends
stopped dropping by to visit. There were hardly any calls
inquiring about Dad’s condition. It was as if he were
already dead.
Back then, I often encountered the heartless insensitivity
of Alzheimer related jokes. When I explained to friends
and acquaintances that I was volunteering for the
Alzheimer Society of Canada, the reaction was often
an Alzheimer’s related joke. I don’t think there was any
malice in it. They just forgot how deeply words can hurt.
They really didn’t know what to say.

In the beginning I got angry. “Not funny,” I would say.
“There’s nothing funny about cancer and not much
humour in heart disease.” In later years, I offered a more
reasoned reaction hoping for a teachable moment. I
seldom got one. None of the people who ever tried to
crack an Alzheimer’s related joke with me knew anything
about dementia. Perhaps that lack of knowledge
produced the feeble attempt at humour.
I still remember vividly the day Mom and I took Dad to
the long-term care home where he would live, since
Mom could no longer care for him at home. It was a
heart-breaking decision that always kept Mom (and me
and my brother and sisters) close to tears. Dad was
distressed. He didn’t want to go.
As we pushed his wheelchair up the front walk into the
home, Dad turned and looked up at Mom and said: “you
did this to me, didn’t you.”
No. Nothing funny there.
So-called Alzheimer’s humour does much more than
annoy and hurt those who work hard to make life better
for the 50 million plus people in the world living with
dementia. It trivialises the disease. Worse, humour
is often used as a weapon today. If you can laugh at
somebody, they lose credibility. They can’t be taken
seriously. So, what if every 3 seconds in the world
somebody develops dementia. If dementia is somehow
funny, stigma has a place to grow. The sense of urgency
about dementia starts to fade.
The good news is that Alzheimer’s jokes are not nearly
as prevalent as they once were. The attempted humour
is disappearing as awareness of dementia in its most
common form, Alzheimer’s disease, is growing. I have
seen it in my years in broadcasting, where I have often
raised dementia issues in my radio and television open
line programmes. In earlier years, people had trouble
even pronouncing the word ‘Alzheimer’ but gradually
people learned from listening. They started telling their
own stories on television and radio, stories of how their
families and loved ones cared for, and still loved those
living with dementia. There were stories about how those
with dementia were still able to find a little peace and
quality of life. After a while, the stories about dementia
families just became stories about families.
But stigma remains a tough customer. Even today
when I tell people I’m involved with Alzheimer’s Disease
International I usually get a polite but strained reaction,
occasionally a raised eyebrow and few, if any, questions
about the work my colleagues and I do. It was never
like that when I worked as a volunteer to help children
with physical disabilities. Everybody felt comfortable
asking questions. It was familiar territory. Someday soon
I hope the Alzheimer’s family will move securely into that
neighbourhood.
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3.6 Alzheimer’s disease, stigma and disclosure

Contributor: Prof Nicolas Rüsch, Ulm University and
BKH Günzburg, Germany

work offers more thorough orientation than this brief
outline1.

People with mental illness as well as individuals with
Alzheimer’s disease struggle with two kinds of problems.
On the one hand, they have to cope with the symptoms
and disabilities of their disorder such as anxiety or
memory problems. On the other hand, they struggle with
the stigma associated with these disorders. Stigma can
be a heavier burden than the disease itself. One reason
that stigma has such a big impact is that it comes in
three forms: public, self and structural. Public stigma
occurs when members of the general public endorse
negative stereotypes (‘This person with dementia is
contagious, I’ll stay away from her’), often leading to
social exclusion or discrimination in work or private
settings. If people with dementia agree with negative
stereotypes and turn them against themselves, this is
referred to as self-stigma (‘Because I have dementia, I
cannot decide anything’). Self-stigma is often associated
with shame, social withdrawal and secrecy. Structural
stigma refers to rules and regulations, for example
in health or social care settings, that disadvantage
people with the disorder. Here I briefly summarise a few
themes from recent research on stigma and disclosure.
Colleagues such as Perla Werner, from the University
of Haifa in Israel, and many others have done ground
breaking research on stigma and dementia, and their

Attitudes to dementia and to ageing in general have
varied a lot throughout history and across cultures. The
Roman philosopher and politician Cicero provides an
early example in his 44 BC book ‘Cato the Elder on Old
Age’ in which he refutes various negative views of old
age and ageing. Modern approaches to dementia have
been very diverse too: Alois Alzheimer thought of it as
a brain disorder, while others emphasised psychosocial
factors that contribute to dementia because a lack of
social support for people with dementia increases their
disability2. Recent research has produced solid evidence
of widespread stigma and discrimination currently
associated with Alzheimer’s disease and dementia in
general1.
The media also play a role. In terms of social media, a
study found that dementia is an object of ridicule on
Twitter3. News media often use catastrophic metaphors
of dementia as a wave, flood, monster, enemy or the
plague of our century4. It is not hard to imagine how this
leads to reactions such as fear and avoidance. Probably
the most malicious of these metaphors is the one of
people with Alzheimer’s disease as zombies because it
dehumanises individuals5. We should respond by stating
the obvious: people with Alzheimer’s disease are first and
foremost human beings with feelings and dignity.
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Given these popular images, general population surveys
unsurprisingly reveal ambivalent attitudes towards
people with Alzheimer’s disease: On the one hand
members of the general public report empathy and
willingness to help, on the other hand they show anxiety
and avoidance6. Negative attitudes shape help-seeking
behaviours because they are associated with more
scepticism about screening for dementia, making early
intervention more difficult7.
How do people with Alzheimer’s disease react to stigma?
Many, along with their carers and relatives, struggle with
shame and self-stigma. Many people with Alzheimer’s
disease are also aware of public stigma and therefore
hesitate to disclose their condition. “It’s a strange life
when you ‘come out’ – people get embarrassed, lower
their voices and get lost for words”, wrote the novelist
Terry Pratchett after he was diagnosed1. As for people
with other mental disorders, disclosure decisions
are often complex and personal and depend on the
person and the environment. Both disclosure and nondisclosure have pros and cons. Disclosure carries the
risk of being labelled and discriminated against; but it
also facilitates help-seeking, social support and authentic
exchange with others. On the other hand, non-disclosure
can protect against discrimination, but may lead to social
isolation, the stress and fear to be ‘found out’ and can
be a barrier to seeking care and support.
Disclosure is not an all-or-nothing decision, but people
can learn to reveal certain things to certain people. They
will likely want to tell more to a close friend than to a
neighbour, and more to a trusted healthcare professional
than to a person in the supermarket. Navigating the
continuum between varying degrees of disclosure for
different addressees, people with Alzheimer’s disease
can learn to make strategic choices of what to disclose
to whom. The decision is not whether to disclose or
not to disclose, but to find the right choice and level
of disclosure, if any, for each context, after weighing
pros and cons. This is a continuing process as people
can and will learn from previous experiences of (non-)
disclosure. It is helpful if people with Alzheimer’s
disease and their carers discuss disclosure decisions
together. Patrick W. Corrigan and his colleagues in
Chicago developed “Honest, Open, Proud” (HOP; www.
hopprogram.org) as a peer-run group programme that
supports people with mental illness in such disclosure
decisions. It is HOP’s aim to empower people to make
their own decisions and to enable them to tell their
stories safely, if they decide to do so. As disclosure and
non-disclosure are one way to cope with public and
self-stigma, HOP has the potential to reduce self-stigma.
A couple of evaluations of the HOP programme have
shown reductions in self-stigma and other positive
effects among participants8. HOP has been adapted
for a range of target groups, and Jem Bhatt, University
College London (UCL), and her colleagues in London are
currently working on a version for people with dementia.
Based on self-confident disclosure decisions, people
will gain confidence whether, how, and when to tell their

story. This can be an important part of their recovery
– or, in other words, of their living as well as possible
with dementia. First-person narratives of people with
Alzheimer’s disease, available online or in books, about
their lives with the disease are also one of the best
ways to reduce public stigma. Through these stories,
members of the general public can learn about the
perspectives of people with Alzheimer’s disease and
reflect on their views and stereotypes. For people with
Alzheimer’s disease, telling their story can be an act
of self-affirmation and resistance against the disease
and the associated stigma. Such stories may describe
disability and loss, but also coping, as an opportunity
for growth and for refocusing on important things in
life9. Many stories show acceptance and gratitude for
one’s life. Telling one’s story can evolve into art: there
are moving poetry collections of people with Alzheimer’s
disease and other dementias online (e.g., www.alzpoetry.
com/read-me). Participation in and experience of art
for people with Alzheimer’s disease can be found in
museums, theatres and other cultural institutions. Along
with media education and other targeted anti-stigma
efforts, these kinds of grass-roots programmes may be
the best way to counter stigma and empower people
with Alzheimer’s disease10. As stigma contributes to
the burden of Alzheimer’s disease and other types of
dementia, programmes of this kind should be evaluated
and, if successful, more widely implemented.
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3.7 The costs of dementia: advocacy, media and stigma

Contributor: Adelina Comas-Herrera, Assistant
Professorial Research Fellow, London School of
Economics and Political Science

dementia in many countries is unsustainably low (as
compared to the size of the economy, the fiscal capacity
of the country and the values of its citizens).

The costs of dementia to society are very large and
have been estimated to have reached 1 trillion dollars
globally in 20191. The scale of these costs is widely
used for advocacy, in order to argue for a public health
policy response, and also to make the case for increased
public and private funding on research to find a diseasemodifying treatment.

And how is this relevant to stigma? Campaigns that
emphasize dementia as an “economic catastrophe”
may be contributing to public, private and structural
stigma (see Prof Nicolas Rüsch’s essay in this volume).
With regards to public stigma, most academic studies
that have looked at how dementia is represented in the
media and popular culture report on the frequent use of
metaphors that invoke natural disasters (such as “rising
tides”, “silent tsunami”), the language of war or weaponry
(“time-bomb”), comparisons to infectious diseases
(“silent epidemic”)2,3,4. This is often coupled by language
emphasizing “financial imperatives”: “burden, weight,
crisis”, suggesting that the societal and economic costs
of dementia cannot be managed2,4.

In some cases, to create a sense urgency, campaigners
present dementia as an “economic catastrophe”,
suggesting that the costs of dementia are unsustainable.
However, it is important to clarify that stating that
because the costs of dementia care are high, they are
not sustainable, involves an intellectual short cut. It takes
a leap from the research finding that the costs are large
and will be even larger in the future, to the conclusion
that this will be unsustainable. The assessment of
the sustainability of costs is different than their simple
calculation: it requires consideration of a wider range
of economic, fiscal, political and public factors. In fact,
it may be that the current levels of public funding for
the care, treatment and support of people living with

The language of burden and crisis is often coupled with
one of blame, in a “panic-blame” framework (as identified
by Peel3), which may contribute to private stigma. The
“blame” part of the messaging comes from presenting
findings around risk reduction in ways that overemphasize individual responsibility, implying that those
who go on to develop dementia are to blame for not
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having “behaved well”. In fact, the evidence suggests,
that at most, only a quarter of the risk of developing
dementia can be attributable to modifiable factors5.
While the argument that “the costs of dementia are so
large that unless we find a cure, dementia will bankrupt
us” may work well in terms of persuading donors and
policymakers to support biomedical research, there is a
danger that it may also contribute to structural stigma,
by suggesting that our health and social care systems
cannot do anything about addressing the challenges
posed by dementia. There have long been concerns that
advocacy campaigns that use cost of dementia studies
to promote the idea that dementia is an economic
catastrophe could be hampering the development of
policies to address the care, treatment and support of
people who are currently living with dementia and their
carers6,7,8.
In fact, other than highlighting the economic importance
of dementia, the real value of cost of dementia studies
(that are based on individual level data) lies in what
they tell us about what the main cost components are
(e.g. inpatient health care, primary care, medicines,
social care, unpaid care), who bears the costs (health
or social care system, families), who has access to
services and what the reasons are for cost variability9,10.
A more nuanced understanding of how we are currently
spending on dementia can help us better prepare for a
future when more of us will be living with dementia.
We know, for example, that the models of dementia
health care predominant in high-income countries are
very reliant on the role of specialist care, but in most
countries there are already shortages of dementia
specialists, usually neurologists, old-age psychiatrists
and geriatricians11. The World Alzheimer Report 2016
explored evidence-based alternative models of dementia
health care based on primary care and specially trained
health workers that could potentially be expanded to
deliver similar quality of care to larger numbers of people
and a lower cost per person covered12. We also know
that there are cost-effective dementia care, treatment
and support interventions that could be more widely
adopted.
Addressing public, private and structural stigma
surrounding dementia requires a concerted effort.
Dementia advocacy organisations face a difficult balance
between communicating the importance and urgency
of policy action on dementia while at the same time
ensuring that the language and messaging they are
using is not hampering their own efforts to reduce the
stigma associated with dementia.
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3.8 Women as carers: gender considerations and stigma in
dementia care

Contributor: Dr Nicolas Farina, PhD, MSc, BSc,
Research Fellow in Dementia, Centre for Dementia
Studies, Brighton & Sussex Medical School.
Dementia has a profound impact on those close to
the person with dementia, particularly the family and
family carers. Whilst some family members may find
meaning in their new caring role, family carers often
experience worsening physical and mental health,
poorer quality of life and increased financial burden as
a result of providing dementia care1. Gender is an area
of importance in relation to dementia care, and whilst a
report by Alzheimer’s Disease International has previously
reviewed in depth the experiences and impact of women
as carers2, it is still commonly overlooked. Female
carers are likely to experience greater social restriction,
and experience higher levels of burden and depression
when compared to male carers3–5. Whilst there are many
potential explanations for these gender differences (e.g.
different coping strategies between men and women)6,
the route to which women specifically become carers for
someone with dementia is an important determinant of
negative outcomes.

role compared to their male counterparts. The extent
to which this occurs by choice is unclear, though the
preference for women to take on the role as a family
carer appears to stem from deep rooted gender norms.
There is the common myth that women are better
carers8, and whilst there are certain personality traits
that may support such notions (i.e. nurturance)9, there is
no conclusive evidence that women make better carers
than men. Societal messages often dictate that caring
behaviours are linked to being female, and therefore
can create the expectation that women should fulfil
this role when such as situation arises. These societal
messages can also lead to external pressure, making
women feel guilty if they choose not to adopt the carer
role. Importantly, women are expected to become carers
even if they do not have sufficient knowledge, or without
sufficient preparation to become a carer6. Conversely,
there is little societal pressure for men to become
carers, in fact, there may be more societal and cultural
pressures acting on men not to become carers. Globally
there are many examples of the view that men should
be masculine (e.g. machismo in Latin America), which
nurturing and caring behaviours do not conform to.

Between 60% and 70% of all family carers of people with
dementia are women7. Female spouses, daughters and
daughters-in-law are more likely to take on the caring

Gender norms and societal pressures can also
lead to men and women adopting different caring
responsibilities10. Personal care (e.g. dressing, bathing)
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is seen as difficult irrespective of gender, though
male carers report greater difficultly or discomfort in
completing these tasks; it is therefore it unsurprising
that women are more likely to take on these roles. Men
on the other hand are more likely to focus necessary
tasks, separating their emotions from the caring role. As
such, men may adopt a more pragmatic approach to
caring, and be more willing to access external resources
to support the person with dementia. Whilst it is difficult
to quantify the exact value of different care provision by
family members, care should be holistic and should meet
all the needs of the person with dementia.

Irrespective of whether
it is illness or childcare
related, societal messages
ultimately lead women to
become the de facto carer
in many situations. For
some women this means
adopting multiple carer
roles, typically of their
parent and a child. This
“sandwich generation” are
at greater risk of poorer
physical and mental
health, with also having a
significant impact on freetime and finances.
The influence of societal and gender norms in women
adopting the caring role are even more difficult once we
consider the complexities of family dynamics and other
cultural pressures. For example, within Pakistan there is
the view that it is the children’s responsibility or privilege
to provide care for their parents if they develop an
illness such as dementia11. Whilst this responsibility may
traditionally fall to the son, gender and cultural norms
can lead to the daughter-in-law becoming the primary
carer. In such scenarios this can lead to additional
stress and resentment, as the daughter-in-law may not
want to provide, or be capable of providing adequate
care. Not providing individuals a choice to be a carer
leads to reluctance, which results in a deterioration in

the relationship between the person with dementia and
the carer, and reduced quality of care. Importantly, the
hierarchy in the household may mean that the head of
the house (typically male), may prevent women from
speaking out, which might lead to familial strain.
Irrespective of whether it is illness or childcare related,
societal messages ultimately lead women to become
the de facto carer in many situations. For some women
this means adopting multiple carer roles, typically of
their parent and a child. This “sandwich generation”
are at greater risk of poorer physical and mental health,
with also having a significant impact on free-time and
finances12. A better understanding is needed of the
routes by which women become dementia carers and
how these pathways impact their health and wellbeing.
Due to variation of cultural and societal norms and
access to paid care, this is likely to differ between
countries. However, the best quality of care comes from
choice, both from the perspective of the person receiving
care but also from the person providing it. There is no
“one size fits all” approach, and women cannot (and
should not) shoulder the responsibility for providing care
for family members with dementia.
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3.9 “What Matters Most”; Conceptualizing cultural aspects of
stigma of Alzheimer’s disease and other dementias.

Contributor: Lawrence H Yang, Department of
Social and Behavioral Sciences, New York University;
Department of Epidemiology, Columbia University
Stigma is likely to be experienced differently across
distinct sociocultural contexts, as stigma may be shaped
by culturally patterned responses to dementia-related
changes in cognition, behavioural symptoms, and/or
disability. In its severe stages, Alzheimer’s disease leads
to diminished memory and behavioural impairments that
signify loss of autonomy and sense of self, which violates
fundamental Western European-American cultural values
of self-control, productivity, and independence.1-3 Yet
stigma elicited by loss of these individual capacities
may be further shaped in both positive and negative
ways by culturally-salient factors, including normative
expectations regarding the ageing process, labelling
of illness, etiological beliefs, and the sociocultural
experience and responses to the person and family.4
To identify cultural features of stigma related to various
illness conditions, including Alzheimer’s disease, a theory
has been articulated which emphasises how culture
specific mechanisms shape stigma.5,6 This theory, which
conceptualises stigma in relation to “what matters most”
for a cultural group, holds great promise for stigma
related to Alzheimer’s disease. To engage in activities
that “matter most”, or the interactions that define “full
status” within a cultural setting, is to recognise an
individual as having “full personhood” within a cultural
group. Culture may thus act in varying ways to protect
against, or to exacerbate stigma due to Alzheimer’s

disease, as this condition takes place within the context
of actors (including the affected elder, family carers, and
community members) striving to enact the activities that
determine “what matters most” (or “personhood”) within
a cultural context.
The Chinese example is instructive to illustrate how the
“what matters most” framework might be applied to
a specific cultural group. As noted above, Alzheimer’s
disease leads to compromised memory, behavioural
impairments, loss of productivity and ultimately loss
of independence, which threatens one’s claim as an
“autonomous being” across settings.1 On the one
hand, traditional Chinese beliefs of normalized and
expected changes accompanying ageing, i.e. that
elders are like a “machine with worn-down parts”, signal
the inevitability of decline and may help to mitigate
any stigma due to dementia-related deterioration4,7.
Yet occurring in tandem with these normative cultural
beliefs, Confucian influences, which are common in
South and East Asia (e.g. China, Vietnam), dictate
that parents and children are duty-bound to provide
for one another. Parents first raise children; children in
turn are obligated to producing offspring to perpetuate
the lineage, supplying financial support throughout the
lifetime, and performing rituals to ensure that support
is continued into the next life.8 The immersion into
“an eternal chain of filial children’’ and enacting these
obligations within a system of total economic, social,
and spiritual support reflects “what matters most” for
many traditional Chinese or Vietnamese groups; when
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the onset of Alzheimer’s disease is seen to violate
these core cultural engagements, stigma’s effects may
be compounded beyond the individual’s core loss of
autonomy.9 Due to unpredictable and bizarre seeming
behaviours, community members may first misattribute
etiological beliefs of Alzheimer’s disease to a condition
of severe mental health, thus implicating moral failure
on the family’s part. Such misattributions to severe
mental illness may provide a partial explanation for
why respondents to the ADI survey in the South-East
Asian region endorsed that people with dementia were
dangerous (45-48% - the highest among world regions)
as well as impulsive and unpredictable (70% - second
highest among world regions). Further, having an elder
family member who is seen as severe mental illness may
be viewed by community members as a sign that either
current or past family members neglected to honour filial
obligations (i.e., violated “what matters most”).
Of further consequence, due to the elder’s loss of
autonomy and inability to fulfil their demands of social
reciprocity within the family, compounding any stigma
of Alzheimer’s disease is the experience of severe
loss of status as the former head of the household’s
social structure to someone who is incapable of living
independently (e.g., being seen to require care like a
child4). As Alzheimer’s disease symptoms progress in
severity, diminished participation in (and acceptance
from) the affected elder’s social exchange network of
close social others (i.e. exclusion from “guanxi”) further
signals a loss of personhood. With growing perceptions
of incompetence in myriad life domains, family members
may decrease efforts to communicate with the affected
elder, and the elder may be excluded from highly
valued social activities, including family visits or events.4
This loss of moral standing from the community’s
perspective may be manifested as “loss of face” among
family members, in that public exhibitions of abnormal
behaviours (e.g. “confused speech elicit shame among
family carers”). The “diminished personhood” associated
with stigma, in addition to augmenting exclusion of
the elder with dementia, leads to efforts to conceal
the condition by family to preserve “face”8; e.g. carer
respondents from the South-East Asian region were
the most likely (33%) among world regions to hide the
person with dementia when they were out of the home
or in the home. This concealment in turn has substantial
effects on family carers’ attempts to obtain muchneeded social support from others.
Yet despite this near-complete loss of social status (or
“di wei”; i.e. respect or political power) within the home
due to the symptoms of dementia, the adult children’s
obligation to enact “what matters most” (i.e. providing
material and social support throughout, and oftentimes
beyond, the lifetime) remains intact. The existence of
these core lived values may thus limit the extent to
which the family may ultimately reject or relegate care of
affected elders to professional services provided by nonkin; e.g. carer respondents from the South-East Asian
region were the least likely (11%) among world regions
to endorse moving a family member with dementia into

a nursing home even if they were unwilling, and were
also least likely (4%) among regions to be “not at all
willing” to have a family member with dementia move in
with them. That is, while stigma may unfold to diminish
the affected elder’s standing from both the family and
community members’ perspectives, the obligations of
family members to fulfil these core lived engagements
consequently shields many elders from being rejected
or abandoned. Consequently, when considering stigma
of Alzheimer’s disease in cross-cultural settings, stigma
may be experienced not just at the level of the affected
individual or family, but may also be strongly shaped
by the broader cultural directives that the individual,
family, and community members at large are seeking to
fulfil. We direct attention to the possibility that in many
contexts, understanding stigma of the affected elder and
bolstering support for family carers could be facilitated by
considering the core, culturally-defined activities that are
most prized by actors within a cultural setting. Following
prior findings, ascertaining “what matters most” may
not only elucidate how the most harmful effects of
stigma affect life domains in affected elders, but what
cultural engagements might offer protection against
local forms of stigma10. We intend for this analysis to
spur future research regarding how cultural processes
shape experiences of stigma of Alzheimer’s disease and
other dementias and the capacity of family members
to provide effective caregiving in this11 and other crosscultural groups.
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3.10 Alzheimer’s disease in the lived experience of Lesbian, Gay,
Bisexual, Trans and Gender Diverse (LGBT) persons

Contributor: Victor Madrigal-Borloz. Senior Visiting
Researcher at the Harvard Law School Human Rights
Program and United Nations Independent Expert on
protection from violence and discrimination based on
sexual orientation and gender identity.
As United Nations Independent Expert on protection
from Violence and Discrimination based on Sexual
Orientation and Gender Identity, the international
community has asked me to raise awareness about the
multiple, intersecting and aggravated forms of violence
and discrimination that are perpetrated against persons
every day, around the world, on the basis of their sexual
orientation or gender identity, and to work to identify their
root causes. In that connection, I am deeply intrigued by
temporal intersectionality. All aspects of life are impacted
by the passage of time, and just as a person’s needs
in relation to health, education, housing, employment
and family relations mutate as she ages, the particular
concerns of lesbian, gay, bisexual, trans and other
gender diverse persons also evolve and change.
Intersectionality of LGTB concerns and the challenges
raised by Alzheimer disease creates a space of
great vulnerability and potential disempowerment
owing to stigma and discrimination, but also to the
disproportionate impact of certain predictors, in relation
to which the little information that exists in a handful of
countries of the global north paints a deeply worrisome
picture: a survey carried out in Britain in 2010 reported
that LGB older persons are less likely to see their
biological family frequently; they are also more likely
to drink alcohol, take drugs, and have a history of
poor mental health, and to have been diagnosed with
depression. All of these have been identified as risk
factors for cognitive decline and dementia. The same
can be said of HIV/AIDS –which, as is well documented,

impacts disproportionately the key populations of men
who have sex with men and trans women.
In their 2018 study, Frederiksen-Golden et al identify
barriers to care and health such as those as particularly
significant in that space, and added factors placing
LGBT population at higher risk of developing Alzheimer’s
disease and of suffering disproportionate impact when
living with it: the historical context (i.e. the pathologizing
environments under which the LGBT older persons of
today lived their whole lives) and unique family structures
determining that older LGBT persons are more likely
to be childless and live alone1. J.D. Flatt et al refer to
studies that document 50% of LGBT older persons
reporting subjective cognitive decline, with higher
rates among ethnic or national minorities2. Members
of the community describe additional challenges in
bereavement, including a lack of acknowledgement
of loss, legal complications and the exclusion of nonlegally recognized family as part of the unit of care.
LGBT couples who live in secrecy because of stigma,
discrimination or even criminalization may be forcibly
outed when they are in need of care, with care givers
invading their privacy – either at home or in care or
assisted living settings.
This problematic could be qualified as an exacerbated
space in the larger context of the human rights concerns
of older persons who self-identify as LGTB, the segment
of the population which is rapidly growing: some
researchers estimate that by 2060 it will reach 20 million
in the United States of America alone. This makes my
findings as to the prospects for their quality of life all
the more disturbing. This year I reported to the UN
General Assembly3 that while I have received consistent
information suggesting that LGTB older persons are
under extreme risk, created by social isolation and
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discrimination, research and data on the root causes of
these lived realities, and, most importantly, the dynamics
to reverse them, is extremely scarce.
For older LGTB persons, unsurmountable barriers to
access to health care are created by limited availability
of and support for caregivers and higher rates of
certain chronic illnesses which are compounded with
stigma and discrimination. As a result, it is a general
finding that LGBT persons do not perceive housing and
support services for older persons as offering safe or
welcoming accommodation and support; for example,
it is reported that sometimes family and care staff refuse
to affirm the gender identity of older trans and gender
diverse persons and force them to live in denial of their
orientation or according to the gender assigned at birth.
This scenario is further complexed by the very nature,
or characteristics of Alzheimer’s disease and other
dementias, involving memory loss and the potential
implications and fears this could entail for LGBT persons.
In certain contexts, discrimination in employment will
mean that LGBT individuals contribute less to pension
schemes and therefore have less income later in life, on
top of which individuals might not be (and in most of the
world are not) eligible to pension entitlements of samesex partners. This leaves them unable to pay their rent
or mortgage and leads to evictions and homelessness.
LGBT persons might not be able to legally leave property
to a surviving partner and surviving partners might
not be able to remain in public housing following a
partner’s death. While end-of-life considerations, affect
all persons, I have received information about particular
expressions of discrimination that include partners not
being consulted and not being given decision-making
power and affectation of survivor benefits including
pensions and social security payments.
A particular feature of the lives of older LGBT persons is
characterised as a disproportionate caregiving burden,
as they are more likely to be acting as caregivers for
loved ones and friends, with an estimated 27% providing
caregiving assistance1. This factor bears particular
significance: in most of the world, LGBT persons
providing care for a loved one will not be recognised
any decision-making rights when their loved ones live
with declining cognitive abilities. Even when they do,
historical discrimination and trauma play a significant role
in underlying fears and anguish: in a 2019 submission to
my Mandate, Ireland noted that older LGBT individuals
are often fearful that their end-of-life and after-death
wishes will not be respected by other family members, a
situation that is exacerbated when States limit the legal
recognition of certain family configurations.
To this situation, already critical, must be added the
reality that in vast parts of the world, diversity in sexual
orientation and gender identity remain deeply affected by
stigma, violence, and criminalisation. As of mid-2019, 69
countries still criminalise homosexuality with punishments
that oftentimes include imprisonment for years or
decades and, in some cases, effective implementation

of the death penalty. Dozens of countries criminalise
lesbianism and/or gender diversity or maintain legislation
with disproportionate criminalising impact on that basis.
Even where criminalisation has been wiped off the books
or never existed, social stigma remains the source for
extreme violence that has been extensively documented
by my Mandate. While research and data on the lived
realities of older LGBT persons living with Alzheimer’s
disease is simply non-existent in most of these contexts,
the logical presumption is that the risk factors identified
before are exacerbated, and my working theory is that
many of these older persons live for years under the
violence and discrimination that comes with losing their
ability to ascertain their sexual orientation and gender
identity(i) 4. From a human rights perspective, this is
directly contrary to the full enjoyment of autonomy. As
my colleague, the United Nations Independent Expert on
the enjoyment of all human rights by older persons has
identified, this right includes “not only the right to equal
recognition before the law, legal capacity, dignity, selfdetermination, empowerment and decision-making, but
also the right to choose where to live, the right to work,
the right to vote and to the right to participate actively in
all spheres of society”5. Among many other reasons, this
is why I have called for a world free of criminalisation of
sexual orientation and gender identity by 2030, and for
the adoption of effective anti-discrimination legislation
and public policies.
Awareness of lived realities of communities and
populations of aging LGBT persons who live with
Alzheimer’s disease, as well as their needs in relation
to care and support is, within this context, a task that
cannot be postponed.

References
1

Frederiksen-Goldsen K I, Jen S, Bryan A E B, and Goldsen, J 2018.
‘Cognitive Impairment, Alzheimer’s Disease and Other Dementias
in the lives of Lesbian, Gay, Bisexual and Transgender (LGBT) Older
Adults and their Caregivers: Needs and Competencies’. Journal of
Applied Gerontology, Vol. 37(5) doi 10.1177/0733464816672047.

2

Flatt J D, Johnson J K, Karpiak S E, Seidel L., Larson B, Brennan-Ing
M. 2018. ‘Correlates of Subjective Cognitive Decline in Lesbian, Gay,
Bisexual and Transgender Older Adults’. Journal of Alzheimer Disease
64 doi 10.3233/JAD-171061.

3

Madrigal-Borloz V, 2019. ‘Protection against violence and
discrimination based on sexual orientation and gender identity’.
Report to the UN General Assembly, Seventy-fourth session Item 72
(b) of the preliminary list, A/74/181. Retrieved from https://undocs.org/
en/A/74/181

4

Yarns B, Abrams J, Meeks T, Sewell D. 2016. The Mental Health of
Older LGBT Adults. Current Psychiatry Reports 18:60 doi 10.1007/
s11920-016-0697-y.

5

United Nations Human Rights Council, 30th Session of the Human
Rights Council: Reports. A/HRC/30/43, par. 45 Retrieved from
https://www.ohchr.org/EN/HRBodies/HRC/RegularSessions/
Session30/Pages/ListReports.aspx Last accessed 3 September
2019.

(i) Even in environments in which legal protection is solid it is
reported that “research with LGBT caregivers of individuals
living with dementia identifies loss of an LGBT identity in
response to the lack of cultural competence of health care
service providers as a current unfortunate occurrence.

108

ALZHEIMER’S DISEASE INTERNATIONAL: WORLD ALZHEIMER REPORT 2019

Case studies

CHAPTER 4

Case studies
4.1 Stigma and negative attitudes towards people with dementia
still pervade: the importance of working together
Contributor: Kate Swaffer, Chair, CEO & Co-founder
Dementia Alliance International

Group (3NDWG) covering England, Wales and Northern
Ireland was established in May 2017.

Dementia Alliance International (DAI), was launched
in 2014 by eight people all diagnosed with dementia,
from the USA, Canada and Australia, due to the need
for international collaboration between people with
dementia. The goal was to increase equal inclusion,
change attitudes, and reduce stigma. DAI still seeks
to represent members, now in 49 countries, and is an
organisation whose goals are to provide advocacy and
support of, and for people diagnosed with any type of
dementia, and global campaigning for human rights and
access to the Convention on the Rights of People with
Disabilities (CRPD) at organisations including the United
Nations and the World Health Organisation. All services
for DAI members, including membership, are free.

It is also important to note there is a continuing
emergence of self-advocates in countries primarily due
to the work of DAI and some of the DWGs, as well as
ADI members who are now determined to empower and
enable the inclusion of people with dementia in their own
countries.

Many members still report they receive few if any
services or support elsewhere, as most support is for
care partners.
There has been an increasing emergence of selfadvocacy and Dementia Working (or Advisory) Groups
(DWGs) globally. In spite of this, DAI founders felt when
it was launched, and still believe that by collaborating
globally we will eventually have a stronger impact on
policy and services.
In 2000, Christine Bryden and a group of international
self-advocates founded the first online self-advocacy
group, Dementia Advocacy and Support Network
International (DASNI), although membership was not
limited to people with dementia. Then, in 2002, James
McKillop and others founded the Scottish Dementia
Working Group (SDWG), the first national group
dedicated to the voices of people with dementia, funded
by the Scottish Government and supported by Alzheimer
Scotland. It took many years for more groups like this
to materialise, and there are now a growing number of
DWGs that are local, regional or national in demographic.
The late Peter Ashley and a group of UK self-advocates
were part of the first DWG in the UK, which existed
for only a few years, and were instrumental in the
development and implementation of the English National
Dementia Strategy and the Prime Minister’s Challenge
on Dementia. The Alzheimer’s Society again funds a
Dementia Working Group, which came about after a
meeting of DAI members and their CEO Jeremy Hughes,
planned to initially discuss setting up a DAI Chapter in
the UK. Subsequently the 3 Nations Dementia Working

The current known National, Regional or Local
Dementia Working Groups include:
2000: Dementia Advocacy Support Network
International (DASNI)
2002: Scottish Dementia Working Group (SDWG)
2006: Alzheimer’s America Early-Stage Advisory
Group (EAG)
2012: Highlands Dementia Working Group,
Scotland (HDWG)
2012: European People with Dementia Working
Group (EUPDWG)
2013: Dementia Australia Dementia Advisory
Committee (DADAC)
2013: Irish Dementia Working Group (IDWG)
2014: Japan Dementia Working Group (JDWG)
2014: Southern (Kiama) Dementia Advisory Group,
Australia (DAG’s)
2014: New Zealand Dementia Advisory Committee
(NZDAC)
2015: Ontario Dementia Advisory Group, Canada
(ODAG)
2016: Dementia Advocacy Awareness Team,
Australia (DAAT)
2017: 3 Nations Dementia Working Group
(3NDWG)
2019: Finnish Memory Working Group
2019: Flemish Working Group for People with
Dementia
2019: Icelandic Working Group of People with
Dementia (IWGPWD)
2019: Dementia Advisory Group in Chinese Taipei

As an invited keynote speaker to the World Health
Organisation (WHO) First Ministerial Conference on
Dementia in March 2015, representing DAI, I made the
following three demands:
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2 Being treated with the same human rights as
everyone else, under the Disability Discrimination
Acts and CRPD
3 That research does not only focus on a cure, but also
on care
These three demands were included in the Final Call
to Action, and since then, there has been a snowball
effect, and people with dementia are demanding human
rights all around the world. These three demands also
inspired a long-time disability expert and advocate,
and DAI member, Professor Peter Mittler to become
actively involved in supporting DAI. Peter is an Emeritus
Professor of Special Needs Education, University of
Manchester, UK. He is a former President of Inclusion
International, and was a UN Consultant on disability and
education, although has since retired.
The CRPD is relevant to persons with dementia because
it defines persons with disabilities by saying ‘persons
with disabilities include those who have long-term
physical, mental, intellectual or sensory impairments
which in interaction with various barriers may hinder
their full and effective participation in society on an equal
basis with others.’
Regardless of dementia falling within the definition
of ‘disability’ within domestic and international law,
people with dementia continue to face a number of
challenges to have their rights respected. Often, many
of the stakeholders and policy makers do not even see
the need for those of us advocating for our rights to be
included and the stigma and misperceptions about our
potential to continue to contribute abound. This is partly
due to the fact that symptoms of dementia are often
‘hidden’ or ‘invisible’ disabilities, until progression into old
age.
Yet, in spite of the increasing numbers of DWGs
and individuals with dementia speaking out, the
misperceptions of people with dementia continue.
A persistent view is that we go straight to late stage
dementia upon diagnosis, and should be unable to
function well, if at all. It is certainly not yet seen as the
norm for people with dementia to be living positively,
which is likely due to ignorance, negative attitudes
about people with dementia, as well as stigma, and the
pervasive 20th Century views of dementia.
The task of speaking out against people causing us
harm is complicated (and sometimes precluded) by the
fact that many of them are well-intentioned, medical
staff, service providers, advocacy organisation and close
friends or family who are also often our care partners,
but who may be ignorant, unwilling or unable to take the
time to find out about our wishes and needs. Although
we are grateful for the support of family and friends, we
have sometimes been demonized for needing them.

We have also been demonized for not needing them,
and for daring to live positively with dementia, and the
misguided under-estimations of our potential continues
to create oppressive and humiliating barriers to our full
engagement in society.
That younger people are more likely to be self-advocates
does not mean they should not have a voice, nor does it
mean they represent older persons in the later stages of
dementia. It simply means they are less likely to accept
the stigma, are often diagnosed much earlier in the
disease process, and are therefore more functional for a
longer period of time than was once expected for people
with dementia.
Now that the WHO Global action plan on the public
health response to dementia 2017-2025 1 has
been adopted, human rights must be included in all
dementia services, as well as national dementia plans
and strategies. This not only means receiving a timely
diagnosis, it means receiving rehabilitation and disability
support at the time of diagnosis.
Borrowed from the disability community, one of our
mottos is also Nothing about us without us, and we are
asking governments and civil society for human rights
in dementia care which includes us at every level, and
includes proactive cognitive and physical rehabilitation,
access to a timely diagnosis, and risk reduction and
prevention strategies, and equal access to proactive
disAbility support immediately following a diagnosis.
Many people with dementia are now advocating for
the phasing out all institutional care, the cessation of
segregation in locked dementia units, and for all health
care staff to be fully competent in dementia as well as
disability. We want ‘Inclusive Communities’ that provide
us with the same access as all others with disabilities,
aligned to the CRPD. Hence, many people with
dementia are also now questioning whether Dementia
Friendly Communities and Dementia Villages are in fact,
further segregating us, and unintentionally increasing the
stigma and sense of ‘otherness’, rather than supporting
us to be included in our community on an equal basis.
Changing attitudes towards dementia is a key element
in reducing stigma, but even changing the attitudes
of people in developed countries continues to be a
challenge, and we believe will take a novel approach;
the time is now for people with dementia to work
together, rather than under the influence of their national
associations.
People with dementia look forward to the day when
we no longer have to be defined by our disease or our
disabilities, and we are all treated equally.
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4.2 A young person makes a difference – but have things changed?

Contributor: Dr Walter Dawson, Atlantic Fellow for
Equity in Brain Health at Global Brain Health Institute,
University of California, San Francisco
My father received a diagnosis of Alzheimer’s disease
when I was eight years old. At this young age, I was
confronted with the need to be a care partner for my
father – an unusual role for a child. I was also confronted
with the many challenges of the dementia care system
in the United States, particularly for families like mine
living in rural communities of low socio-economic status.
At the time (in the early 1990s), my family lived in a very
rural part of the State of Oregon, where very limited
services and supports were available for someone like
my father.
Watching my father slowly lose his ability to be a parent
was incredibly difficult. His behavior was often hard for
me, as a child, to understand. Why did he wander and
become lost in familiar places? Why was he so anxious,
especially at night when his anxiety made it impossible
to sleep? Ultimately, my father, whose love of words and
language were his defining characteristics, lost his ability
to speak.
My mother and I made the difficult choice to place my
father in a memory care community when we no longer
felt we could safely care for him ourselves. The day I
realized my father would never return home remains one
of the hardest in my life.

While my father began to receive the care he needed,
his care was prohibitively expensive. Within just a few
months, we spent all of our savings, including anything
that had been set aside for my future college education.
Thankfully, my father became eligible for Medicaid, the
public program that provides health care and long-term
services and supports to low-income individuals and
families in the United States.
Even though I was only a child, I knew the loss of our
financial stability so that my father could be safe and
properly cared for was not right. I knew my father and
other people like him deserved better. I also knew I
wanted to do something to help.
One day, I noticed my mother writing a letter and I asked
her what she was doing. She responded that she was
writing to our local Member of Congress about how
impossibly expensive my father’s care was. I thought
that I could write a letter, too. I thought that if only people
with power and influence heard our story then change
would happen.
People did listen to our story. The unusualness of a
child advocating for his father was a powerful image.
Camera crews from the major news networks soon
arrived at our door (in the middle of rural Oregon). It was
not long before I found myself traveling to Washington,
DC to testify before the United States Senate about my
family’s experiences caring for my father and the need
to create a better system of care. I remain one of the
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youngest persons in US history to ever testify before the
Congress on any issue, let alone Alzheimer’s disease and
dementia.

People did listen to our
story. The unusualness
of a child advocating for
his father was a powerful
image. Camera crews from
the major news networks
soon arrived at our door (in
the middle of rural Oregon).
It was not long before I
found myself traveling to
Washington, DC to testify
before the United States
Senate about my family’s
experiences caring for my
father and the need to
create a better system of
care
I learned an important lesson from my early advocacy
efforts: that one person can have an impact. I also
learned that when we join forces and work together
we become more powerful advocates for change.
These experiences continue to guide and inform my
professional work in public policy and dementia today.
My research and policy work focus on improving the
way dementia care is financed, by expanding access
to publicly funded long-term services and supports.
My research also seeks to demonstrate the role that
wider screening for cognitive impairment can play in
getting people living with dementia (and their family
care partners) the support they need. This is particularly
important for people who lack access to formal medical
care due to cost or other systemic barriers as well as
those living in rural areas where medical care is simply
too far away.

Stigma as a barrier to accessing care
In reflecting on those early days and the work I do
today, the impact of the stigma that surrounds dementia
continues to stand out as an obstacle that must be
overcome. Stigma is one of the biggest barriers to better
public policy, access to care, and ultimately a treatment
for dementia. The stigma of dementia takes many forms
and looks different across cultures, communities, and
countries. We have made great progress in building
awareness and in overcoming some of the stigma that
surrounds dementia. Yet, we still have a long way to go.
Alzheimer’s disease and other related dementias
were not well understood in the early 1990s when my
father lived with dementia. As an immigrant, my father
was already treated differently by people within our
community, but that difference became truly pronounced
after his diagnosis of Alzheimer’s. Family and friends
often did not understand and withdrew. Physicians told
us nothing could be done and it did not really matter if
he had Alzheimer’s or some other form of dementia –
the trajectory and outcome would largely be the same.
Often, people living with dementia and their families
never receive a formal diagnosis. I consider my family
lucky that we at least received that.
Stigma in the US plays a role in impeding a more robust
and equitable financing system for care of people living
with dementia. The stigma surrounding dementia serves
as a barrier to getting dementia care onto the political
and policy agenda in many societies and communities –
a necessary, yet insufficient component of better policies
and public programs. Disrupting the wider societal
stigma will help policymakers and advocates advance
better public polices for people living with dementia.
Access to care is for far too many people the biggest
issue they face in their journey with dementia. As the
prevalence of dementia increases around the world, how
to finance long-term services and supports and provide
social care must be a priority of all governments. Without
a more coordinated system in place, individuals and
families will continue to slip through the cracks.

Stigma, cognitive screening and
detection
A more robust dementia care system would include
earlier and wider screening for cognitive impairment.
Earlier and wider screening for cognitive impairment
is needed in order to provide better dementia care. In
countries like the United States and in Western Europe,
it is estimated that as much as 50 percent of all people
living with dementia never receive a formal diagnosis1-2
In other countries, such as China and India, this lack
of diagnosis is much higher, perhaps as high as 7090 percent.3-4 Stigma along with economic factors are
significant barriers to wider screening for cognitive
impairment and detection of dementia.
Some may say that in the absence of a cure or diseasemodifying treatment there is little point in wider cognitive
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screening to detect dementia. Further, some say that
without a cure or disease-modifying treatment, wider
screening may actually be harmful. In other words, wider
screening and detection can amplify the negative effects
of stigma without offering anything to improve the lived
experience of a person living with dementia.

“Let us be clear: cognitive
screening can help
promote better disease
management and provides
an opportunity for care
planning to take place,
including legal and financial
planning. This does not
replace the need for a
treatment, but it is the best
way to reduce the burden
of dementia for individuals,
families and ultimately the
public and private systems
that provide and finance
care.”
This viewpoint overlooks the vital role that better
disease management and care planning can play in the
experiences of people living with dementia and their care
partners. Let us be clear: cognitive screening can help
promote better disease management and provides an
opportunity for care planning to take place, including
legal and financial planning. This does not replace the
need for a treatment, but it is the best way to reduce the
burden of dementia for individuals, families and ultimately
the public and private systems that provide and finance
care.

Treatment and stigma
As we move closer to the day when we have a diseasemodifying treatment for Alzheimer’s disease and other
related dementias, the need to overcome the barriers
of stigma and the financial costs associated with the
condition become more urgent. Once a treatment is
available, stigma will remain a barrier to people seeking

out treatment. The costs of the treatment may also
prevent people from accessing it. We must ensure that
any new treatment is widely accessible, that people
know it is available, and that they are not afraid to seek
it out.
Again, wider screening and detection will help both in
identifying people who would benefit from a treatment
as well as by further de-stigmatizing dementia care. But
we must continue to raise awareness that dementia
is not a normal part of aging, that dementia care
management and care planning can help improve the
lived experiences of people, and that wider access to
treatment is needed to create more equitable dementia
care systems.
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4.3 The circle of life; Indigenous knowledge about dementia in
Canada
Contributors: Prof Kristen Jacklin, Ph.D, Professor,
Medical Anthropology, University of Minnesota Medical
School Duluth and Karen Pitawanakwat, a member of
the Wikwemikong Unceded Reserve, Onatario, Canada,
Registered Nurse and Community Researcher for
NAANDWECHIGE-GAMIG Wikwemikong Health Centre
We have been involved in dementia research with
Indigenous communities for over 10 years. Our
work on this topic began in 2007 when Indigenous
community leadership from health centres across
Ontario, Canada, began noticing more cases of
dementia in their communities. Through discussions
with key stakeholders, it was quickly realised that
the dementia care needs of Indigenous people were
distinct and required deep understanding of Indigenous
culture, language and experience to be met effectively.
Importantly, it was clear, very early on, that Indigenous
knowledge concerning dementia was at odds with
biomedical understandings and this was leading to
culturally unsafe dementia care. The experience of
dementia in Indigenous communities was gentler and
showed a greater acceptance of the illness and its
symptoms. These early discussions with communities
sparked for us a long-term commitment to communitybased research aimed at understanding experiences
of dementia in Indigenous populations with the aim of
translating these research findings into information that
can help communities and providers plan and respond to
Indigenous dementia care needs in culturally appropriate
ways.
Our research on this topic in Canada has revealed many
commonalities concerning experiences with dementia
across diverse Indigenous peoples. We have been
gifted with stories from Elders, Knowledge Keepers,
people with dementia, their caregivers and formal care
providers. This research, coupled with a handful of other
such studies in Canada, allows us to cautiously put
forward a collective narrative of the dementia experience
for Indigenous peoples in Canada. Cautiously, because
we must recognise that although we have uncovered
common experiences and beliefs, the cultures,
languages and experiences of Indigenous peoples in
North America are diverse. We also must recognise
that the well-being of Indigenous people in Canada has
been severely undermined by colonialism, contemporary
structural violence, and the resulting intergenerational
trauma. Varying impacts of colonialism also contribute to
diversity in experiences.
What has been shared with us suggests that Indigenous
people understand dementia as something that some
people get when they get old. It is thought to be normal,
natural and part of the ‘circle of life’ or ‘coming full circle’.
This understanding is rooted in Indigenous knowledge
frameworks and cultural teachings; that is to say, this is
not a simplified understanding of a complex disease; to

the contrary, the perspective is formed on the basis of
Indigenous science, spirituality and culture. The cultural
framework that leads to an understanding of dementia
as part of the circle of life also leads to a greater
acceptance of the illness. In this regard the behaviours
associated with Alzheimer’s and dementia, especially in
the later stages, are understood in relation to Indigenous
teachings. Some brief examples follow:
‘Memory loss’ is a concept at odds with Indigenous
teachings. When memories cannot be accessed they are
described as ‘buried’ or ‘covered’ and are inaccessible
to the person at that time. This understanding allows
the person’s identity, roles, and knowledge to remain
with them, never lost, but covered for the time being.
Memories that are covered might be brought to the
surface again by sounds, smells, or other stimuli. This is
particularly the case with important, cherished childhood
memories.

…it was clear, very early on,
that Indigenous knowledge
concerning dementia was
at odds with biomedical
understandings and this
was leading to culturally
unsafe dementia care
A person experiencing a vision is thought to be in a
moment where they are closer to the Creator and
to the ‘other side’. During this experience they may
be in discussion with relations who have passed and
may be receiving important teachings. It is important
to have these experiences and for the teachings to
be transferred. “Elders with dementiaare in a time of
preparation to leave this physical earth. When the Elder
with dementia is not making sense in conversation
or talking about another place or time, that is not
being experienced by all those listening, their spirit is
actually travelling and amongst their next life (after life
experiences/on the other side). These experiences
are verbally passed on in stories and not considered
hallucinations but a real part of what we know as the
circle of life.” – Anishinaabe Expert Language Group
Manitoulin Island, Ontario Canada.
Experiences of ‘child like’ behaviours are
also expected and described as such. Cultural
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understandings of the life cycle accept that in older age
one may return to a child stage where they will behave
like children and need more care like children. “The older
people, they always refer to that term of going back
into their childhood, but they use the Anishnawbe word
for that, and that term is ‘keewayabinoocheeaway’.
That’s returning back to childhood.” (Indigenous Older
Adult, Thunder Bay, ON). There is no concern around
‘infantilising’ individuals or compromising ‘personhood’,
rather there is an acceptance that helps all involved
understand what is happening and what is needed.
Cultural values and teachings also underlie Indigenous
care giving practices. We have found that although
there are usually one or two primary family carers, there
can be many carers for a person with dementia in the
community: friends, neighbours, family, and formal
providers. The Indigenous teaching concerning the value
of ‘Love’ is paramount to care. We have received many
teachings from Elder Jerry Otowadjiwan, Wikwemikong
Unceded Territory, who reminds us that the person with
dementia, who is being cared for, is in need of a lot
of love. He urges the use of ‘loved one’ to refer to the
person with dementia so that we remember that they are
loved. He shared that using the words ‘loved one’ serves
as a reminder of how care providers should be treating
and respecting the person with dementia.

Dementia is thought to be
normal, natural and part of
the ‘circle of life’ or ‘coming
full circle
We also want to emphasise that the collective narrative
includes an understanding that more people are
experiencing dementia now than in the past and that
some people are getting dementia at an early age. This
experience has led to a complementary narrative that
understands that dementia is sometimes brought on by
injury, trauma, and/or other diseases and medications
that cause you to be out of balance. Colonialism, and
the resulting changes in lifeways and disconnection
from land, is considered the cause of this phenomenon.
A small number of studies have been conducted that
confirm the original community concern that rates of
dementia are increasing in Indigenous populations. While
more evidence is needed what has been published
suggests rates of dementia are higher in First Nations in
Canada when compared to non-First Nation populations,
rising more quickly and occurring at younger ages.1. Yet
despite this intersection with western perspectives, core
Indigenous values prevail and for the most part in our
experience, dementia is not stigmatised.

Our ethnographic research on dementia in Indigenous
contexts has resulted in a series of tools and guides
describing dementia and the dementia journey from
Indigenous perspectives, as well as guidelines for
appropriate services and care. More details on what
we have summarised are available from www.i-caare.
ca/factsheets and www.i-caare.ca/practicetools. As we
have shared the work of our team over the years it has
been clear to us that non-Indigenous care providers,
both formal and informal, have a deep appreciation for
Indigenous views on dementia. Many have commented
on how much mainstream (biomedical) services have to
learn from Indigenous teachings. We hope that what we
have shared provokes thoughtful discussion on what we
can learn and what we can do better.
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4.4 Dementia discrimination, even by the language we use, a view
from Québec, Canada
Contributor: Nouha Ben Gaied, PhD, director research
and development quality of services Federation of
Quebec Alzheimer Societies
Wherever you live around the globe, you are likely
to have heard of the word “dementia” in English.
Dementia being the umbrella term that embraces
several neurodegenerative diseases such as Alzheimer’s
disease, fronto-temporal dementia or Lewy body
dementia and define the final stage of cognitive decline.
The word dementia is also widely used by people
with lived experience, carers, healthcare professionals
as well as the media. The broad usage of the word
dementia has even led one the biggest Alzheimer
association, Alzheimer’s Australia to take the move in
2017 and change their brand to become Dementia
Australia, to be more inclusive of all people living with a
neurodegenerative illness who face different symptoms
but who share a universal journey. A dozen other
organizations have also included the word dementia in
their name, leaving aside the word “Alzheimer”.
Can we think of a similar change in Canada? A country
that is officially bilingual and where the French is
predominately used in the Province of Quebec? The
situation is indeed rather different and complex when we
look at the meaning of the word ‘démence’ in French.
Even though the word démence refers to a medical
term, it has been very much associated, since the end of
the 19th century, with craziness, losing one’s mind and
mental health issue such as schizophrenia. A definition
of the word démence, in the Petit Robert dictionary,
mentions alienation, delirium, wandering, madness
and unconsciousness and refers to a progressive and
irreversible decline of mental and psychical activities.
All these definitions refer rather to psychiatric disorder
rather than a neurodegeneration decline and contribute
therefore into the stigmatisation of people with
Alzheimer’s disease and related illnesses as well as their
carers.
In 2013 a major change happened in the DSM-V
(Diagnostic and Statistical Manual of Mental Disorders)
with the replacement of the word “démence” by
“troubles neurodégénératifs” as well as the introduction
of diagnostic criteria for both mild and major
neurodegenerative decline.1 But did this major change
impact those who live with the disease and their
carers? Did it change the way we see dementia among
French speaking societies and finally, did healthcare
professionals actually replace the word démence in their
practice?
To answer some of these questions, the Alzheimer
Society of Canada shared the results of a large survey
during the Alzheimer’s awareness month in January
2018.2 The results showed that 8 out of 10 Canadian
anglophones were familiar with the word “dementia”

as a medical term that refers to Alzheimer’s disease
or a related illness. A similar result was also observed
among francophone Canadians (7 out of 10) indicating
that dementia is rather a neutral word that can widely be
used. It was very striking, however, to see that 54% of
francophones Canadians consider the word “démence”
as offensive and disparaging compared to only 16%
anglophone Canadians. A large number of francophone
Canadians still relate to démence with a negative
connotation and a pejorative word to be used. Finally,
when francophone Canadians were asked whether they
prefer to use the word “maladie neurodégénérative”
rather than “démence”, a large majority (between 76%
and 87%) responded yes. This final answer should raise
awareness among healthcare professionals for the need
to change the medical terms they use when providing a
diagnosis.
When a person receives a diagnosis of démence, it’s
their whole world that seems to fall apart. That’s what
Murielle, a person living with dementia, experienced 3
years ago when her family doctor announced the word
“démence” during a long-awaited appointment. “I’m
not demented! When I received the diagnosis, people
around me had the impression that I’m not ‘normal’
anymore, I can’t take decisions or have a normal
conversation with my loved one, I lost my self-esteem
and I was hiding. I didn’t speak about it for a long time
because I was afraid of how others will look at me or talk
to me. I felt isolated and couldn’t seek help”.
Démence is not just a word with a negative connotation,
it can have broader consequences. Fifty percent of
people who receive a diagnosis are already at a mild or
moderate stage of the disease making pharmacological
intervention ineffective and thus preventing any
significant improvement. The fear of the stigma they
know they will face, once referred to as a person with
dementia, contributes to enhancing the feeling of denial
and fear as well as the stress and isolation, instead of
them looking and asking for much needed help.
A lot of hard work has been put forward to provide
support, counselling, education and activities to dissipate
stigma, based on a better understanding of the disease,
but mainly to allow people with lived experience to
consider a life that is worth living. Let’s not allow a single
word to jeopardise all these efforts.
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4.5 Stigma in Brazil: The narrative of a person with young-onset
dementia
Contributors: Prof Cleusa Ferri, Federal University of
Sao Paolo (UNIFESP), Prof Elaine Mateus, Brazilian
Federation of Alzheimer´s Associations (FEBRAZ),
Dr Deborah Oliveira, UNIFESP, Dr Fabiana da Mata,
UNIFESP
My name is Andrea, I am 56 years old and married,
with four children, and I was diagnosed with Alzheimer´s
disease eight months ago. My mother has Alzheimer’s
and so do her two sisters, but I had never imagined that
this would happen to me. And then suddenly, I started to
forget things, to forget my friends´ names, and the things
I had to do. I also misplaced objects that I would find
days later. I felt frustrated, got mad at myself many times,
and wondered what was going wrong with me. At first,
my husband Eduardo was angry too. He also could not
understand what was going on. After the diagnosis and
the beginning of the treatment, I felt less stressed. Now
I go out by myself and drive in the neighbourhood. I am
going to start swimming classes and I want to go back
to my English lessons. I am slowly getting back on my
feet. It is never going to be the same again, but I want to
get involved with different things.
Shortly after the diagnosis, I realised things would
change. Eduardo would not allow me to go to places I
am not familiar with anymore. I used to walk by myself
all over the city. Now, whenever I need to go to a distant
place, he drives me. My routine is kept to a minimum.
I do not use my cell phone as often, but my closest
friends still remember me and invite me to parties. The
last time I went to their party, I noticed them whispering
in groups and I felt it was about me and my illness. I
also quit my job as a dentist because I felt embarrassed
many times for not doing the reports I was supposed
to do. Despite having supportive colleagues, it was
overwhelming.
Andrea was interviewed in her own house by a member
of the Brazilian Federation of Alzheimer’s Disease
(FEBRAZ) and she was happy to maintain her real
identity in this report. Andrea’s brief narrative shows how
much anger and frustration the symptoms were for her
and her family before they knew she had dementia. Soon
after the diagnosis, however, she started to relax and
was slowly able to cope. At first, the dementia symptoms
made Andrea become self-judgmental – and felt judged
by others. However, when the diagnosis was revealed,
she began to be able to cope better with the symptoms
and to be more self-accepting.
Andrea was fortunate to have an early diagnosis. This
is rare in Brazil as the majority of people with dementia
are either not diagnosed (around 77% of the older
population) or have their diagnosis only in the late stages
of the condition. The fact that Andrea had good access
to healthcare and that she is a health professional herself
might have helped her get diagnosed sooner and to plan

a strategy for a smoother transition into her new reality.
Often, most people living in poverty in Brazil would
not have such rapid access to a diagnosis. It is also
common for people in Brazil to believe that dementia
only affects older people, which may explain why the
diagnosis of dementia came as a shock to Andrea at the
age of 56, even though she has several family members
with dementia. It is common for such stereotypes to
hinder middle-aged and older adults in Brazil from
seeking help when their first dementia symptoms appear.
This also reflects a common belief in Brazil that dementia
is inevitable in later life, which may hinder the prevention
of modifiable risk factors for some dementias.
The diagnosis brought some stigmatising experiences
to Andrea, who was kept from going outside on her
own as her family feared for her safety. Not only were
there small changes in her routine, but also in her social
circle. Andrea knows that dementia will change her and
anticipates that her friends might leave her in the future
due to her illness. Despite her good socioeconomic
position, Andrea is very likely to experience the feeling
of isolation most people living with dementia and their
carers experience as the disease progresses. Social
stigmatisation is commonly reported by people with
dementia. Very often, it is difficult to know whether the
relationship with friends and relatives wane over time
because most of them lack knowledge to cope with
the challenges of the disease or whether people with
dementia are slowly drawn from social interactions
due to the fear of possible negative reactions to
their symptoms. Hopelessness, anxiety, uneasiness
and a sense of awkwardness are all embedded in
discriminatory practices.
In many ways, the early stages of the condition allow
individuals to keep up with their daily lives. Dementia
became a disabling and isolating experience for Andrea
at first, but a few months after the diagnosis, she is
starting to enjoy her life again through new hobbies and
experiences. However, not all people with dementia in
Brazil are included in everyday life. The most common
barriers are stigma and financial issues, both preventing
access to services and resources. The more advanced
the stage of the dementia, the harder to engage the
individual.
Negative associations about people who have dementia
in Brazil is pervasive. Even among more educated
people, the lack of understanding about what dementia
is permeates personal and professional relationships.
Andrea realises that she has been exposed to shame
and discriminatory experiences in her workplace since
diagnosis, which has led her to quit her job, but she is
slowly becoming more empowered and is feeling able to
cope.
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4.6 Stigma and response to dementia in Guatemala’s indigenous
populations
Contributor: María Cecilia López Murga, Executive,
Association Grupo Ermita, Alzheimer de Guatemala
Our mission in the Association Grupo Ermita is to offer
support, counselling, education, information and care to
people living with dementia, family members, careers,
health professionals and the general public about the
care of patients with Alzheimer’s and of the elderly, for
a better and healthy quality of life in that segment of the
population.
The indigenous population of Guatemala constitutes
41% of the total population of the country.
The largest indigenous population group in the country is
the Maya, as it represents 39.3% of the total population
and is made up of 22 linguistic communities: achi,
akateko, awakateko, chalchiteko, ch’orti’, chuj, itza’,
ixil, jakalteco or popti’, kaqchikel, k’iche’, mam, mopan,
poqomam, poqomchi’, q’anjob’al, q’eqchi’, sakapulteko,
sipakapense, tektiteko, tz’utujil and uspanteko. 28%
of the Mayan population belong to the Mayan K’iche
linguistic community, 19.3% to Maya Q’eqchi’, 18.9% to
Maya Kaqchikel and 14% to Maya Mam. Garifuna and
Xinca represent only 1.7% of the population.1.
In Guatemala, indigenous people have a conception
of health and disease that is different from that of the
non-indigenous population groups. Disease is not
based solely on pathologies or biological aspects that
denote some imbalance, but also considers social,
environmental and spiritual factors.
Indigenous people have their traditions and customs,
which are very deep rooted.
When Alzheimer’s disease or some other type of
dementia occurs in an indigenous family, it is taken with
a lot of fear and superstition.
Any consultation at our Association normally only
occurs when the disease is already very advanced and
cognitive, neurological and physical deterioration is
already severe.
We attended the case of a person of Kaqchikel descent,
a 78-year-old married woman, mother of 13 children.
When she was around 65, according to the family, she
began experiencing very “strange” changes. At one time
they thought it was witchcraft and visited the sorcerer
of the region who was treating her for about five years,
yet the problem continued to get worse. It reached
such a point that on four occasions she was lost in the
community for more than three days at a time. The last
time she was lost, they found her 225 kilometres from
the village of her origin.
At the time they visited our medical consultation, the
husband told us about the extreme changes that his
wife went through, and how in order to cure her and to

prevent her from getting angry with everyone and getting
violent, or from leaving the house, they locked her in the
last room of the house and kept her there until she fell
asleep and calmed down.

We were also visited by
the 13 children who were
very worried about their
mother’s situation, since
she was the one in charge
of controlling everything in
the house, but when this
strange situation started,
she had disregarded
everything that had to
be done at home and
everything turned into
chaos. They even thought
that because of witchcraft
she had gone crazy and
that there was nothing left
to do
We were also visited by the 13 children who were very
worried about their mother’s situation since she was the
one in charge of controlling everything in the house, but
when this strange situation started, she had disregarded
everything that had to be done at home and everything
turned into chaos. They even thought that because
of witchcraft she had gone crazy and that there was
nothing left to do.
We could not communicate at all with the lady herself
because she only spoke the Kaqchikel language.
Although she had spoken some Spanish, with the
advance of the disease she had already totally forgotten
it.
The biggest challenge we had in the Association was to
explain to the husband and children about Alzheimer’s

118

ALZHEIMER’S DISEASE INTERNATIONAL: WORLD ALZHEIMER REPORT 2019

disease and its process. Thankfully the information
was very well received and with the help of the doctor
a pharmacological treatment could be given, and the
family could be taught how best to treat the lady to give
her quality of life.
This is the most significant case we have had. There
are others, but now people from several communities in
Guatemala are taking part in our diploma course, which
is increasing knowledge and awareness.
For the Association it is a great challenge because we
have reached very few people from the indigenous
population. We hope soon to be able to have more
presence in our indigenous communities.
Our National Alzheimer’s Congress in 2019 will be
held in the south-western region of the Country, in
Quetzaltenango, to be able to provide training to
professionals, family members and caregivers.
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4.7 From despair to the courage to cope; a carer’s story, Guerruro,
Mexico.
Contributor: Guadalupe Ponce Ozuna, Psychologist
and President of the Guerrero Alzheimer Foundation
and Rosa Ma Farrés, G.S. Federación Mexicana de
Alzheimer y Enfermedades Similares A.C.
The State of Guerrero has 3,533,251 living in poverty
and 825,214 in extreme poverty.1 Poverty is extremely
painful when talking about indigenous peoples and
communities, because it is a key indicator of less
development, including food insufficiency, lack of public
services and education, as well as health issues. The
poorest municipality in Mexico is located in the high
mountain of the State of Guerrero where levels of poverty
are comparable to some African countries, such as Mali
and Malawi.2
The basis of social organisation lies in the nuclear
family and the extended family. In these communities,
spontaneous groups of solidary support or “hands-inreturn” emerge between relatives and friends, to support
issues and activities such as marriages, christenings,
crop cultivation or housing construction.
Men marry at an average age of 17 and women of 15. In
some cases, it is the parents who choose the partner for
their child.
The following testimony was written by Psychologist
Guadalupe Ponce Ozuna in 2008, who has a support
group in the city of Acapulco, Guerrero, about a 52-yearold woman (her age at the time Guadalupe met her)
whose 55-year-old husband had dementia. In her village
there is only a small health centre, attended from time to
time by a General Practitioner (GP) and there is a nurse
who sometimes attends, which is why the woman had to
go first to Acapulco and then to Mexico City looking for
someone to explain why her husband was behaving so
strangely.
“When my husband began to get lost in our town, with
people returning him home, because we all know each
other, I realised that something was happening with him.
I talked with his family, they told me that I had bewitched
him with something that I gave him to drink. I was sure I
had not done such a barbarity and I just told them that
God and I knew that I would not do something like that.
He started shouting and asking me who I was and then
telling me I must be his mother; he would call me many
names except for my own, which he had completely
forgotten. I started taking him to the health centre, to
the hospital in my town and they told me that it had to
be a very rare disease, since he was 55 years old and
they did not understand why he behaved that way. They
told me that I should take him to Mexico City to the Fray
Bernardino Hospital, where they would relieve him and
so I sold my little house, since it was all I had, to have
money to travel with him, as there was no treatment for
my husband locally.

“I went to different hospitals and nobody told me
anything. I was recommended to see a psychiatrist in
Acapulco who was good, and he told me your husband
has Alzheimer’s and he is not going to be cured, don´t
spend any more money, go back to your home, and
he gave me a description of what was waiting for me
with my husband. I returned, very sad, to live with my
daughter and that night I did not sleep, thinking about
what the doctor had told me; that he was not going to
know anything anymore about his life. And how I was
going to manage, if I had no home to live with him in,
and had to live with my daughter, who was married and
so I felt sorry for her husband.

After about ten days I
made the decision that I
was going to take him to
the federal highway and I
was going to throw myself
under the wheels of a
trailer – the biggest one
I saw pass by – together
with my husband, because
I was not going to be able
to bear everything that was
coming. I woke up that day
very early with my decision
taken, to clean the house
and leave everything ready,
so they could hold vigil over
us afterwards that day.
“After about ten days I made the decision that I was
going to take him to the federal highway and I was
going to throw myself under the wheels of a trailer – the
biggest one I saw pass by – together with my husband,
because I was not going to be able to bear everything
that was coming. I woke up that day very early with my
decision taken, to clean the house and leave everything
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ready, so they could hold vigil over us afterwards that
day.
“When I was cleaning the house the TV was on and a
journalist asked a woman in the street what she would
want from the people who were watching her, and the
woman told him to just ask them to buy the tamales and
atole (maize cakes and maize drink) she was selling, to
have money to feed her sick husband and her disabled
son. He told her again, many people are seeing you on
TV, ask them for what you need - and she answered
‘nothing for me, I only want them to buy my tamales
and my atole so I can feed my sick husband and my
disabled son’. At that moment I thought, ‘What a coward
am I? That woman is 65 years old, I am 52 and how it
is possible that I do not have the courage to fight for my
husband?’ I kneeled down in the middle of the house
and I asked God for forgiveness for what I was thinking
to do, and I swore that I would take care of him as long
as necessary. And here I am! Now he goes to the toilet
by himself. I have diabetes and hypertension. I do not
sleep. I worry a lot because I have to work to feed him and he eats a lot because he keeps on being hungry.”

Psychologist Guadalupe Ponce Ozuna
The diagnosis was given to the wife in the year 2000,
two years after her husband began to have the
symptoms. The husband with Alzheimer’s lived about
ten more years, dying in 2010, by which point the wife
was left in poor health; her toe about to be amputated
but they managed to save it. She was hospitalized for
15 days. Today she has a hearing disability because of
a traffic accident but continues fighting. A woman of
solidarity; philanthropic, kind, a beautiful woman in all
aspects.
We share this story in the training courses that we give
in the different regions and municipalities of Guerrero, to
doctors, nurses, social workers, psychologists, to create
awareness and sensitivity towards people who have this
type of disease. It’s a real story that has a lot of impact.
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4.8 Stigma and dementia care in Kenya; Strengthening Responses
to Dementia in Developing Countries (STRiDE) Project

Members of the STRiDE - Kenya National Advisory Group

Contributors: Christine Musyimi, Africa Mental Health
Research and Training Foundation (AMHRTF),
Elizabeth Mutunga, Alzheimer’s and Dementia
Organization Kenya, and Prof David Ndetei, Senior
Researcher AMHRTF
Dementia knowledge in Kenya is still at the nascent
stages and many people associate the condition
with normal ageing, witchcraft, or that one has done
something wrong to the gods and is thus being
punished. Creating awareness of the condition through
media, churches, home visits and support groups has
been one way of opening up the conversations as
dementia is close to a taboo topic in Kenya.
These conversations have been instrumental in
empowering carers and enabling others to understand
what carers are dealing with. Most carers have stated
that a lot of people do not visit their homes anymore
as they are scared of contracting the disease that their
loved ones have. Others have offered to bring prayers to
the family to exorcise demons. Due to this, most carers
suffer from self-stigma. They will not speak out publicly
of what their loved ones are going though. Others will go
to great lengths to hide their loved ones from the public
as they do not know how best to handle them and they
feel by hiding them it is the best for their loved ones.

Most carers have confessed to having gone through
the five stages of grief developed by Elizabeth Kuber
Ross namely: Denial, Anger, Bargaining, Depression and
Acceptance1. In a support group run by Alzheimer’s and
Dementia Organization Kenya (ADOK), one month carers
share they are at a point of acceptance, and the next
month they are back to being angry. We allow them the
space to be themselves as they are in a safe place at
the support group, where they are not judged, nor are
they stigmatised. But out “in the real world” they may not
have the same luxury and often opt to hide their feelings
and put on a brave face so that they are not judged.
Self-stigma is an issue that ADOK continues to address
during the support group meetings to constantly
empower the carers and to ensure they speak out
without fear and without worrying about what the people
around them think. The joy of seeing them take steps to
overcome their stigma is exhilarating. They are becoming
the mouthpieces to fight for the rights of their loved ones
- be it on family issues, care by doctors or any other
issues that touch on the welfare of their loved ones. This
is key as it ensures that the people living with dementia
are getting quality care from all angles and they are living
a life of dignity each day.
Dementia detection and management is still not a
priority in most primary care settings in Kenya. It is
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often considered a secondary condition with detection
in inpatients rather than the point of contact at the
outpatient clinic. In one of the rural counties in Kenya
– and perhaps in most counties – health care workers
do not routinely screen for dementia. Different cadres
of mental health professionals approach management
in different ways. For instance, psychologists, social
workers and psychiatric nurses rely on diagnosis made
by a medical doctor. Oftentimes, psychologists speak
to the carers because they only receive the person with
dementia at an advanced stage, making it difficult for the
practitioner to have a conversation directly.

…carers have stated that
a lot of people do not
visit their homes anymore
as they are scared of
contracting the disease…
Others have offered to
bring prayers to the family
to exorcise demons.
In the communities, dementia is viewed from the
following perspectives;
1 It does not require medical attention since it is a
waste of time unless there is evidence of a physical
condition i.e. it is less treatable than physical
conditions with poor prognosis.
2 It is associated with “something that one’s ancestors
did not do or a curse”. For example a clinician in a
rural hospital explained “There was a patient who
developed dementia at an old age (around 65 years)
and this person was rich, so the community will
start saying that this person was engaged in devil
worshiping and that is the reason he is developing
dementia symptoms.”
3 It is considered as a consequence of not associating
with other community members at a time when
one was employed i.e. before retirement. In one
of the ethnic groups (Kamba), this is referred to as
previously “thinking high”, an origin of the local idiom
of dementia (Thing’ai) which is popular among the
Kamba people. However, this local term (Thing’ai) is
considered derogatory but is often understood by the
community members. Some of the members take
offense if the word is used for them after revealing
some early signs of dementia such as forgetfulness
and poor judgement.

ALZHEIMER’S DISEASE INTERNATIONAL: WORLD ALZHEIMER REPORT 2019

4 Persons with dementia cannot be left alone or live
independently.
Despite these beliefs, there is little or no literature around
dementia specific stigma in Kenya. The misconceptions
by the community members linked to stigma and
lack of detection of dementia at the early stage are
already barriers to accessing care and a hindrance
to creating awareness of dementia. A hospital health
care worker states “Most of our health workers are not
really well equipped with information on diagnosis and
management of dementia.”
It is also important to note that stigma does not only
affect persons with dementia but also family members or
carers. With these community perceptions, carers resort
to self-exclusion from communities to avoid;
1 Questions like “what happened to your relative?”
2 Blank stares at the person with dementia or carer
3 Intentional exclusion from social interaction for the
person with dementia and carer by community
members
4 Mockery statements from community members
The Strengthening Responses to Dementia in Developing
Countries (STRiDE) Project, run in collaboration with ADI
and London School of Economics and Political Science
(LSE), funded by UK Research and Innovation’s Global
Challenges Research Fund, is attempting to address
these barriers, by;
1 Reducing stigma by increasing understanding
and awareness of dementia among healthcare
professionals and community members and reduce
delays in seeking help via healthcare professionals’
increased capacity to identify and treat people. This
will be feasible with the help of an anti-stigma toolkit
for implementation in Kenya by the Africa Mental
Health Research and Training Foundation (AMHRTF)
and ADOK.
2 Providing recommendations for development of a
national dementia Plan that incorporates the rights of
people with dementia.
Dementia care in Kenya is clearly undergoing great
change. Although stigma remains a key issue, programs
such as ADOK and STRiDE are breaking down barriers
and creating greater awareness – not only within the
health sector, but more importantly, for people living with
dementia and their families. This is clearly a country to
watch – and one that is making great strides.
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4.9 The stigma of dementia - a personal story from South Africa
He told me I was too young to have dementia and put
my difficulties down to work stress. This made sense
at the time, as I had been under enormous pressure at
work for the past few years. This was the result of the
number of students more than doubling – from 25 to
60 – while the number of lecturers was halved. Instead
of four lecturers overseeing 25 students, there were two
of us managing 60 students. We were doing our best to
cope under extremely difficult conditions.
I tried advocating to have more lecturers appointed to
lessen the workload, but the University authorities were
unsympathetic and, only after pressure from the trade
union, the best they could do was to allocate funds for
appointing an additional lecturer for a few months.
This step didn’t do much to alleviate the extreme
workload, and after another two years I had a complete
breakdown. In that time my difficulties included:
• Losing my way while driving in the town I had lived in
for more than ten years.
• Being stuck at a green traffic light, quite incapable of
moving on.
Andre and Maryna

• Being unable to perform calculations – formerly a
regular part of my daily work.
• Inability to complete sentences while lecturing.

Contributors: Maryna Lehmann and Andre Mauritz, as
told to Sarah-Jane Meyer, freelance journalist

Maryna’s story
Like most people, if I thought of it at all, I considered
dementia to be an ailment experienced by elderly people
and I vaguely knew that it caused a loss of memory. I
certainly never dreamt it would be my destiny – after all,
no one in my family had ever had dementia.
What a shock it was when I was diagnosed with
Alzheimer’s disease. I was just 56 – far too young, I
believed – and it felt as if I had been stripped of my
identity. As an academic in agriculture, my passion was
mentoring a new generation of farmers that would feed
the nation, and my mind was my identity. I know there
was so much more I could have contributed.
In 2017, when I was diagnosed, I experienced the reality
that dementia – especially young onset dementia – can
be grossly unrecognised and underdiagnosed. For some
time, I had experienced numerous problems carrying out
the daily tasks that I had previously taken in my stride.
Multiplication sums, marking test papers and explaining
formulas in class were often beyond me. I frequently
forgot to attend meetings and on occasion had difficulty
completing sentences when presenting lectures. I
became extremely anxious, which led to more difficulties
and I made an appointment to see my family doctor.

• Inability to recall students’ names, even those I had
worked with for several years.
• Inability to follow discussions in meetings.
Seriously worried, I went to a second doctor who
referred me to a neurologist for further investigation. This
is when I experienced the first instance of stigma. At the
first consultation and throughout the various tests, the
neurologist spoke to me quite normally. But, after the CT
scan that showed my frontal lobe had started shrinking,
she spoke only to my husband, Andre, who had been
with me throughout the consultations. I had suddenly
become a non-person, no longer to be considered
when discussing matters of importance that affected me
personally.
I also found that many of my former colleagues started
avoiding me once they heard that I had Alzheimer’s. This
is possibly because they weren’t quite sure how to treat
me, and didn’t know what to say to me. Many people
are uncomfortable around those who are ‘different’ from
themselves, so they find it easier to stay away.
Our children have been enormously supportive, though.
We discussed the situation with them once we had the
diagnosis and explained that they should treat me just
as they always have. We still laugh and joke in the same
way as before, and this is heartening.
Our friends and neighbours, too, have been encouraging
and continue to visit just as they did previously.
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After the diagnosis, Andre and I started the lengthy
process of arranging my early retirement due to
Alzheimer’s disease. Without him I would have been
completely lost. The intricacies of financial issues and
dealing with the authorities, completing the necessary
forms and all the formalities were quite beyond me.
Fortunately, that is all behind us now, and after his
recent retirement we are looking forward to a life that still
has much to offer. We are extremely fortunate in being
financially secure, not wealthy, but we have enough for
our present and future needs.

Seriously worried, I went
to a second doctor who
referred me to a neurologist
for further investigation.
This is when I experienced
the first instance of stigma.
At the first consultation
and throughout the various
tests, the neurologist spoke
to me quite normally. But,
after the CT scan that
showed my frontal lobe
had started shrinking, she
spoke only to my husband,
Andre, who had been
with me throughout the
consultations
So much is lost when Alzheimer’s strikes, and it is crucial
that effective treatments and preventative measures are
found to combat this condition – for the present age
group and for the generations to come.

Andre’s story
My first thought when Maryna was diagnosed with
Alzheimer’s disease was that I had to try and protect her
from everything.

Of course, this was an over-reaction, but to be expected
under the circumstances. After all, this is the woman I
love, my soul mate.
She also happens to be a strong-minded person and
has always been very independent. She was hurting, but
over the past few years she has let me know that she is
still in control of her faculties and doesn’t want me to do
everything for her. She can, and does, do most things
for herself, including driving to the shops on her own on
occasion.
We have found that one of the most important factors
in dealing with Alzheimer’s is communication. Because
the person with Alzheimer’s isn’t always able to
communicate their needs and wishes as clearly as they
would like, those living with and caring for them need to
hone their own listening skills.
I have deliberately developed the habit of never
interrupting Maryna when she is talking, because I know
she might forget what she started saying. Losing your
train of thought happens to most of us at some time, but
when you have dementia it leads to anxiety. You can’t
help wondering if you are deteriorating, and this only
makes you more anxious.
There is a general lack of knowledge and understanding
of Alzheimer’s disease and it would be enormously
satisfying and rewarding to be able to help change this.
This is especially the case in countries like South Africa,
our home country, where many poor people are affected
by the condition and don’t have adequate resources for
dealing with it.
One of the startling facts uncovered during our dementia
journey was that unlike cancer or heart disease,
Alzheimer’s disease is not considered to be a ‘dreaded
disease’ so it is not covered under insurance policies.
Anyone who has been affected by any form of dementia
will testify to the devastating consequences of the
condition, and this sorely needs to be addressed.
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4.10 Stigma and dementia in sub-Saharan Africa: a Namibian
experience
Contributor: Berrie Holtzhausen, CEO Alzheimer’s
Dementia Namibia

Introduction
In sub-Saharan Africa there is not enough data about
dementia, which has a direct impact in the quality of
information available. Whereas it’s clear that raising
awareness and increasing education will help break
down the walls of stigma in Africa, it’s also important
to understand the cultural context and beliefs that can
influence this stigma.
Belief in witchcraft, HIV-AIDS, perceptions about western
medicine and un-enforced laws, are key causes of
stigma towards people living with dementia in Africa. This
stigma leads to the perception in communities that it is
okay to discriminate against people living with dementia.
Many are perceived to be witches and are ostracised,
isolated, chained-up with very little food and water and
sometimes killed.
Although there is a commonality about dementia all over
the globe, the situation in sub-Saharan Africa is unique;
dementia needs to be demystified in order to reduce
stigma against people living with dementia.

The belief in witchcraft and stigma
In sub-Saharan Africa, many people use traditional
means (witchcraft) to seek explanations for misfortune,
illness or death. The fact is that the belief in witchcraft
is common and is thus one of the main reasons
why stigma against people living with dementia is so
prevalent in the region.
In the Journal of Clinical Nursing, Professor Ingrid
Hanssen, Registered Nurse and Doctor in Political
Science, and Flora Mkhonto, Registered Nurse,
introduce the reader to the consequences of perceiving
people with dementia as witches, a common belief in
sub-Saharan Africa.1 They also demonstrate how lack of
understanding about dementia being a disease, creates
psychological distress and lack of care for people living
with dementia.
An American University study by Boris Gershman, notes
that “…witchcraft beliefs can have a direct adverse effect
on interpersonal relations via two main channels: by
fostering the fear of bewitchment and by spreading the
fear of witchcraft accusations, potentially entailing severe
sanctions, from destruction of property to ostracism and
even ritual killing.”2
In the 2016 documentary film, the African Witchfinder,
the reality of believing in witchcraft and the stigma
regarding people living with dementia in rural Namibia, is
depicted very clearly.3

Witchcraft beliefs breed anxiety, uncertainty, suspicion
and mistrust. They are fuelled by fear, jealousy and
dreams.
This creates the perfect storm for stigma in a society
that still accepts the belief in witchcraft as a part of its
culture. Many sub-Saharan African countries have a law
called: Witchcraft Suppression Law, however, there has
been a reluctance to enforce it as it is often regarded as
a discriminatory law.

Namibia
According to the Chairperson of The Law Reform and
Development Committee (LRDC), the Law is outdated,
discriminatory and accusatory: “A consolidated and
contemporary law must be developed, that balances
individual rights of freedom of persons, with the harm
associated with witchcraft, thus, it became a criminal
offence for African people to use their traditional
conventional means to seek explanations for misfortune,
illness or death.”4
Alzheimer’s Dementia Namibia responded as follows:
“The weapons in the fight against stigma and
discrimination of dementia are: awareness, education,
the Constitution of Namibia and the Witchcraft
Suppression Law. Laws never will, and can’t change
culture but laws do change behaviour and changed
behaviour can change the stigma and discrimination in
cultures.”
If LRDC believes that it is necessary to redesign the
Witchcraft Suppression Law in order to be more in line
with the Constitution of Namibia, and to be a more
contemporary law, Alzheimer’s Dementia Namibia will
be the first to help - for the sake of many people in
Namibia who are living with dementia and are not free;
not because of a disease but because of the stigma and
discrimination surrounding them.

South Africa
On 23 March 2010, the Minister of Justice and
Constitutional Development approved a South African
Law Reform Commission project to review Witchcraft
Legislation.5
One of the Commission’s projects, the review of
Witchcraft Legislation, supported the constitutional
guarantee of freedom of religion and protected
vulnerable groups. It was mostly women advanced in
age that were persecuted as witches by communities
holding traditional beliefs. These innocent victims were
vulnerable to a double degree: as women and as older
persons.6
This project was put on hold because the Traditional
Healers council and New Paganists opposed it.
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Witchcraft related stigma will never be stopped if the
gross human rights violations against people living with
dementia, perceived to be witches and wizards, are not
exposed as unacceptable.

Witchcraft beliefs breed
anxiety, uncertainty,
suspicion and mistrust
and witchcraft beliefs are
fuelled by fear, jealousy
and dreams. This is the
perfect storm for stigma in
a society

HIV-AIDS
Out of the 34 million HIV-positive people worldwide,
with roughly 23.8 million living in the continent of Africa.
Sixty-nine percent live in sub-Saharan Africa. Ninety-one
percent of the world’s HIV-positive children live in Africa.7
HIV dementia is a common cause of dementia in
African nations. AIDS Dementia Complex (ADC) is more
common than Alzheimer’s disease in Namibia, South
Africa, Uganda, Kenya, Tanzania, Nigeria, Gabon, and
Togo. So, an underestimation of dementia numbers in
many African nations could be due to the Alzheimercentric view of dementia (Professor William Hu).
Some of the side effects of treatments also exacerbate
beliefs and issues around witchcraft. One medication
called EFV 600mg (Efavirenz) describes side effects as:
“Changes in the shape or location of body fat, especially
in your arms, legs, face, neck, breasts and waist” and
“…serious mental health problems, unusual dreams
and seizures...”. These side-effects, especially for men
developing breasts, are often interpreted as a person
either being a witch or being bewitched.

Access to medication and personcentred care
The fight against stigma in sub-Saharan Africa can’t be
won without access to correct medication and properly
trained physicians and medical professionals, focusing
on some important facts, namely:
• The belief in witchcraft is real
• Firmly establishing that dementia is not part of normal
ageing but a terminal disease
• The very specific link between HIV-AIDS and
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dementia in Africa
• Discussing the cause of the disease and the
diagnosis in detail with patients and their carers is
vital
• Explaining what the physician wants to achieve with
the medication (e.g. suppression of the viral load,
managing high blood pressure, high blood sugar etc.)
• Explaining and being transparent about possible side
effects: establishing the benefit of the medication
over the side effects or the danger of side effects
and that these need to be reported and discussed
immediately with the physician. Plus giving people
clear examples of how side effects have been
misunderstood as signs of witchcraft
In order to better support members, Alzheimer’s
Dementia Namibia is in the process of employing
a Registered Nurse with 11 years of experience in
screening, awareness and education of people living with
HIV-AIDS.
According to him, “Combination HIV medication can
cause a lot of side effects, most of them are psychotic
in nature and psychosis is seen as one of the key
signs of being a witch. Identified side effects include
hallucinations, violence, removal of clothes, talking to
yourself, slurred speech, being withdrawn, drowsiness,
irritability, constant headaches, loss of memory. This
has misled a lot of health professionals because they
did not, and still do not recognise these symptoms as
side effects of the medication. We admit these people
living with dementia and put them on anti-psychotic
medication”.
This was brought to the attention of the Ministry of
Health, and from 2019 new guidelines were implemented
so that anyone developing psychosis, as a side effect
of Efavirenz, is switched to another anti-retroviral drug.
This is now happening in Namibia and also in Zimbabwe.
The previous dosage of Efavirenz has now also been
reviewed, reducing it from 600 to 400 milligrams.

Conclusion
The stigma and misunderstanding surrounding dementia
in sub-Saharan Africa are a devastating reality for
individuals living with the condition.
No nation can be free before everyone is free. People
living with dementia are not free, not because of a
disease such as Alzheimer’s or HIV-AIDS related
dementia, but because of the stigma and discrimination
against people living with dementia.
The challenges of stigma in sub-Saharan Africa regarding
dementia diseases ask for a holistic approach of the
origin, role and place in the belief of witchcraft, western
medicine, the way western medicine is being practiced,
the relationship between western and traditional
medicine, judiciary (common law and the traditional
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law, and human rights balance with every country’s
constitution.
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4.11 A carer’s perspective: My life with my father Joel Mbithuka
Kasimu
Contributor: Elizabeth Mutunga, CEO & Founder
Alzheimer’s & Dementia Organisation Kenya
My father’s name was Joel Mbithuka Kasimu. He was a
senior police officer with the rank of Officer Commanding
Station (OCS) and a very well-dressed individual who
loved his family immensely. Although he was a busy man,
he took time each evening to read to me and these story
books helped develop my language and imagination.
Being the first born, in sharing these powerful stories, he
made me believe I could be anything I wanted to be.
In 1984, when I was only 9 years old, my Dad went
into a diabetic coma. It was frightening to see my hero
unable to do much for himself. In 1985, he had to retire
early due to medical reasons. This made him really sad,
as he loved wearing his uniform and he also missed not
being able to serve the community. In 1989, we lost a
sister, and this added to my Dad’s sadness. The reason
I am giving this background is to illustrate how far back
the issues started. In 1992, my Dad moved the family
from a four-bedroom house to a five roomed house. He
then started selling the car in parts; the tyres separately
from the rest of the vehicle. This was shocking to us. He
then became violent which was totally out of character.
This created a rift in the family as he was always looking
for an opportunity to fight with us. I soon had to go and
look for work to provide for the family.
It wasn’t until 2007 that I heard the word dementia. I
was shocked when we were informed that there was
no cure. This was almost 15 years after fighting with
Dad and not understanding what the issue was. A lot
of people in Africa in the 1990’s believed that dementia
was a disease of the West and thus Africans could not
get it. My father came from a community where people
believed if there were issues happening to you and they
could not be explained it was because you had been
bewitched; you must have done something bad to the
gods and thus you were being punished. As he was
elderly, others believed it was a normal part of ageing.
Due to the stigma of the disease, a lot of people would
not visit our homestead for fear of the same disease
affecting them.
This prompted me to look for a support group to plug
into so I could understand more about the condition but there was none. This pushed me to start a group,
which ran till 2009, when my Dad rested. The journey
with dementia was gruesome and I did not want
anything to do with it anymore and so packed away that
part of life and moved on.
In 2013, I received five phone calls from different
individuals who had been referred to me, or who had
read my story, as I used writing as a way of dealing with
the pain I went through with my Dad’s illness. I was
initially quite angry when I received all these calls as I
had made a pact with God and myself that I would never

do anything or come close to this condition again. The
people calling were so persistent that I decided to have
one meeting where we could decide way forward. We
never turned back since then and the support group
still runs today. We have invited experts to come to
speak to caregivers during the monthly meetings and
educate them on the condition. This has changed their
perceptions on dementia.
As caregivers one of the things we have worked on is
creating awareness about dementia. We have used both
print and digital media and awareness in the church
to combat stigma and the misbeliefs surrounding the
condition. Initially, when we started creating awareness,
we would have to make many calls for even one radio or
television station to interview us but now it is them calling
us, and that is a great shift.
Referrals from neurologists have also helped Alzheimer’s
and Dementia Organisation Kenya (ADOK) in that we are
now able to support more people. Involvement by the
Ministry of Health in all their Technical Working Groups
has helped in pushing forward the agenda of ensuring
that we are moving towards having a national dementia
plan in Kenya and policies to cater for people living with
dementia and their carers.
There are a lot of studies now being carried out in Kenya
as there is very little data on dementia and even the
Government needs to recognise it is a huge burden to
the carers; financially, emotionally and spiritually. Kenya
is also part of STRiDE (Strengthening responses to
dementia in developing countries) and this has been
beneficial as we have more interactions with the Ministry
of Health and so, for anything on dementia, ADOK is
the go-to organisation. In 2017 Kenya also held our
first conference in partnership with ADI and this was an
eye opener to how big the problem of stigma really is. I
remember most people were shocked to know that there
was an Alzheimer’s association in Kenya.
The issue of stigma is still rife especially in some areas
in Kenya, but this is changing as more people are calling
ADOK to ask where to start. If they have seen a doctor,
then they are directed to attend our support group. By
meeting other people going through the same thing, it
helps with acceptance. People are then more confident
to speak out and this reduces self-stigma. Self-stigma
is the greatest hinderance to dealing with dementia and
once this is dealt with, it will have a ripple effect on the
issue of stigma in general.
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4.12 Fighting stigma in the Middle East. Who speaks on behalf of
people with Alzheimer’s and dementia?

Contributor: Princess Nouf bint Muhammad, acting
CEO of the King Khalid Foundation

Unfortunately, that is only one source of stigma reduced
and others remain.

My first encounter with Alzheimer’s, that then curious
disease with a strange sounding name, came many
years ago when most of what we knew of such mental
health issues was “senile dementia”, which seemed
inevitable, yet you prayed and hoped your elderly
relatives, and eventually yourself, would escape its
ravages.
What was it, what did it mean, how did it differ from
other forms of dementia; all questions still unknown
to many of us at the time; talked about quietly, and
only between family members. Visits were limited to a
smaller and smaller number of people, not as result of
the anxiety it might cause, but to preserve the dignity
of the person living with dementia. Sons and daughters
wanted to protect their loved one as they lost their
ability to communicate, to judge situations, and conduct
themselves in the manner that suited their age and social
standing, as family patriarch or matriarch.

Stigma associated with diseases and mental disorders
manifest through a series of interconnected factors such
as the spread of misinformation, lack of awareness,
and prejudice that leads to discrimination. The fear of
tackling cultural taboos and the systemic lag in public
provision of education, health and social services are
among the culprits as well. As I have been privileged with
chairing the board of the Saudi ADHD (Attention Deficit
Hyperactivity Disorder) Society (Ishraq), I have also seen
the dangerous side effects of stigma, against what are
considered mental health disorders. Many of the families
were often resistant to accepting diagnosis and seeking
assistance out of fear of the stigma they and their
children might face. I believe this also happens to people
living with Alzheimer’s disease and other dementias, their
carers and families. Moreover, unfortunately, limiting their
options to seek care and support, accept diagnosis, and
take advantage of the coping mechanisms that can be
available to them.

As family awareness of the disease increases, and we
know more about how it starts, how it affects the mind,
and that it could start much earlier on in life, the stigma
is reducing. Understanding the different stages, and that
it is a medical condition and not a natural progression
of old age, has helped family members cope better,
and has reduced the embarrassment that they felt for
themselves, as well as their diagnosed family member.

Arab societies assign larger roles to extended families
and greater social connections. We consider values of
respect and dignity for the elderly as a duty and source
of pride. This leads some families to avoid reaching
out to healthcare professionals, carers or professional
social services to help relieve the burden of their ill loved
ones or the responsibilities associated with taking care
of them. Families are intimidated by the stigma of care
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homes, which might be perceived as abandonment.
Another disincentive to families seeking care is the
damaged reputation of public social care institutions for
the elderly and the perceived poor quality of the services
they provide. Due to those factors, the stereotype
about older age and dementia pushed people living
with it to stay in the shadows. For that, the role of
raising awareness of the disease and advocating for the
rights of people living with it and their families serves as
important solutions to those problems.

Many of the families were
often resistant to accepting
diagnosis and seeking
assistance out of fear of
the stigma they and their
children might face
In addition to awareness, one of the important ways we
can fight stigma is by making affordable, high quality
governmental and non-governmental health and social
services available to people with dementia. They should
also be mindful of the needs and support that cannot
be provided at home. These services should not be
considered as luxuries available only to those who could
afford home care. Subpar standards of these services
leave many individuals, rich or poor, vulnerable.
Who should carry the burden of tackling this disease?
I believe that governments cannot deliver inclusive
healthcare and work toward eradicating the stigma
against dementia alone. It is a collective effort that we
all can be a part of, as governments, private sector,
non-profit organisations and societies. Investing in the
number of non-profits and building the capacity, in
particular, can drastically improve the lives of people
living with dementia, their loved ones and carers. As
too would increasing training and expertise, especially
around diagnosis and coping post diagnosis. Nonprofit organisations serve an important role in raising
awareness of Alzheimer’s disease and dementia,
advocating for the rights of patients and their carers.
Those types of contributions would hopefully lead to
correcting the negative connotations associated with
the disease, improving the way people are treated; with
dignity, respect and free from prejudice.
Our strength at The King Khalid Foundation is in our
ability to bring the voices of our beneficiaries forward.
For the longest time, the non-profit sector in the Middle
East and North Africa has focused on delivering the
basic needed services on the ground, and responding
to basic demands of their beneficiaries. When it
comes to tackling stigma, it is essential for NGOs (Non
Governmental Organisations) to spread awareness about
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stigmatised communities, most importantly to push
forward the voices of those who are being stigmatised;
not as victims but to validate the challenges that they
are going through. NGOs need also provide solutions
and road maps to build the awareness of and help direct
policy in their developmental, health, and education, and
financial plans too.
At the Foundation, we work closely with various nonprofits by providing them with funding and investing
in social awareness campaigns that promote social
inclusion, acceptance, and celebration of the added
value and benefits, those who are vulnerable provide
to society and the economy once they are enabled.
Through our capacity building workshops, we were
fortunate to serve our local Saudi Alzheimer’s Disease
Association since 2011. We worked with the Association
on training their team on project planning, monitoring,
and measuring impact. We are proud to commend
the Saudi Alzheimer Association for their advocacy
efforts to normalise Alzheimer’s as a legitimate disease
that needs proper services in the Saudi healthcare. In
2019, the Association succeeded in making diagnosis
and treatment of Alzheimer’s disease available without
out-of-pocket costs at the minimum mandatory health
insurance coverage in Saudi Arabia, unlocking needed
funding and allowing greater access for millions of
people to those services. Such efforts, encompassing
the consistent engagement of the public and dedicated
direct advocacy with policymakers are a great example
of how non-profits serve their beneficiaries directly and
indirectly.
Whether it is through research, pursuing policy change,
or through spreading awareness publicly, we truly believe
that NGOs in the region need to spend more time and
effort to bring the voices of the vulnerable forward,
including the voice of people living with Alzheimer’s
disease. The best way to help people with Alzheimer’s is
not only to provide them with the needed services but to
give them a voice. As NGOs, the best that we can offer
them and their families is the gift of understanding and
advocating, and for society to remember that the burden
of disease needs to be shared publicly.
Note: The King Khalid Foundation is an independent
Saudi non-profit that works on creating prosperity
in the Kingdom by mobilizing stakeholders through
social investment, capacity building and advocacy. The
Foundation, established in 2001, has championed the
cause of expanding the non-profit sector and spreading
sustainability practices in the private sector. The
Foundation has a long-standing history for pioneering
socioeconomic research relating to poverty, financial
inclusion, and quality of life, with a special attention to
put forth evidence on the characteristics of vulnerable
groups in the country. For more information, kindly visit
the Foundation’s website: www.kkf.org.sa
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4.13 A view from a memory clinic in Oman

Contributor: Dr Hamed AL Sinawi, Senior Consultant
Psychiatrist, SQUH, Chairman, Oman Alzheimer›s
Society & Oman Psychiatry Society
Stigma and negative attitudes toward people with mental
health problems are a global phenomenon, which is
often extended to include patients, their caregivers, and
also mental health professionals. In Oman, mental health
services used to be provided at separate hospitals,
which meant mental health workers didn’t get to work
with other health professions. This lack of contact
with others led to them being perceived as “working
with crazy people” or “acting like their patients”. More
recently, mental health services have been integrated
with other health services. This means both patients and
mental health professionals have a chance to mix with
others and challenge negative stereotypes. Dementia
services are relatively new in Oman with the first memory
clinic being introduced in 2011. People with cognitive
impairment who were admitted to medical or surgical
wards often got discharged from hospital without referral
to the memory service as some health workers believe
that not much can be done for such patients, since there
is no cure for dementia.
Unfortunately, stigma still exists and this means people
are sometimes denied access to services or denied their
right to make choices about their health care. At times,
during the medical interview, health care professionals

only talk to the caregivers without involving the person
with dementia even when they are at the early stages of
the disease. Some caregivers ask that the person with
dementia is not told about the diagnosis, which in my
opinion is also stigmatizing to the person, as it denies
them the right to know about their condition.
Self-stigma is quite common in people with dementia
who attend our clinic, especially those in the early stages
where denial is exhibited. They may seek a second
opinion abroad and refuse to accept the diagnosis. This
eventually makes them endure unnecessary expenses
and delays the start of treatment.
But things are slowly changing. Many people, including
health care professionals, are becoming more receptive
to learning about dementia and to referring patients to
the memory clinic for assessment. This can be partly
attributed to the dementia awareness campaign that was
introduced few years back and included workshops,
social media posts and lectures to non mental health
workers in other department about dementia. We often
come across colleagues from other hospital departments
who contact us for a consultation as one of their family
members is exhibiting symptoms of dementia and this
personal experience makes them realize how we can
support patients and their caregivers, even if there is no
cure for dementia.
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4.14 Creating an Alzheimer association; the story of the Alzheimer
Indonesia Foundation
Contributor: DY Suharya Regional Director, Asia Pacific
Alzheimer’s Disease International

and empower them with knowledge, skills and a network
to support each other in the journey of caring.

When my Dad informed me that my Mom (75 years old)
was diagnosed with vascular dementia back in August
2009, I was shocked and confused. I was in the first year
of my PhD scholarship after earning my Master of Public
Health at Curtin University in Perth, Western Australia.
When I had left Indonesia back in 2007, I was actually
planning to move and live in Australia for good. However,
my destiny seemed to bring me back home and I
realised that God (and the universe) had better plans laid
out for me.

I started off the new ALZI in 2013 supported by the
Board of Trustees, only 5 volunteers and no funding.
We were committed to conduct activities to end stigma
around people with dementia and carers in Indonesia,
a country with a 250 million population; where 8% of
the population are over 60 and the estimated number
of people with dementia is 1.2 million; with US$2 billion
economic cost. We believe in our vision and mission
immensely. If there’s a will there is a way.

Learning about my Mom’s vascular dementia diagnosis
in 2009 helped me reconcile almost two decades of
struggling with my relationship with her. Mom had
actually showed symptoms of dementia in her mid 50s. I
felt real guilt.
The circumstances literally led me to a big decision, to
simply ‘let go’ of my PhD and return to Jakarta in May
2012 and to commit to taking care of my Mom and to
supporting my 80-year-old Dad. As he was the main
carer, I tried my best to protect his physical and mental
health in the “unknown” caring journey facing us.
The journey started when I accompanied Mom to a
psychogeriatrician and was definitely not satisfied with all
the answers to the questions we had. How to deal with
challenging behaviour – sundowning? Refusing to eat?
Agitation? Delirium? Suspicion? Hallucinations?
The doctor suggested I attend the Alzheimer’s Disease
International (ADI) conference in Taipei in April 2013
which led me to cross paths with the ADI “family” – at
that stage, more than 80 member associations (now
100). I was inspired by members around the world who
had done many things related to awareness raising, risk
reduction, research, training, education, person-centered
care methods, and advocacy. I learned so much from
the conference and felt so lucky to have crossed paths
with everyone including one of the people I admired from
TADA – Secretary General Li Yu Tang. I pledged then
to establish an association back home – what was to
become The Alzheimer Indonesia Foundation.
On 3 August 2013, Alzheimer’s Indonesia Foundation
(ALZI) was officially established in Indonesia by multidisciplinary founders, from a carer to a lawyer, a
psychogeriatrician, a neurologist, a communication
specialist and sports medicine doctor.
In truth, the new ALZI was actually a follow up, a
transformation, from The Association of Alzheimer
Indonesia which was created in 2000 and became a
member of ADI in 2009. ALZI’s vision was, and is, to
improve quality life of people with dementia and carers

I had been inspired by Steve Jobs, who talked about
why we should “connect the dots” in everyone’s life,
which was something that I did in my early days in
kickstarting the first ever Alzheimer’s awareness raising
program, in September 2013. With only 500 participants,
we managed to convince the Indonesian Minister of
Health to support our cause.
One of my biggest goals was to influence policy makers
and the Government about the importance of having
a national dementia plan with sufficient budget. The
Government of Indonesia subsequently launched its
first ever Dementia National Plan with a modest budget
in March 2016, one of the first countries in ASEAN
(Association of Southeast Asian Nations) to do so.
I had a vision that nothing would be impossible if we
could work together to create an inclusive society,
following the principles of human rights and involving all
partners – including people with living with dementia,
carers, institutions, national and local government,
private sector, non-profit organisations, health and care
professionals and many others.
I was motivated to make things happen and to spread
awareness that memory loss is not a normal part of
ageing; that it’s important to identify the 10 warning
signs of dementia early so you can make comprehensive
plans for a good quality life in the long- run. I had
experienced it myself, in caring for my Mom. She was
actually showing symptoms of cognitive impairment for
two decades before she was diagnosed, and the entry
points that affected her were hypertension, malnutrition
and depression. The fact is; one person is diagnosed
with dementia – but the entire family is affected and
knowledge is definitely power.
My Dad is in his 90s now. He was the primary carer for
my late Mom, who passed away in April 2017 - but her
legacy continues. Now my Dad has been helping other
husbands navigating the dementia carer path.
My sister won a traditional nationwide Poco Poco dance
competition involving people in their 50s and she’s
now the official Poco Poco dance instructor, a dance
that’s designed as part of risk reduction activity around
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dementia - if done consistently, for example for 30 mins
a day, 5 times a week, there can be 37.5% improved
neuroplasticity1.
ALZI started its movement in 2013 and 6 years on, in
2019, we have more than 50 partners, 21 chapters
(18 chapters in Indonesia and 3 chapters in USA,
Netherlands and Switzerland) that have committed to
increasing awareness in their own communities. For the
past six years our movement of “Do Not Underestimate
Memory Loss”, #EndStigma and “RespectYourElderly”
has changed the landscape of dementia and elderly
awareness in Indonesia through the production of an
information materials, including the 10 warning signs,
introduced carer meetings and hosted the country’s first
Alzheimer’s walks, with over 10,000 people attending
in Jakarta alone over 5 consecutive years. Twenty other
cities throughout Indonesia have hosted walks, picnics,
inter-generational initiatives, virtual runs and many other
activities.
Through ALZI’s strategy in building partnerships with
all sectors, the organisation has garnered support
from government departments and local and national
businesses.
After three years running the organisation on a voluntary
basis, the ADI Twinning Programme helped link up
Alzheimer Netherlands and Alzheimer’s Indonesia. In
2017 Alzheimer Netherlands and the Ministry of Health,
Sports and Welfare also supported ALZI to host the
first ever Asia Pacific Conference in Indonesia. A very
strong partner – Atma Jaya University has been part of
the journey since 2015 and as a respectable academic
institution under the leadership of Dr Yuda Turana, ALZI
has strengthened its programmes to deliver impact
to the society involving youth and technology and
innovative interventions including film, webinar, and many
others.
ALZI now leads a network of dedicated volunteers who
plan events, conduct advocacy, and lead carer meetings.
Purple Troops in Jakarta was established to help the
elderly and link them up to receive screening in the
nearest clinic in Jakarta. Capacity building is indeed the
key as well as conducting programs that are impactful.
Indonesia has the fourth largest population in the world
at 250 million. It’s made up of over 17,000 islands, and
600 cultures call these islands home. Asia, specifically
Asia Pacific, has the fastest growing population of
people with dementia in the world, out of 50 million
people with dementia, almost half live in the region.
Often, in low- and middle- income countries health
and care priorities focus on tackling and reducing the
number of communicable diseases, improving access to
clean water and poverty eradication. However, with the
growing population of people with dementia expected
to rise to 4 million by 2050, every sector of society
will be impacted. How dementia is perceived in these
sectors may be very different within each culture and
geographic region - which is a challenging task. In the

villages, outside the major cities, many families believe
dementia is a normal part of aging and keep their loved
one at home, isolated from society, out of shame or
embarrassment.
The path forward? To continue to support and
strengthen Indonesia and other members in the Asia
Pacific Region to be able to maximise their resources
and assets, empower and improve quality life of people
with dementia and carers. For me, this is a lifetime
commitment.
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4.15 145 Indigenous languages and no word for dementia: use of
innovation and technology to help overcome stigma
Contributor: Dementia Australia
In Australia today there are 145 Indigenous languages
in use and within these the word dementia, cannot
be found.1 This directly results in stigma and
misunderstanding associated with the condition.
Recent studies have shown Indigenous Australians are
3-5 times more likely to develop dementia and at an
earlier age of onset than non-Indigenous Australians.
Generating meaningful communication pathways
between dementia researchers, health service providers
and Indigenous communities is critical to providing
better prevention, diagnosis, treatment, and care
options for Indigenous Australians living with dementia.
Recent hearings at the Australian Royal Commission
into Aged Care Quality and Safety highlighted the need
for culturally-safe practices to be embedded into care
as well as stressing the need for more research to
support the development of good models of care for
Indigenous Australians. Witnesses to the Commission
reported a lack of respect of culture and customs in the
delivery of care, including racism, lack of understanding
of the Indigenous attachment to country and a lack of
Indigenous carers within the aged care system.
While timely diagnosis can be problematic for anyone
living with dementia, within Indigenous communities this
can be heightened by a lack of culturally appropriate
diagnostic tools. Poor recognition of dementia within
Indigenous communities and among health care workers
and service providers compounds the issue. The use
of culturally appropriate validated cognitive assessment
tools is critical, especially when we note that, within
the 145 Indigenous languages used across Australia
today the word dementia cannot be found, which in turn
results in stigma and misunderstanding associated with
the condition. 1
The preferred tool is the Kimberly Indigenous Cognitive
Assessment tool (KICA)(i). This is a tool designed for
Aboriginal and Torres Strait Islander people in the
Kimberley region and has been modified for Aboriginal
and Torres Strait Islander people in urban areas.
Innovative approaches to engaging Indigenous
populations are being developed, tested and deployed
in Australia programmes including Dementia Yarn Up(ii), a
collaboration between Dementia Australia, the

(i) https://www.perkins.org.au/wacha/our-research/indigenous/
kica/
(ii) https://www.dementia.org.au/resources/indigenous-hip-hopproject-yarn-up-about-dementia

Gunditjmara community, Nathan Lovett-Murray, Winda
Mara Aboriginal Corporation and Indigenous Hip Hop
Projects that has resulted in the production of a hip hop
music resource on dementia, wellbeing, culture and
respect, going some way to reducing the stigma within
Indigenous communities.
Dementia Australia’s innovation and leadership in the
application of virtual reality (VR), interactive video games
and apps (applications) is also being adapted to assist
engagement with Indigenous populations. Dementia
Australia’s Centre for Dementia Learning (CDL) has
developed a wide range of applications in consultation
with carers, people living dementia and educators. The
application of VR, interactive video games, and apps
continues to transform dementia care and practice for
people living with dementia, families and carers across
residential and community care settings. Some of the
programmes have also now been introduced to Canada,
Singapore and Czech Republic.
The CDL’s exploration of emerging technologies such
as VR and computer games has been an exciting focus
for more than six years and a wide range of applications
have been developed in consultation with carers, people
living with dementia and educators. The drivers have
been to create immersive and impactful experiences
that aim to build empathy and meaningfully resonate
with users to inspire positive change. The different
applications are powerful tools and offer an experiential
way for all who work in the industry to increase their
understanding thereby improving their practice.
The impact of these technologies has been measured
through ongoing and independent evaluation as well as
consumer consultation that demonstrates how the use
of these tools in education and information sessions is
influencing change in residential and community care
and improving the lives of those living with dementia.
Key products that have been developed are two apps,
The Dementia-Friendly Home™ and recently, A Better
Visit™, which are examples of the way technology can
be accessible via everyday devices. One empowers
carers to understand how they can better support
a person living with dementia to maintain their
independence and dignity and continue living at home,
while the other has fun, engaging games to enhance
communication and facilitate positive social interactions
with visitors.
A third application is The Virtual Forest™, an interactive
computer game which creates a beautiful, calming,
natural setting, and provides people living with dementia
the opportunity to reclaim a sense of control over a part
of their lives by interacting with ducks, fish, a dragonfly,
a butterfly and forest trees with just the wave of their
hands.

135

ATTITUDES TO DEMENTIA

For those who do not live with dementia, it can be
difficult to understand what it might be like for someone
experiencing changes in their brain, or to comprehend
the way in which communication and the environment
around them impacts on their cognitive function. The
Virtual Dementia Experience™ provides an immersive,
experience-based workshop which allows carers to
develop a strong sense of empathy by ‘virtually’ being
in the shoes of someone living with dementia. An
evaluation by Australian-based Swinburne University
found that dementia care workers who undertook the
Virtual Dementia Experience training gained threefold
more empathy for the person living with dementia
and they were able to identify more dementia-friendly
elements and care practices.
The workshop has been adapted as technology has
evolved, with an updated version now available on
lightweight, mobile VR googles, called EDIE (Educational
Dementia Immersive Experience)™. The virtual reality
experience enables participants to see, feel and hear
through the eyes of a person living with dementia as
he navigates his house late at night trying to find the
bathroom. Participants are fully immersed and can even
hear the heart beat faster as the situation becomes more
and more confusing and challenging.
This portable experience has resulted in the ability to
rollout EDIE workshops all over Australia, enabling aged
care workers in regional and remote areas to experience
the insights the technology elicits. It also offers a more
economical option for providers since it minimises or
removes the need for staff travel and time away from
their workplaces.
An evaluation of EDIE has found it significantly improves
knowledge, changes attitudes towards dementia,
and stimulates greater empathy and understanding of
care needs. While not all challenges are that simple to
address, it shows how valuable Information Technology
and applications can be for the health industry.
EDIE is also being used to break down the barriers
and educate Aboriginal and Torres Strait Islander
communities, with an educational programme being
delivered to remote Indigenous communities in far north
Queensland’s Cape York region, including Wujal Wujal,
Hope Vale, Lockhart River, Bamaga, Pormpuraaw,
Kowanyama, Weipa. Funded by the State’s Northern
Queensland Primary Health Network, the programme is
aimed at health, community, hospital and other staff and
community members who are working with adults, older
people and those living with dementia.
Dementia Australia is committed to creating unique,
accessible, learning experiences for participants
that touch, move and inspire them to transform their
dementia practice through a change in attitudes and
behaviours. A whole of society focus on educating
the wider community and not just people living with
dementia and their carers is key to reducing stigma,
discrimination and increasing understanding of dementia
in communities.

For more information on all the products and
programmes above visit https://dementialearning.org.au/
technology.
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4.16 Māori, Mana and Mate Wareware: Rauawaawa Kaumātua
Charitable Trust and its experience in supporting Kaumātua with
Dementia
Contributors: Rangimahora Reddy & Pare Meha,
Rauawaawa Kaumātua Charitable Trust, Dr Etuini
Ma’u, Waikato District Health Board, Prof John Oetzel,
University of Waikato
When asked to contribute to the World Alzheimer
Report, we set out to identify the challenges of stigma,
awareness raising, and diagnosis for Māori along with a
unique cultural programme to address these challenges
at a kaumātua (elder) serving organisation in Aotearoa
(New Zealand)
With a vision of “Hei manaaki ngā Kaumātua” – “To
enhance the quality of life and wellbeing of Kaumātua”
– Rauawaawa Kaumātua Charitable Trust was
established in 1997 by a group of Kaumātua (elders)
concerned about loneliness and other key challenges
facing Kaumātua. Based in Hamilton, New Zealand,
Rauawaawa is an organisation firmly rooted in Kaupapa
Māori principles (a philosophy of Māori for Māori). Central
to these principles is the concept of mana (status,
prestige), promoting practices that protect and uphold
the dignity of Kaumātua, supporting their independence,
and ensuring Kaumātua voices resonate through what
we do, how we do it and when and where it is best
done.
Rauawaawa is based out of Te Puna o Te Ora, a facility
set up in 1941 as a residential facility for Māori moving
from the rural areas into the city for work. It offers a rich
history in its service to Māori and is unique in serving
those that are the same age or younger. Many Kaumātua
that engage with Rauawaawa today fondly recall the role
the facility played in their earlier lives.
As in Maoridom, Kaumātua at Rauawaawa are revered
for the mātauranga (knowledge/wisdom) gained from
their lived experiences and for the central role they play
in their whānau (extended family) and wider iwi (tribe).
Many are also known for their experience as practitioners
and custodians of tikanga (cultural customs). Kaumātua
are often the first point of call in whānau crises; the
cultural equivalent to the health emergency number. They
are also greatly relied on by organisations to provide
tikanga for events (e.g., opening a new building) and
cultural training. In short, the reliance on Kaumātua has
grown significantly over time.
But what happens when Kaumātua who have been
the rangatira (leader) in the whānau end up needing
manaaki (caring) themselves because of mate wareware
(dementia)? Holding mana as a result of their rangatira
role in a whānau can make it extremely challenging for
both themselves and their whānau to acknowledge
the symptoms, become informed, seek out a proper
diagnosis, and access the support they need to enhance
the quality of life and wellbeing of their Kaumātua. In a

nutshell, the stigma of mate wareware may be enough
for Kaumātua to resist sharing what they experience
in the early stages, to disagree to having a proper
assessment and to decline the opportunity to learn
about the illness.
The stigma may also be enough for whānau members
to try and hide what is happening with their beloved
Kaumātua in an attempt to protect the mana of their
Kaumātua and ensure they are not categorised or
treated in a way that is not befitting of them, their
whānau or their past. Other efforts to protect a
kaumātua’s mana may include wrapping them in “cotton
wool” or surreptitiously curtailing their independence
by assuming more of the decision making for them.
Another challenge with this stigma is it can induce
assumptions of independence no longer being possible
for the Kaumātua concerned; e.g., a vehicle, bicycle or
scooter maybe confiscated by whānau as they try to
protect their Kaumātua and others from physical harm
and yet it still may be possible for the Kaumātua to have
independence.
The realities of caring for Kaumātua with mate wareware
are as diverse as they are challenging, as a balance
is sought between promoting independence whilst
maintaining safety. Rauawaawa as a provider of culturally
focussed day programmes have been tested a number
of times with providing adequate care for those with
mate wareware. The outcomes have not always been
up to our own expectations. The realisation that, as an
organisation, you are no longer able to provide the level
of oversight needed for a Kaumātua can bring on a rapid
and horrendous sense of panic for their safety when they
go missing. The possibilities of harm that run through
your mind are endless as is the hole in your stomach
from worry and the ache in your heart from failing to be
the safe pair of hands that Kaumātua need you to be
and that Whānau rightly expect you to be.
These experiences made us realise at Rauawaawa that
safely integrating Kaumātua with mate wareware into our
usual programmes, whilst still maintaining their mana,
would be difficult for those with a more advanced mate
wareware and that a more robust programme focussed
solely on kaumātua with mate wareware was needed.
In 2018, Rauawaawa were supported by Alzheimer’s
New Zealand (NZ) to develop and implement a culturally
responsive programme to promote understanding of
mate wareware and the services available to support
both the individual and whānau. The programme is
called Hiki te Wairua (Lift the Spirit) and includes four key
components:
1 A weekly group-based programme incorporating
opportunities to engage and participate in activities
such as te reo (Māori language), waiata (Māori
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songs), poi (Māori action songs) and rakau (Māori
stick games).
2 Individualized visits that incorporate opportunities to
educate and share information on mate wareware
with whānau and Kaumātua, as well as provide
information on the services available for them to
access for support.
3 The incorporation of mate wareware service
providers in quarterly health expos to promote
awareness, and include opportunities for providers
and potential clients to develop relationships.
4 To profile mate wareware in our annual Kaumātua
Olympics which hosts Kaumātua service providers
and their Kaumātua from across the North Island of
NZ. This programme will be launched in Alzheimer’s
month with Alzheimer’s NZ at Rauawaawa.
Kaumātua are a cultural taonga (treasure). Symptoms
that change them from what they have been in the past
to who they are with mate wareware are challenging.
Their significant contribution to the wellbeing of a
whānau, iwi and community is a small reminder of why
they deserve the best of care available to ensure “Hei
manaaki ngā Kaumātua.”
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4.17 Federazione Alzheimer Italia – developing a model for
Dementia Friendly Communities.

Contributor: Mario Possenti, Segretario generale,
Federazione Alzheimer Italia
The Italian Dementia Friendly Community program was
started in 2016 by Federazione Alzheimer Italia, the
largest national non-profit organization dedicated to
the promotion of medical and scientific research on the
causes, care and assistance for Alzheimer’s disease and
dementia.
For the pilot project Abbiategrasso was chosen, a
30,000 inhabitant town in northern Italy, on the basis
of a protocol developed in the United Kingdom by
Alzheimer’s Society. The basic idea was to evaluate
the feasibility of a large-scale dissemination of these
communities while always keeping in mind the
peculiarities of Italian society. For this reason, the project
was designed, integrating best practices from various
experiences of European and non-European countries.
We used the Dementia Friends logo created by the
Alzheimer’s Society, however, we considered that, in
Italian, the best translation for the project was “Friendly
communities of people with dementia” to pay more
attention to the person as the center around which the
whole community revolves: listening to their voice and
being guided by their indications adds meaning and
great value to the whole project.
Federazione Alzheimer Italia considers every reality in
creating a path towards a community that knows how
to listen and support people with dementia. Through
practical examples and suggestions on the main actions
to be taken, the communities can then decide which
activities and initiatives to use in order to make their
territory welcoming for people with dementia.

From the beginning we felt the need to frame the
project in the most precise way so that it was not only
replicable and sustainable, but also really effective in
achieving the aim of placing the person at the center and
fighting the stigma of dementia. For this reason, each
community starts with an active participation of people
with dementia, including through an investigation of their
needs.
Already in 2017 we had welcomed the review by Imogen
Blood and Associates (a social research agency) in
partnership with Innovations in Dementia (a UK based
Community Interest Company, established to help
people with dementia to keep control of their lives),
which collected experiences, voices and opinions of
experts, people involved and people living with dementia
with the intent of providing a definition of Dementia
Friendly Community and outline examples and best
practices of action.
This work is part and result of Act on Dementia1, which
involves 13 States with the aim of developing consensus
on the evidence of diagnosis, post diagnostic support
and quality of care, and understands how these changes
can be put into practice and evaluated.
When the Italian Ministry of Health asked the
Abbiategrasso’s community to participate in this
transnational initiative, we felt it was important to give
our contribution with a view to assessing whether the
impact of the Dementia Friendly Community (DFC) was
objectively relevant and what were the best ways to
approach this project.
Federazione Alzheimer Italia, with the pilot site in
Abbiategrasso, is involved together with Greece and
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Bulgaria in the Work Package 7 of the Joint Action,
namely the one dedicated to Dementia Friendly
Communities. The aim of the pilot is to validate a series
of indicators and to provide indications for the creation of
a shared model.
Measuring progress during the journey to become
a more welcoming Community is useful in order to
demonstrate the effectiveness and impact of DFCs on
the lives of people with dementia and their families. It
also better clarifies the scope, responsibilities, resources
and path that each initiative must have within the
Community and make the long process of supporting
and maintaining a DFC, traceable and repeatable.
Today in Italy there are 24 Communities: towns and
portions of cities, from north to south and from east to
west, which have accepted the challenge of Federazione
Alzheimer Italia with conviction and commitment to
launch a path on their territory where citizens have the
opportunity to become a network, able to welcome and
involve people with dementia. This path is made up of
informative meetings, recreational, cultural and sports
events aimed at the participation of citizens, never
forgetting the active involvement of people with dementia
at every stage of the project.

From the beginning we
felt the need to frame
the project in the most
precise way so that it was
not only replicable and
sustainable, but also really
effective in achieving the
aim of placing the person
at the center and fighting
the stigma of dementia.
For this reason, each
community starts with
an active participation of
people with dementia
This experience is also bearing fruit at the institutional
level. Together with the Ministry of Health, some
representatives of the Italian regions and other dementia
friendly experiences, we have written a document of

recommendations for DFCs that will be approved,
hopefully by the end of 2019, from all the Italian
regions and will constitute the operational base for the
constitution of a larger involvement. This document will
allow the regions, which are public bodies, to become
promoters of this initiative without, however, obscuring
the fundamental role of the municipalities, associations
and local communities that are the real engine of this
project.
The project born from Federazione Alzheimer Italia
continues to spread and grow because more and more
communities have perceived the importance of initiatives
like these to make dementia known but above all to
fight the stigma towards people who live with dementia.
However, it is necessary to monitor and evaluate these
initiatives over time as it is essential to have data to
be able to know, in the long term, the impact on the
population and to be able to overcome those difficulties
that may arise, for example, from different social
contexts.
In Italy, of the 24 DFCs, 19 are located in the north
and only 5 are located in southern Italy. What most
characterizes the realities of the south is that the
activities of the Community revolve around already
consolidated experiences such as day centers or
listening centers. What is lacking in the territory and in
the institutions is reinforced by the presence of local
associations and the richness of their initiatives.
The differences and peculiarities of the various Italian
communities certainly represent a challenge for
the project. For this reason it is important that local
stakeholders contribute to creating a network capable of
understanding the needs of people with dementia, and
together with them, put in place a series of well-planned
initiatives.
It should be noted that, where the networks are stronger,
there is an intense collaboration between the various
stakeholders, and the Community carries out more
significant initiatives. However, when a real network is
missing, or the fundamental contribution of an Alzheimer
association, and the direct engagement of people with
dementia is missing, and the initiative is left in the hands
of local institutions only, the Community tends not to
express its full potential.
In Italy the DFCs project is just at the beginning,
however, from 2016 to date we have been able to see an
increase in media coverage of the initiatives and this is
undoubtedly a result that traces a path towards greater
knowledge of dementia and, in perspective, towards a
victory against stigma.
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4.18 Dementia in prisons; How to address the double stigma of
people with dementia or memory issues in prisons and forensic
institutions.
Contributors: Sophie N. Gaber, MSc OT, PhD
Candidate at Karolinska Institutet, Sweden & Birgit
Heuchemer, MSc. registered. OT at HELIX Forensic
Psychiatric Clinic of Stockholm; Research Assistant at
Karolinska Institutet, Sweden.
Interviews with older ex-prisoners, as well as
professionals working with prison and forensic
populations in the UK and Sweden, shed insight into
the “double stigma” of living with dementia, or memory
issues, in prisons or forensic institutions. International
policies such as the United Nations’ Sustainable
Development Goals, strive to “leave no one behind”,
however, in this case study we ask whether the
marginalised population of older people with dementia or
memory issues, in prisons or forensic institutions, are at
risk of being left behind.

Ageing stigma: The growing population
of older prisoners
Older prisoners are one of the fastest growing
populations among all prisoners, in many countries (e.g.
UK, US, Australia).1 The growing population of older
prisoners is attributable to several factors, including
governmental policy changes. This has resulted in
longer prison sentences where people age in prison, in
addition to the imprisonment of older people without
consideration of their specific needs.2 The lack of
consideration of the specific needs of older prisoners
is compounded by insufficient research or policy on
the topic.3 Lack of information about the prevalence,
incidence or experiences of older prisoners living with
dementia has contributed to what prisoners have
described as a “double stigma”. They face not only the
typical ageist assumptions that dementia is a natural part
of ageing (e.g. forgetfulness, reduced ability or capacity,
slowness, etc.) but also the prejudices associated with
being a prisoner including views on criminals by society.
One ex-prisoner described the stigma she faced, which
was intensified by not only her age and memory issues
but also her gender;
“There’s a stigma when you’re in prison, because you’re
older people, especially if you’re a woman, they think you
should know better. There was a stigma from guards and
other people. They would say ‘well we can understand
a young kid doing this because they don’t know what
they’re doing or they’re on drugs or something’ but
you’re looked down upon.”
Older prisoners cost approximately two to three times
more than younger prisoners.4 Prisoners age at an
escalated pace; it is estimated that the physiological age
of prisoners is 10-years greater than their chronological
age.5 Consequently, the care needs of older prisoners
with and without dementia tend to be higher due to the

number of chronic health conditions they are living with
(e.g. diabetes, high blood pressure, arthritis and mobility
impairments).3 However reports show that prison staff
lack training or education about caring for older people
with dementia or memory issues.2 An older prisoner
reflected that
“I think society probably doesn’t expect older people
to be in prison so much. And anyone that has aged
in prison has been put to prison for a very long time,
which must mean that their crime is something very, very
serious if they’ve been there for many years. And the
thing about being an older person in prison is that on the
whole prison is a very young place. People are very busy
and they run everywhere and they fight a lot. And I found
it dangerous even walking down the corridors”.
Due to the large amount of resources that are required
to care for the complex needs of older people living with
dementia in prisons, it is essential to develop knowledge
about this population and consider whether prison is
the appropriate place for older people with dementia
convicted of a crime.

Everyday stigma: Risk factors for
dementia and cognitive decline among
older prisoners
The harsh living conditions of prisons are well reported
internationally, however, the potential risk that such
conditions pose for dementia and their direct opposition
to dementia prevention guidelines, has not been widely
acknowledged.6 Research indicates that we are able
to influence between 30 to 50% of the risk factors for
Alzheimer’s disease, including high blood pressure
(hypertension), depression, education, and limited
physical inactivity.7 Yet, this is not the case for prisoners.
• High blood pressure: In the case of blood
pressure, prisoners described a poor diet of meals
and commissary snacks rich in salts, sugars and
fatty foods. Smoking is widespread with limited
opportunities to visit a health professional to monitor
blood pressure or one’s general health and wellbeing.
• Depression: A high rate of depression has been
reported in this population.6 Depression has been
associated with the increased sense of isolation and
a lack of privacy or safety experienced by prisoners.
• Education: Whilst some prisons offer education
programmes this is inconsistent and prisoners, as
well as professionals working in prisons, described
limited opportunities for cognitive stimulation.
• Limited physical activity: The highly-structured
prison routine limited opportunities for physical
activity, particularly in outdoor spaces for older
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people. Additionally, the rate of alcohol and
substance use, blood-borne viruses and noncommunicable diseases is higher than the general
population.5
The absence of cognitive stimulation or education
as a risk factor for dementia or cognitive decline was
highlighted by both ex-prisoners and prison staff
as a key issue. One prison staff member noted that
possibilities for making decisions, even minor ones such
as when to make a cup of tea, are reduced.
One ex-prisoner elaborated,
“I lost a lot of my memory. You know before I went in I
used to think that I could remember numbers. I could
remember my PIN code. I could remember phone
numbers and things. And I found once I got in there for a
while, with the strange life you live, a lot of that I couldn’t
remember. In fact it hasn’t returned. I don’t think I’m
as sharp because of that experience as I was before.
That’s not just about old age, it’s about being in a place
where you’re left to deteriorate, quite badly. Without the
necessary stimulation that a human being needs every
day.”
Another older ex-prisoner compared the stigmatising
effects of the everyday living environment to the
disorientating monotony of the film “Groundhog Day”.
“The film Groundhog Day - that’s what it makes me
think of. You wake up, you have your toast, you go back
in, you have your lunch, you go back in, you have your
dinner, you go back in… The only way I knew one day a
week that was a point of reference for me was that on a
Thursday I did my laundry.”

Diagnostic and support stigma:
Managing dementia or memory issues
in prison or forensic institutions
Diagnosing dementia in prisons and forensic institutions
is problematic for a variety of reasons, such as a lack
of cognitive screening when a person enters prison or
during their stay in prison, inadequate training of staff
to identify the signs and symptoms of dementia, and
a reluctance of prisoners to report memory issues or
dementia due to a fear of repercussions.4 Dementia is
not a diagnosis that automatically determines whether
a person convicted of a crime is sent to prison or
an alternative place, such as a forensic institution.
Recognising signs of a problem is based on a person’s
presentation of symptoms and level of functioning, which
is in turn reliant on the ability of staff to identify symptoms
and make the necessary actions to support the person.
Guidance for staff is inconsistent. For instance, in the
United Kingdom there is no national plan for managing
older prisoners.8 One prison staff member admitted that,
“dementia is not a common part of the vocabulary” and
that the entire system is not adapted for people with
dementia or cognitive impairment, with even meetings
with social services being challenging. Furthermore,

the staff member observed that prison services are
frequently preoccupied with other mental health
conditions which may even “cloak” the dementia. There
is a risk for dementia to be hidden because symptoms
may be dismissed as challenging behaviour. Cognitive
impairment is included in many other diagnoses that
are prevalent in prisons and forensic institutions (e.g.
depression or psychoses) and can be attributed to the
many side-effects of medications. Ageist assumptions
may further cloak dementia if people do not realise that
dementia affects many different people and not only the
frail, very old population.4
A prisoner described the lack of support or activities for
older people in prison;
“There’s sometimes a pastoral chaplain that could come
and talk to you but it’s very difficult because the medical
staff are all so busy and they’re only really there for
serious injuries or doing things like giving out pills.”
A lack of support by fellow prisoners or opportunities for
social engagement was also reported;
“So, in there it is very difficult to find someone you can
talk to and staff are constantly changing. When you talk
about memory issues you are told that it is just due to
the new, unfamiliar environment. You feel very isolated.”
A staff member explained the lack of support for
older prisoners is due to staff members not having
experience working in geriatric care and called for
greater cooperation with care home or nursing home
professionals, as prison may not be the most suitable
place for an older person with dementia. There may also
be a bias of lowered expectations for older prisoners,
especially those with chronic health issues such as
dementia, compared to rehabilitating young prisoners
who have “their whole lives to live”.
“So, something like memory loss, would be considered
I know, as something not important. Not life threatening
as far as they’re concerned. You’d be waiting a very long
time to see anybody. It would probably be only if you
requested an outside agency like Mind (a mental health
charity), or something like that, if you could actually get
any of them to come in. But whether you would be able
to do that or not - I don’t know. So, it would be very, very
difficult to get help.”
One lawyer explained that, “there is some hesitancy in
addressing the issue of an ageing prison population.
There is a fear that with dementia we are just uncovering
the tip of the iceberg, there are serious financial, social
and legal implications if we are going to address health
and cognitive issues to make life fairer and better for
prisoners.”
In summary, this case study is intended to be used as a
launchpad for advocacy towards increased awareness
and meaningful changes to support the lives of older
people living with memory issues or (un)diagnosed
dementia in prisons or forensic institutions internationally.
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Three recommendations for change:
1 Introduction of a mental health assessment including
screening for dementia/cognitive impairment at the
probation stage (prior to imprisonment).
1 An annual health and wellbeing check-up that
includes a cognitive assessment for all prisoners
aged 50 years and over (by mental health/dementia
charities).
2 Dementia-awareness training for all professionals
and volunteers working with prison populations (by
dementia charities and organisations).
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4.19 Challenging stigma in mental health: What we’ve learnt over 10
years

Contributors: Ruth Stone, Global Communications
and Digital Manager, and Sue Baker, Director, Time to
Change Global

But we are extremely proud to have been at the forefront
of social change around mental health stigma and
discrimination.

This is a case study on challenging stigma in mental
health as inspiration and a call for collaboration.

More than 1,000 organisations have signed the Time
to Change Employer Pledge. We’ve worked with more
than 2,000 schools and there are over 7,000 Time to
Change Champions speaking out to end stigma in their
communities.

Ending mental health stigma is the work of a generation.
I think that’s the most important thing we’ve learnt since
starting Time to Change more than 10 years ago.
Stigma is deeply ingrained, through cultural norms,
families, workplace culture, the media and even
the words we speak. It is present at almost every
level of society, which means our work takes time,
perseverance, and a broad, flexible approach.
Time to Change is one of the most evidence-based
social movement campaigns in the world. We have
robust, independent evaluation in place to track progress
and show the difference we are making.
I am very proud to say attitudes are changing. Between
2007 and 2016, there was a 9.6% improvement in
attitudes - that’s around 4.1 million adults in England
with better attitudes towards mental health problems.
Eleven percent more people say they would be willing
to live with, work with or continue a relationship with
someone with mental health problems. This research
carried out by the Institute of Psychiatry, Psychology
and Neuroscience (IoPPN) at King’s College London
shows levels of discrimination have also fallen. People
report experiencing 7% less discrimination from family,
15% less discrimination from friends and 10% less
discrimination in dating.
We cannot be sure the precise amount of social change
due to our campaign. The work of many organisations
and individuals has combined to drive positive change.

While it is important to celebrate these huge steps, there
is still a long way to go.

Going global
Mental health problems know no boundaries; neither
does stigma. They affect people of all ages, all income
groups, and all cultures. That’s why in 2018, we
launched Time to Change Global.
One in four people around the world will experience a
‘mental or neurological disorder’ in their lifetime. Yet
nearly two-thirds of these people never seek help from a
health professional.
Stigma and discrimination are a big part of this.
Stereotypes, misconceptions and fear are so deeprooted, mental health is treated as a ‘poor relation’ to
physical heath. People with mental health problems are
mistreated and misunderstood all over the world. We can
be excluded by families, friends, neighbours, employers
and schools.
“I had a relapse at the prayer camp, and I was tied like a
sheep. They tied my legs together, like a pig or an animal
at a butcher to be carried home.” (Champion, Ghana)
Despite being a global issue, much of the evidence on
how to tackle mental health stigma is concentrated to a
few countries - mostly in the Global North.

144

The Time to Change Global programme seeks to
address this balance and help build a broader evidence
base for stigma reduction.
We are working with international disability and
development organisation, CBM, and with local partners
to pilot anti stigma campaigns in Ghana, India, Kenya,
Nigeria and Uganda.
“People say it is a waste of time to give you food – or
they say you should stay outside.” Champion, India
The five pilots will look very different, depending on the
needs and capacity of our local partners. Each campaign
is being developed, tested and adapted with the local
partner and a group of Champions. All Champions have
their own experience of mental health problems.
While language, context and approach might look
different, the pilots share three core elements:
• Lived experience leadership: People with mental
health problems shape and lead all that we do.
• Social contact: Conversations can change lives.
We know that sharing personal stories within
communities is vital for ending stigma.
• Social marketing: Public campaigns allow us to
reach more people, increase knowledge and change
perceptions.

Lived experience leadership
To effectively tackle stigma, whether you’re in Accra or
Accrington, we know that people with lived experience
must shape, lead and deliver social change campaigns.
Those of us with personal experience of mental health
problems are best placed to drive the change we want
to see. It is so important that our voices are heard. It
means so much to me to see Champions planning and
running events and sharing their stories how they want
to share them.
“When I had my crisis, I felt I was a disappointment to
everybody that looked up to me. Now though, I can see
people are still being inspired by my experience. I’m sort
of giving back in my own small way.” Project Coordinator,
Ghana

Social contact
Conversations really do change lives. When those of us
with experience of mental health problems start talking
more openly, we can reduce stigma and discrimination in
our communities. By sharing our stories and telling you
how it really feels to live with a mental health problem,
we can change opinions and shift attitudes.
“We should not stay back because of our mental illness.
We can all help to create awareness.” Champion, India
In the five pilot countries, Champions are planning and
running social contact events to engage the public
and share their stories. In Accra, Ghana, events have
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taken place at malls and shopping centres to reach
wide sections of the public. Social contact events
in Doddaballapur, near Bengaluru in India, look very
different. Champions here are from rural communities.
They have been sharing their stories alongside travelling
actors and singers at schools and in outdoor spaces.

Social marketing
One of the reasons our work in the UK has been so
successful, is our ability to reach wide audiences through
social marketing. These campaigns are effective because
we take time to understand public perceptions and
then we develop creative approaches which challenge
and address public fears, misunderstandings and
stereotypes.
Time to Change Global is replicating this approach, to
help change public perceptions and behaviour in the five
pilot countries. In Ghana, the work began with a set of
focus groups to understand how members of the public
feel about people with mental health problems.
This research has highlighted pervasive beliefs linking
mental health problems to violence. One focus group
member explained, “They are not predictable. You don’t
know when they will strike”. Others described how
people are shunned and rejected, “mad people are not
supposed to appear in public… we don’t see them as
humans”.
We asked the focus groups to think about how we could
challenge these negative perceptions. Building empathy
was a core recommendation. As one participant
explained:
“I wouldn’t like to be in that situation and people rejecting
me, if I see a person in that situation, I would like offer a
helping hand because it might happen to me as well”.
These insights will allow us to develop a campaign in
Accra that is truly audience-led.
Stigma and discrimination ruin lives. We won’t stop until
no one has to face this injustice. No one should be made
to feel alone, ashamed or worthless because of their
mental health problem. Together with our local partners,
we will keep fighting to remove the barriers that stop
people living their lives to the full.
We want to inspire other campaigners, other
organisations and anyone facing stigma in the Global
South, and around the world. We want to learn from
other campaigns and in turn, share our learning, our
tools and our approaches.
To anyone working to end stigma – whether that’s related
to mental health, disability or any other issue – I want to
say that we are in this together. By sharing inspiration,
ideas and celebrating our successes, we can make
change happen.
Find out more on our website:
https://www.time-to-change.org.uk/global.
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4.20 Case study: Advertising and dementia; the power of a cup of
tea
Contributor: Chris Lynch, Deputy CEO & Director of
Policy, Communications & Publications, ADI and Shiva
Krishnamurthy, Unilever

Following the launch of a TV advert in India with a strong
dementia theme I interviewed Shiva Krishnamurthy, Vice
President, Tea & Foods at Hindustan Unilever Ltd. about
why their tea brand, Brooke Bond Red Label, decided to
commission, film and distribute the advert and how they
went about it.
It is really interesting, and timely, to see how the media is
evolving in its depiction of dementia but also how brands
are starting to engage; understanding that there is a
market around dementia, for advertising their products
or services, and in Brooke Bond Red Label’s case, for
positioning of their brand. It is a tricky area. Undoubtedly
there is an economic decision by brands to engage, to
sell products and services, but decisions about aligning
a brand to a certain cause, challenge or disease means
that a brand is making a conscious decision, perhaps
based on its nature, its culture, its aspiration and the
market’s perception it.
The Brooke Bond Red Label advert tells the story of a
lady living with dementia sharing tea with a neighbour
who she mistakes for her son. It is a very well-crafted
and thoughtful short film that raises lots of questions
about society, dementia awareness, neighbourliness,
loneliness, caring and possibly the geographically
dispersed nature of families today.
Brooke Bond Red Label has an identified brand strategy
to “make India more inclusive”. In recent years they have
explored some of the social tensions in society and
produced adverts and short films in response; these
have included pieces on live-in relationships, religion and
eunuchs. For this advert they felt that they wanted to
explore why the elderly can feel excluded and left behind,
and to find an “honest” way to talk about it.
Shiva Krishnamurthy explained that they were looking for
a deep story about the loneliness that can accompany
old age. Dementia/Alzheimer’s disease, positioned at an
intersection of two big societal challenges – exclusion of
the elderly and lack of awareness about mental health
issues – felt like an area they wanted to tackle. The story
they developed is not just about a woman who forgets; it
is as much about a woman who is forgotten. A key goal

of the advert is thus about bringing people together, over
something as simple, but as powerful, as a cup of tea.
Brooke Bond Red Label work with the media agency
Ogilvy and Mather in India and they developed
this advert from the client brief. One of the writer’s
grandfathers had lived with Alzheimer’s disease, giving
the agency added insight, alongside their own research.
Brooke Bond Red Label then commissioned India’s
top advert filmmaker, Prasoon Pandey, who showed
great interest in the story. He immersed himself in
research on the subject - from watching documentaries
to speaking with carers. Krishnamurthy confirmed that
only after thorough research and developing a deeper
understanding, Prasoon took the story to the shooting
floor. The aim was not to have a single moment look
constructed but to convey an everyday scenario and
interaction, conveyed through the natural feel of the
advert.
Shiva Krishnamurthy explained that dementia, like other
mental health issues, can be an awkward subject in
India and in producing and airing this advert Brooke
Bond Red Label has taken the subject of dementia
into millions of households. It was initially screened in
cinemas and then transferred to TV, guaranteeing a large
audience. They feel that this advert has undoubtedly
resulted in people talking about dementia, taking what
was a conversation from those that are already engaged,
professionals, advocates, carers, and extending the
reach exponentially, by putting it on people’s TV in
their own homes, in a domestic setting they could
relate to. “Getting a conversation started is a big job”
Krishnamurthy commented.
In this report, journalist Pippa Kelly also highlights that
many TV companies and film makers have developed
dementia related storylines. Dementia in an advertising
space, however, is still very much in its early stages
and, like with Brooke Bond Red Label, often a brand
statement aligned to positioning goals and societal
change. Undoubtedly it raises awareness, starts a
conversation and should help challenge stigma. Going
forward, however, it will be interesting to see how
brands, marketeers, creative agencies, etc. develop
adverts around dementia. Products and services
designed specifically for dementia should follow
established creative routes, for example, the often
emotive marketing of a drug or medical treatment, but
it is the positioning of brands attracted to the market
that remains to be seen. For example, Swedish furniture
giant IKEA has partnered with Swedish construction
company Skanska to make available ‘flat-pack’ dementia
homes, through the BoKlok joint venture. If and how
they advertise this venture will be monitored by others
interested in the sector. Certainly news coverage to date
has come from the design and construction press, along
with some interested general press titles.
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4.21 Young onset dementia, a personal story; time for change

Contributor: Christine Maddocks
Following a stroke in 2015 I became concerned
about my memory and went to see my GP (General
Practitioner) who told me that she was there for my
physical health and not my mental health. My GP said
that, in her opinion, there was nothing wrong with my
memory, even though she didn’t test it, and that she
would not refer me to a memory service.
This situation went on for a while until I was suddenly
admitted to hospital with a suspected stroke in 2016.
Despite only being 60 years old, I ended up on an elderly
care unit. This led to a subsequent appointment for a
memory assessment, however I was not advised that

this might lead to a possible diagnosis of dementia, so I
attended the appointment on my own. I was told at the
end of the assessment that I had dementia. I couldn’t
remember anything else and just felt as though I had
been given a death sentence.
I went home and cried for three months, and during
this time I received no follow-up from the diagnosis
appointment. I received no information about dementia
and did not fully understand what it would mean for me.
I became depressed and anxious and couldn’t leave the
house, I was referred to Mind (a mental health charity) for
a therapy group, but my difficulties were very different to

147

ATTITUDES TO DEMENTIA

the other people in the group, so I didn’t really find it to
be helpful.
I saw some information by the Alzheimer’s Society and
it really made sense to me. I rang the Society and they
came to see me at home and I started a ‘Living Well with
Dementia’ group, and this felt like a life line to me.
During this time, I lost my job, and I felt that this was
managed very badly. Following my stroke in 2015, I had
been off work on sickness absence. During this time I
had been recovering from my stroke, struggling with my
memory and my mood, due to receiving my dementia
diagnosis. I decided that I wanted to go back to work,
but my employers said that they were not ready for
me to return. They suggested a phased return, but I
was not given any support, even when I struggled to
remember how to log onto my computer on my first
day. They were unable to find me another position and
started disciplinary procedures as I was struggling to
do my work, even though there was no support and no
reasonable adjustment on their part. Ultimately, I had to
go off sick and had to involve my union but was given
ill-health retirement against my wishes. I felt that people
couldn’t see or understand my dementia, that I wasn’t
believed and that I was almost having to prove that I had
the condition.
I was put in touch with an Early Onset Dementia service
in the local hospital which was a specialist team, which
was very good, with lots of activities tailored to younger
people. I also began helping out with the Alzheimer’s
Society, and felt valued for contributing and being
involved.
I began to struggle living alone, and I decided that I
would relocate to live with my partner. I didn’t feel that
my family were very understanding. I felt that they were
scared of dementia, because my father had the condition
and had been in a very bad way towards the end of his
life, and therefore they held a very negative outlook about
it. I felt also that as well as my family, many of friends
didn’t understand the condition, and I felt that they
avoided me, and stopped keeping in touch.
Since I moved to live with my partner, I have struggled to
receive specialist help or advice, for example obtaining
a doctor’s opinion annually on whether I can continue
driving. Whilst my GP is pleasant, she doesn’t not seem
to have much understanding about the condition and
the things which help me, such as contact with other
people with the condition. She has described me as a
‘difficult’ case, as I don’t neatly fit into the 10 minutes
appointment slot.
However, living with my partner has made a great
difference and she is able to support me, as has
doing voluntary work at a local hospice, where
having a diagnosis of dementia is not held again
me. I have also been very involved in working with
the Alzheimer’s Society, more recently becoming a
Dementia Ambassador, as well as the Time for Dementia
programme. I feel that lots of negative assumptions are

made about the diagnosis of dementia, and therefore
involvement in these activities has helped me stop feeling
useless,
I decided to get involved in the programme Time
for Dementia because of my own, not very good,
experiences with health care professionals. I felt that
it was a good opportunity to raise awareness about
dementia, by telling people how it is for people living with
dementia, both the positives and negatives. I thought
that if I can raise awareness and help even one person
to avoid what I have been through then it would be
worthwhile.
My partner and I have been seeing Occupational
Therapy and Physiotherapy students as part of Time
for Dementia. I have been really keen that students get
this exposure to dementia because it can be a hidden
disability - you cannot see that people have dementia
by just looking at them. I have really enjoyed doing the
programme, the students are lovely. They come to our
house, to our environment and this feels so much better.
They are able to hear how my partner and I have been
affected by dementia, and this information comes from
the mouth of person with dementia, and their carer and
this feels like a much better way for them to be learning.
This kind of direct experience must be invaluable.
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Programmes

CHAPTER 5

Programmes to reduce stigma
5.1 Time for Dementia; preparing the future workforce to
understand and meet the challenges faced by those with dementia
and their families
Contributors: Dr Stephanie Daley, Dr Wendy Grosvenor,
Christine Maddocks, Dr Zoe Cashin, Dr Jaewon Phee,
Jayme Hill, Prof Sube Banerjee
There is a need to improve how we prepare future
generations of healthcare professionals to understand
and support people affected by dementia to live well
from diagnosis to end of life. This means enhancing the
education they receive in training. Typically, healthcare
education tends to focus on block clinical placements
with an emphasis on crisis, or acute illness; this does
not provide student learners with a true understanding
of what it like to live with dementia, or other long-term
conditions. This current way of learning rarely enables
students to understand and challenge stigma, or to
experience and create a person-centred approach to
their care, or to build the compassion and understanding
needed to help those affected by dementia. Seeing
people with dementia only as patients and in acute
settings can also build in attitudes towards and beliefs
about dementia that are negative and that are not
appropriately optimistic about the possibility of living well
with dementia.
The ADI World Alzheimer Report 2016 advocates
the development of experiential methods of teaching
that involve experiences of patients; arguing that they
engage staff at an emotional level to help address some
of the negative perceptions about working with older
people with dementia.1 Time for Dementia is one such
programme.

What is Time for Dementia?
Time for Dementia is an innovative undergraduate
educational programme, set up to address these
challenges, and funded by Health Education England. It
has been developed with people with dementia and the
Alzheimer’s Society in the United Kingdom (UK), to help
create an age-friendly curriculum and lead to students
building confidence in working with people with dementia
that will lead to enabling improved outcomes for people
with dementia when they enter clinical practice2.
The purpose of Time for Dementia is to enhance
undergraduate learning about dementia specifically, and
more generally about older people’s health, long-term
conditions, and the role of families in care.
Along with supporting workshops and reflective
assignments, students visit a person with dementia and
their family in pairs for two hours every three months

for two years. The programme was first established as
a core component of the curricula for medical, nursing3
and paramedic students at Brighton and Sussex Medical
School (BSMS) and the University of Surrey.4 The
programme is unique in a number of ways including: the
inclusion of multiple professional groups; the compulsory
nature of the programme; the active involvement of
people with dementia along with their carers; and the
collaboration between universities, the voluntary sector
(Alzheimer’s Society) and local NHS trusts.

Where are we now?
Due to the initial success of Time for Dementia as
indicated by preliminary data from its integral mixed
methods evaluation, in 2017, the programme was
widened to include a broader range of undergraduate
healthcare training programmes including Allied Health
Professional (e.g. Occupational Therapy, Speech and
Language Therapy, Physiotherapy and Radiography)
courses at the University of Brighton, University of
Greenwich, and Canterbury Christ Church University. To
date the programme has involved 2,600 students and
1,200 families. This network of families is recruited and
supported by staff paid for by the programme, employed
by the Alzheimer’s Society, which is a full partner in Time
for Dementia with the universities.

What have we found?
Emerging data from the evaluation have shown
improvements in dementia knowledge and attitudes in
students receiving the programme compared to those
who are not. These include the development of empathy
and compassion.5 Participating in the programme as
a person with dementia or as a family member was
also seen as a benefit by those taking part including
the understanding that they are making a positive
contribution to education of the future workforce6.

Student accounts
Feedback from students who participated in the
programme has identified four key themes: (a) Insight
and understanding, (b) Challenging attitudes and stigma,
(c) Relational learning, and (d) Enhanced dementia
practice. Students have identified that their original
perceptions of dementia had changed throughout
the visits. Students felt able to see beyond negative
stereotypes about dementia, and instead recognise
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it is for people living with dementia, both the positives
and negatives. I thought that if I can raise awareness and
help even one person to avoid what I have been through
then it would be worthwhile.

“…he is still quite switched on, and he makes jokes and
stuff, which is, I wasn’t expecting that at all. Because
you know, in, like, films and stuff, dementia is, like,
so stereotyped, like, it’s not really like that at all…”
Paramedic student

My partner and I have been seeing Occupational
Therapy and Physiotherapy students as part of Time
for Dementia. I have been really keen that students get
this exposure to dementia, because it can be a hidden
disability and therefore unseen, as you cannot see that
people have dementia by just looking at them. I have
really enjoyed doing the programme, the students are
lovely. They come to our house, to our environment and
this feels so much better. They are able to hear how
my partner and I have been affected by dementia, and
this information comes from the mouth of person with
dementia and their carer and this feel a much better way
for them to be learning. Christine Maddocks.

Students also reported that the programme has
helped them to recognise that people can live well with
dementia; that people can be well supported by family
or services and cope well with the condition, that not
everyone with dementia is isolated and struggling, and
that many people with dementia still find joy in everyday
life.
“They’re still enjoying life, still going out…I didn’t expect
that…seeing hope in their lives...I thought that they will
not enjoy a good quality of life.” Nursing student
Significantly many of the students reported an increased
interest in wanting to find out more about dementia,
decreased apprehension and an increase in the desire to
work with people with dementia in the future.
“It’s definitely made me more interested in working with
people that have dementia rather than not. I think I was a
little bit scared by elderly medicine and people that have
dementia and cognitive deficits before this and now it’s
definitely changed, for sure.” Medical student
In-depth follow up of adult nursing students found
that there was a broadening of views of dementia to
encompass the person’s life and relationships, which led
to a person-centred shift in students’ practice. Notably,
students were able to develop an understanding of
the importance of ‘being’ (engaging with the person)
rather than just ‘doing’ (performing tasks) in practice
which contributed to how they saw themselves as future
nurses. Adult nursing students reported that that they
could be active in their contribution to care and serve as
change agents in transforming dementia care.
“We often disable people with dementia in practice,
assumption is they cannot perform their own care tasks.
Visits have helped me to reframe dementia… focus on
the person more and what is important to them. Staff
in practice often don’t know how to care for dementia,
many just try and ignore it. Programmes such as this
illuminate the experience of dementia… talking about it
helps to reduce stigma…gives an opportunity to slowly
face our misconceptions and gives the next generation
of healthcare professionals a better understanding of
dementia.” Adult nursing student

Person with dementia account
I decided to get involved in Time for Dementia because
of my own not very good experiences with health care
professionals. I felt that it was a good opportunity to
raise awareness about dementia, by telling people how

Newly qualified nurse and doctors
accounts
The Time for Dementia programme was extremely
valuable and I continue to use my knowledge and
experience gained in practice now and going forward
in my career. My experience of the Time for Dementia
programme has informed my practice as a junior doctor,
when I meet patients with a diagnosis of dementia
and their families I have a much greater insight and
understanding of the potential struggles that the
individual and their loved ones are going through. The
treatment and management I provide patients with
dementia is more individualized to their needs and
their families’ because I now have the insight into the
journey they are on and attempt to understand what
their specific needs are. I am in a position to educate
and challenge misconceptions held by other members
of the multidisciplinary team towards their understanding
of dementia, sometimes often bleak and stereotypical
perceptions of what living with dementia really means. I
also feel more competent in supporting families through
pre diagnosis, diagnosis and advanced care planning
in dementia. Time for Dementia has also instilled in me
transferable skills and understandings that ensures I
treat the person behind the diagnosis in clinical practice.
Remembering that people aren’t their diagnosis of
dementia and have other health conditions inclusive and
exclusive of the disease. Dr Zoe Cashin, junior doctor
It is nearly four am and I have been bleeped to see a
patient in the ward who has been struggling to breathe.
I drag my tired body to see the patient in the dark. The
patient is a 69 years old lady with a background of
dementia and Huntington’s disease. She is being treated
for sepsis secondary to urinary tract infection. I asked
her how she is and she does not say much but keeps
repeating ‘help’. I do a quick assessment head to toe
and I am not clinically worried about her, but I can sense
that she is scared. I hold her hand tightly to reassure
her that she is safe here. Since I started my foundation
year, I have not felt hesitant to approach patients with
dementia. I try my best to be considerate and sensible. I
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that a person with dementia could remain intelligent,
humorous, and continue to make decisions and
accomplish challenges and tasks.
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often reflect on our patient visits of the Time for Dementia
studies during the medical school and remind myself
that there is always more that could be done for patients
with dementia and that value of love and of family
bonds never goes away and needs to be promoted and
supported at all stages of the dementia journey.
Unfortunately, there is still stigma around dementia and
we clinicians cannot help but to find ourselves focusing
on presenting complaints but not the person inside. I
am planning to start my GP training next year and I am
grateful that I will always have something to look back
into and remind myself why I am doing this. Dr Jaewon
Phee, junior doctor
Having little experience with dementia prior to starting
my degree, the Time for Dementia programme gave me
an insight of how families and patients with dementia
live. Working in the community I visit a lot of people who
are on their own, and many of these have dementia.
Previously, I visited a patient who had dementia, but
unfortunately was not able to communicate verbally.
Through my discussions with the patients’ family, I was
able to communicate with the patient through nonverbal communication. Luckily this particular patient did
have family present. This isn’t always the case. Time for
Dementia highlighted not only how important holistic
assessments are, but also how important it is that
families get the support they require. I firmly believe the
programme has improved my confidence and reiterated
the importance of treating everyone with the dignity and
respect they deserve. It has also taught me to be more
patient and understanding, which I now use in my daily
practice. Jayme Hill, newly qualified nurse

Conclusions
The definitive evaluation of the programme is not
yet completed. Any impressions at this point must
therefore be made with caution, however all the initial
information we have suggests that Time for Dementia
develops students in ways that more traditional
healthcare education does not. The testimony of
student participants is that it helps students to develop
appropriately positive attitudes, understanding and
optimism at how well people can live with dementia.
The special ingredient in Time for Dementia is that it
places the people with dementia and their families as
the mentors and teachers of our students. They teach
what is possible in dementia by sharing their experiences
of life and of health care systems both positive and
negative. Our students start to see the world though the
experiences of their Time for Dementia families, they see
what is done badly, and they resolve to act differently
when they are in practice. The accounts above from the
first tranche of students to transition into clinical practice
following qualification give grounds for hope that this will
happen.
Currently Time for Dementia is provided in the health
schools in one region (Kent, Surrey and Sussex) in the
UK, this is a proof of the concept. It is a complement to
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more traditional education and is provided at relatively
low cost (administration in the universities, Alzheimer’s
Society support of the person with dementia and family
network and travel). If the data continue to be positive,
the next phase should be to roll it out in other health
schools nationally and internationally. There is certainly
no lack of people with dementia or family members
who are willing to participate. It appears that this is one
small, relatively simple thing that can be done that is
likely will make modest positive changes to practice.
The real challenge to healthcare in the 21st century is
how to provide good quality care for older people with
multimorbidity as exemplified by people with dementia.7
Time for Dementia helps us provide a workforce willing
and able to meet and beat this challenge.
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5.2 Dementia research participation; challenging stigma

Contributor: Howard Gordon. Dementia Alliance
International, 3 Nations Working Group

for others, for our children, grandchildren and those that
follow.

As a person living with dementia, it was important
to be able to include the voice and experience of
someone living with this condition in Alzheimer’s Disease
International’s world report 2019. I am grateful for the
opportunity to comment on the role of research and
research participation, attitudes and stigma.

On the negative side, once research is completed, we
rarely hear anymore, we may feel discarded like an old
shoe or worse, we may find out that a particular study
has finished early, devaluing our self-worth.

On 10th May 2019, I took part in the Alzheimer’s Disease
International webinar “Let’s Talk Dementia Research:
Maintaining hope when trials end” where we discussed
the importance of researchers seeing people living with
dementia as partners in research rather than participants.
People living with dementia no longer want research
done for them or for others to decide what research
should be undertaken.
A new Project in the UK called “Dementia Enquirers”,
facilitated by DEEP (Dementia Engagement and
Empowerment Project) aims to put people living with
dementia in the driving seat of research, showing that we
can design, develop, run, report and publish research,
with academics and professionals as advisors not
participants.
In the last 18 months, I have taken part in over 20
research studies, one a clinical trial lasting 12 months,
some as simple as a questionnaire.
On the positive side, research engages people living
with dementia, giving them a purpose and whilst we
understand that research may not benefit us, we do it

One of the greatest challenges people face following a
diagnosis of dementia is stigma, which manifests itself in
many ways.
The broad use of terms such as “suffering” perpetuate
the misconceptions and stigma of living with a diagnosis
of dementia.
Language is hugely important and changing words is
important. We all suffer at times, but with increasing
numbers of people being diagnosed, as young as 2
years old, it is important to differentiate the experiences
of people living with dementia at different stages and
abilities, while acknowledging that some, especially in
the palliative stage, may feel they are suffering.
Use of the term “palliative stage” instead of “end stage”,
may reinforce the view that we are entitled to palliative
care, not to be written off, and in a recent document
there was a question asking about our “opinions” which
is now going to be changed to the word “choices”. A
simple but powerful change.
We may still be working and driving, often we are told we
have to stop at diagnosis, but may be able to continue to
do so, depending on our abilities at that time.
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Stigma can strip us of our personhood, belief in our
own ability, to continue as we were the day before
the diagnosis, leaving us with a feeling of failure, of
disablement, leading us to take on the role that stigma
lays out for us.

As with any chronic, terminal disease, there are differing
experiences and abilities at each stage of a disease. The
language and words used to describe these stages and
changes need to evolve and adapt alongside with those
experiences and abilities.

I was relieved to get the diagnosis as it put a label on
what had been happening to me but the perceptions
and stigma, based on working in healthcare for nearly
20 years, and on those often portrayed in media, that
I carried into my neurologist’s office, would have a
negative, disabling effect on me during the next 12
months.

Often stigma informs the decision making processes of
local authorities where dementia services are often one
of the first to be cut, yet in 2017, according to official UK
figures, dementia was the leading cause of death in the
UK, which you would have thought would have led to an
increase in funding for dementia services.

I was relieved to get
the diagnosis as it put a
label on what had been
happening to me but the
perceptions and stigma,
based on working in
healthcare for nearly
20 years, and on those
often portrayed in media,
that I carried into my
neurologist’s office, would
have a negative, disabling
effect on me during the
next 12 months.
I was diagnosed with early onset Alzheimer’s and
Frontotemporal Dementia (FTD) and “Dr Google” told me
my prognosis was 18 months to 20 years and told me
how negative and horrendous my life would be. It didn’t
tell me that Christine Bryden (24 years post diagnosis),
James McKillop (20 years), Kate Swaffer (12 years) et al,
were still active in their communities, campaigning and
changing the lives of people living with dementia. All it
seemed to tell me was how bad it would be, how these
diseases would strip me of who I am, leading to feelings
of guilt. How I was going to put my family through such
terrible torment?
With people being diagnosed at a younger age,
experiences have changed, and the negative stigma
and perceptions are being challenged but with the
understanding that experiences change over time.

The United Nations has redefined dementia as a
“Cognitive Disability” and since 2006 the United Nations
Convention on the Rights of Persons with Disabilities
(CRPD) has set out the universal rights of people living
with dementia and other disabilities; rights which you
cannot lose when you lose mental capacity.1 Although
these rights are part of international law, they are not yet
being fully integrated and reported on at national level.
Were these fully integrated into national laws they would
then go some way to challenge the stigma and often
ill informed perceptions of society and professionals,
removing the need for people living with dementia to
fight for those rights individually, or collectively, through
organisations such as ADI and Dementia Alliance
International (DAI).
International law, via the CRPD, sets out the rights
we have, regardless of capacity, additionally giving us
the right to make mistakes, even if they have negative
consequences, and in doing so it moves the power
of decision making from the professional to empower
people living with a disability.
In saying that, as with any chronic terminal disease, we
may develop mental health problems as the disease
progresses but by changing its definition, the United
Nations recognises that there is not one set list of
experiences of life with dementia and that we all have our
own individual experiences.
In terms of research participation, I would advocate not
just for more dementia research but for greater inclusion
on people living with dementia in every step of the
process, from design to analysis, whether a success
or failure. There is a potential risk of introducing stigma
by participating in research, for example if someone is
identified as high risk, but my belief is that research and
participation can help us tackle stigma around dementia,
by introducing hope, by normalising the language and
simply by helping people understand the nature of this
condition.
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5.3 Hope through dementia research participation.
Contributor: Serge Gauthier MD, C.M., C.Q., MD,
FRCPC, Director, AD Research Unit, McGill Center for
Studies in Aging, Montreal, Canada, Member and Past
Chair of ADI Medical and Scientific Advisory Panel

this condition even if they may never have symptoms.
This is now a significant social and ethical issue that
needs further discussion; discussion which must involve
the research participants themselves.

A 65-year-old woman came to our Research Center
asking “to be tested for her risk of developing
Alzheimer’s disease”, which had affected her mother
from age 78 to 85. She was offered the opportunity to
join a cohort observational study where cognitive test
results are correlated with biomarkers associated with
brain ageing and are measured in the brain, spinal fluid
and blood, every two years. Over one thousand people
have volunteered in the past three years for such a study,
some of them have heard about it by word of mouth;
others tell family members. This is a notable cultural shift
in attitudes where people want to know more about
themselves and contribute to the greater good. The
motivation for many is that what is learned from their
participation in observational research will help their
children and grand-children in delaying age-associated
cognitive decline and dementia.

The other issue is that amyloid and tau build-up alone do
not explain fully the emergence of symptoms in very old
persons: other proteins are at play.

We need to find a cure but
in the interim we need to
encourage and facilitate
research participation.
Research and participation
lead to hope; hope
increases awareness;
awareness tackles stigma.
That being said, how do you tell a healthy 65-year-old
woman that she has a significant build-up of amyloid
and tau proteins in their brain? We do not yet know
what the natural history is of such a finding, in terms of
progression to dementia in subsequent years. There
is a risk of a depressive reaction if the results of the
biomarker testing are not disclosed properly. A step-bystep counselling approach akin to genetic disclosure for
genetic conditions such as Huntington’s disease is used.
Another concern is the proposed research classification
of the National Institute of Aging that equates amyloid
and tau protein build-up with some evidence of
neurodegeneration (ATN positivity) to having “Alzheimer’s
disease”, even without any cognitive symptom or
measurable decline. This may lead to stigmatisation of
research participants who would be labelled as having

Finally, neuroinflammation may be an accelerating factor
whichever protein build up there is.
One hope for many research participants is that the early
identification of biological risk factors towards Alzheimer’s
disease will accelerate the recruitment in various types
of interventional studies, ranging from a ketogenic drink
to a structured physical exercise program or to antiamyloid and/or anti-tau drugs. These interventions will
be done in more homogeneous groups than in the past,
with better hope of therapeutic success. For instance,
the lack of positive results of anti-inflammatory drugs
despite the weight of evidence suggesting that they
reduce significantly the risk of Alzheimer’s disease, may
be due to treating people without knowing if they indeed
have active inflammation in their brain. New ligands for
positron emission tomography are being tested in this
regard in our cohort.
The other positive outcome of these observational
studies is the personalisation of the risk assessment,
which will eventually incorporate genetic data and
biomarkers from blood tests, rather than the current
multiple brain scans and lumbar puncture.
We need to find a cure but in the interim we need
to encourage and facilitate research participation.
Research and participation lead to hope; hope increases
awareness; awareness tackles stigma.
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5.4 Scottish working groups: advisors, advocates, influencers

Members of the Scottish Dementia Working Group

Contributor: Jim Pearson, Director of Policy &
Research, Alzheimer Scotland
For Alzheimer Scotland, the active voice of people with
dementia and carers of people with dementia is central
to informing everything we do. People with dementia,
and carers, participate in all aspects of our work;
including our governance, development of campaigning
priorities, public policy reports, research priorities and
our practice. Providing a platform to ensure that people
with dementia and carers have meaningful opportunity
to influence national and local decisions about the things
that matter to them has been a key part of our work
for many years. We support and fund, along with the
Scottish Government, two national groups; the Scottish
Dementia Working Group (SDWG) and the National
Dementia Carers Action Group (NDACN). For the past
several years we have worked with both groups to fund
and establish local active voice networks to ensure that
people with dementia and carers are able to influence
the decisions of their local Health and Social Care
Partnerships and elected representatives.
The SDWG is a national campaigning and awarenessraising group whose members all have a diagnosis
of dementia. The group has its origin in 2001 when
James McKillop, the group’s founding member, began
discussions with a social researcher from Edinburgh
University about why there were no groups for people
with dementia. They worked together to organise a
conference in city of Dundee the following year for
professionals and people with dementia, and it was at
that conference that the idea for the SDWG took shape
and a small steering group was established. Rather than

set up as an independent entity the group accepted
Alzheimer Scotland’s invitation to join the Organisation.
The group considered that Alzheimer Scotland’s position
as Scotland’s leading dementia charity, its history
campaigning for the rights of people with dementia and
their families, and its ability to provide support for the
group, made it the ideal partner. The group was formally
established in 2002 as the independent voice of people
with dementia within Alzheimer Scotland.
Over the past 17 years the SDWG has made a
substantial contribution as a campaigning group
working to raise awareness of dementia, challenge
stigma, and crucially to shape and influence dementia
policy and practice in Scotland. The group have
been key partners in developing and monitoring the
implementation of the commitments of Scotland three
national dementia strategies and participate fully in all of
dementia strategy workstreams. Members meet twice
per year with Scottish Government Ministers to discuss
issues that matter to them and to ask questions of the
Minister relating to the gaps they experience in policy
commitments and the lived experience of people with
dementia in Scotland.
In addition, the members have led work in many areas
to improve awareness of and educate others about
dementia through the collective experience of those
living with dementia. The group has been a major
contributor to “Promoting Excellence” and education
framework which sets out the knowledge, skills and
behaviours expected of all health and social care staff
who work with people with dementia. They have worked
with other professionals and agencies to improve their
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knowledge and understanding of dementia to ensure
that the services they provide are accessible to people
with dementia. There are too many to list here, but
these include working with transport providers across
Scotland to ensure that all forms of public transport are
accessible and appropriate for people with dementia.
It also includes the development of “Core Principles for
Research” setting out how people with dementia can be
meaningfully involved in research.

Both SDWG and NDCAN
have established
themselves as key partners
in all aspects of dementia
policy and practice within
Scotland and to ensure
that, alongside Alzheimer
Scotland, the active
collective voice of people
with dementia and carers
of people with dementia
shape how Scotland
responds to dementia now
and the decades to come.
The SDWG members participate in Alzheimer Scotland’s
governance as members of Alzheimer Scotland’s
standing committees and every chair of the group has
been involved as a member of the Board of Trustees.
More recently the current Chair, Archie Noone, was
elected as the vice convenor of the Board of Trustees.
In 2018 Archie represented Alzheimer Scotland at the
Alzheimer’s Disease International Council Meeting in
Chicago.
Members of the SDWG speak at conferences, including
national and international conferences and have
participated in many ways to Alzheimer’s Disease
International and Alzheimer Europe Conferences over
many years. The group has been recognised as world
leading and has been the inspiration for national member
led groups for people with dementia in countries across
the world.
In 2011, Alzheimer Scotland founded the group’s
sister network, the NDCAN. The need for this became

apparent from the work of campaigner and carer, Tommy
Whitelaw, who had gathered letters from carers across
Scotland sharing their experiences of caring for someone
with dementia. In an event hosted by Alzheimer
Scotland, Tommy delivered the letters to the then
Cabinet Secretary Nicola Sturgeon (now First Minister of
Scotland). The experiences shared by carers highlighted
to Alzheimer Scotland the need to ensure that carers of
people with dementia had a national platform to raise
awareness and campaign for the things that mattered
to carers. Henry Simmons, Alzheimer Scotland’s Chief
Executive, committed to establishing the NDCAN.
The NDCAN is a national campaigning and awareness
raising group whose members all have experience of
caring for someone with dementia. It is based on a core
belief similar to that of SDWG, that carers should be
an integral part of the planning and implementation of
health and social care policy and practice, and that all
professionals and organisations should acknowledge
carers’ experience, the issues they face as carers, and
the value of their knowledge of the person they are
caring for, which is valid and equal to that of health,
social care and other professionals who work with
people with dementia.
Though it’s a decade younger than SDWG, the NDCAN
has a similarly long list of achievements as a national
campaigning group. It participated in the development
and implementation of Scotland’s National Dementia
Strategies, meets regularly with Scotland’s Minister
for Mental Health, it trains health and social care
professionals and sits on the implementation group for
Scotland’s Carers Act. Like SDWG, members of NDCAN
speak at and participate in national and international
dementia and related conferences.

The future for SDWG and NDCAN
In the past 5 years Scotland’s health and social care
system has being going through the most significant
change since the establishment of the welfare state in
the 1940’s. The development of integrated adult health
and social care has meant that decisions about spending
and priorities are taken locally by Integrated Health and
Social Care Partnerships. For both SDWG and NDCAN
this has resulted in a shift of focus to work with and
support Alzheimer Scotland’s local active voice networks
across Scotland to influence local decision making and
ensure that dementia is a priority for every Health and
Social Partnership. Both groups have benefited from
this local focus, seeing not only a growth in membership
but a more broadly representative membership, not only
geographically, but of a wider range of experiences of
dementia and caring. Both have established themselves
as key partners in all aspects of dementia policy and
practice within Scotland; ensuring that, alongside
Alzheimer Scotland, the active collective voice of people
with dementia and carers of people with dementia shape
how Scotland responds to dementia now and in the
decades to come.

156

ALZHEIMER’S DISEASE INTERNATIONAL: WORLD ALZHEIMER REPORT 2019

5.5 Dementia Advisory Group Brings Chinese Taipei to a New Era
of Human Rights

Members of the Dementia Advisory Group

Contributor: LiYu Tang Secretary General, TADA
Chinese Taipei, Su-Yuan Chan, Policy Researcher, TADA
Chinese Taipei

Human rights becoming a priority in
Chinese Taipei
Following the announcement of the WHO Global action
plan on the public health response to dementia 20172025, TADA Chinese Taipei (TADA) considered the
human rights of people with dementia a priority1. In
2017, TADA invited Glenn Rees, Chair of Alzheimer’s
Disease International (ADI) and Kate Swaffer, Chair
and CEO of Dementia Alliance International (DAI), to
advocate to the government of Chinese Taipei for human
rights of people with dementia. “The Ministry of Health
and Welfare referenced the Convention on the Rights
of Persons with Disabilities (CRPD) when developing
“Dementia Policy 2.0” and budgeted TWD 9 billion,
which was equivalent to 290 million US dollars.2. In
addition, the Control Yuan of Chinese Taipei made two
investigation reports, examining all policies related to
dementia, whether they were considered human rights
or not. The national policy and the investigation reports
provided actual situations and clear recommendations
for the government departments to go onto the next
step for people with dementia. Hence, human rights

have become more and more important in the hearts of
the people of Chinese Taipei and the government.

Involving people with dementia in
societies
TADA has involved people with dementia in many
activities. In 2017, 22 persons with dementia were
invited to be tour guides or to make coffee and cookies
in the World Alzheimer’s Month Event. In 2018, TADA
expanded the activities and encouraged people with
dementia to teach their unique skills to the participants.
The lessons included drawing traditional Chinese
paintings and making paper flowers, and about 40
people with dementia played important roles in the World
Alzheimer’s Month activities. It was a huge success, and
more and more people with dementia got involved in
various activities. These brought to the attention of the
general public a new image of people with dementia and
the appreciation for their contribution. It was also a great
achievement for people with dementia and their families
to get the confidence to join activities in the community
and try to dedicate themselves into societies.
Afterwards, people with dementia started to tell the
public their own stories. In 2018, Amy Su, a 70-year-old
woman diagnosed with mild dementia, made the first
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self-advocate video in Chinese Taipei, talking about how
dementia influenced her life. The video started a trend,
and 3 other people living with dementia also expressed
their voices through touching and inspiring videos. Amy
Su also delivered a speech at the annual dementia
conference.

Chinese Taipei Dementia Advisory
Group
A dementia advisory group is a good model for
expressing voices, needs, and rights of people with
dementia. TADA has tried hard to develop a dementia
advisory group since 2017. However, it was difficult
to find suitable participants in the beginning and the
group did not form successfully. In 2018, with the
cooperation with Integrated Dementia Care Centers
(IDCC), TADA held 4 meetings to collect opinions from
people with dementia. About 22 people with dementia
joined the events, and 13 of them came without carers’
accompanying. Most of them were able to express
their feelings and thoughts; some of them even made
concrete and useful suggestions for policies. The topics
covered the accessibility of long-term care services,
disease labelling, prevention, financial safety, the process
of services application, resources to prevent people from
getting lost, etc.
This year TADA formally established a self-funded
dementia advisory group. Thanks to the referrals from
doctors, case managers, and other resources, there are
9 participants in the advisory group, including 6 people
with dementia and 3 family carers. The group meets
once a month. Since April of 2019, they have focused on
the topics of dementia friendly facilities, transportations,
problems associated with getting lost, and financial
security.
Members in the group share their experiences, thoughts,
and needs at their ease. For example, when discussing
driving experiences, the members sincerely shared
the meaning and value of driving to them. At the same
time, carers were also able to talk about their worries
and the methods of convincing people with dementia
to stop driving. Furthermore, people with dementia also
sometimes recommended one another to stand in their
carers’ or passengers’ shoes to consider retiring from
driving. Members of the Dementia Advisory Group have
established the trust between themselves.

Keys to starting a Dementia Advisory
Group
Based on the past two years of experience, TADA has
found 3 keys to creating a dementia advisory group.
First, participants should clearly understand their
situation and be able to express their own opinions
related to dementia. Not every person with dementia is
ready to join the group. Second, the support of family
carers, doctors, and case managers will enable the
process. If doctors and case managers promote the
advisory group, people with dementia and their carers

will be encouraged to join the group. Last, but not least,
“advisory” is a good word to use, and attitude to have,
when discussing issues with people with dementia.
Professionals, policymakers, and carers all need to
consult people with dementia to respect their rights.

Advocating with people with dementia
in the new era of human rights
TADA would like to invite more participants through the
connection with doctors and case managers. Moreover,
TADA has encouraged many local city governments
to invite people with dementia to participate in the
policymaking process. Nowadays, people with dementia
have become hosts at press conferences. People with
dementia are also invited to give speeches. We truly
believe that people with dementia can be empowered
and advocate policies by themselves.
Not only is it important to support people living with
dementia in dementia advisory groups to advocate for
change and for improved support and services but
through visibility and communication, with and about
dementia advisory groups, it also helps to change
perceptions, increase awareness and tackle stigma.
TADA’s dream is not only to advocate policies for people
with dementia, but also to advocate with them. We
believe that people with dementia will bring Chinese
Taipei to a new era which promotes and ensures the
human rights of people with dementia and all people.
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5.6 Forget dementia, remember the person! Breaking down stigma
to move forward towards an inclusive society in Flanders (Belgium)

Flemish working group of people with dementia

Contributor: Olivier Constant, Flanders Centre of
Expertise on Dementia
If we focus on the possibilities of people with dementia
instead of their limitations, their dementia will disappear
behind their talents and not the other way around; that
is the starting point of the Flemish awareness raising
campaign ‘Vergeet dementie, onthou mens’ (‘Forget
dementia, remember the person’). The emancipatory
story of this campaign forms one of the foundations
of the Dementia Strategy of Flanders (Belgium) and
is written together with people with dementia and
their caregivers. Their vision is the beating heart of
‘Forget dementia remember the person’; respectful
communication is the basis for person-centered care
and an inclusive society.

Listen to us. Give us
a voice. Give us the
opportunity to meet peers.
Use respectful language.
Include us in setting policy
guidelines. Give us the
opportunity to learn and
experience new things.
The best medicines for someone with an incurable
condition do not come from a pillbox, we have them in

our own hands; attention, empathy, a listening ear and
time. People with dementia and their loved ones want
to be valued, understood and included. That is exactly
what we want to do in Flanders with ‘Forget dementia,
remember the person’. Not starting from a wellintended kind of pity for people with dementia, but from
sincere compassion and a firm belief in their everlasting
capacities, not only right after their diagnosis but in all
stages of the condition.
As the Flanders Centre of Expertise on Dementia and
official partner organization of the Flemish Authority in
Belgium, we coordinate the campaign together with our
partners in the field. With ‘Forget dementia, remember
the person’ we have a clear ambition: to give more
power to the people. Personal experiences are the heart
and soul of this movement. Through this grassroots
strategy we want to break down the walls between
(in)formal care and the rest of society, bridge
gaps between generations, urge more respectful
communication, smash stereotypes and sustain existing
dementia-friendly efforts.

The power of visual communication
On the dynamic web platform and social media for the
campaign, people can find a wide range of dementia
friendly communication tools, as a starting point to break
down the stigma on dementia and to give a voice to the
person behind the condition. The mission statement of
our campaign was translated in a short animation movie,
written together with people with dementia and their
caregivers. Moreover, there are series of cartoons that
stress the importance of respectful language when we
talk about dementia and want to invite others to stay
close to people with dementia instead of avoiding them.
Dementia is already difficult enough to cope with, so we
pose the question, “Why don’t we start to find more joy
in things that people with dementia still love to do?”
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Together with a professional photographer and people
with young-onset dementia at a day care center in the
city of Antwerp in Belgium, we also made brand new
posters that explain in short poems and quotes the
feelings of people with dementia and invite you to enter
their world. Additionally, we designed four short graphic
novel-stories about communication in the last stages
of dementia, with a clear message that was written
down on one of the visuals by a person with dementia,
“Learn to read the language of people with dementia.
Try. Listen. Search. Feel. Find. Look. Listen to me, also
when words disappear.” To distribute the campaign
message, people can also order free photographs from a
rich picture database that translates the baseline ‘Forget
dementia, remember the person’ visually.

Personal stories are the key to change
The beating heart of the campaign is the personal stories
of the experts, namely people living with dementia, their
carers and the people who experience dementia day-today. The more than 50 audiovisual testimonies that were
released in Dutch during the first half of 2019 have one
thing in common; the massive impact of the taboo on
the challenges in the daily care and support for people
with dementia, like timely diagnosis, care acceptance,
advance care planning and the sustainability of their
social network. This is also the reason why reducing
the stigma of dementia was, and is, the foundation of
the previous and current dementia strategy in Flanders.
The video statements are centralised around three basic
questions, which form the core of our taboo breaking
initiatives of the campaign ‘Forget dementia, remember
the person’:
• What can we learn from people with dementia?
• How can we guide them and their loved ones
towards tailored care and help them to accept help?
• How can we include people with dementia and
informal carers as long as possible in society?
During the second half of 2019, the personal stories will
also be made available for the international audience with
English translation through the YouTube channel of the
Flanders Centre of Expertise on Dementia. In this way,
we also want to contribute to the international movement
towards advocacy and involvement of people with
dementia – not only through the different communication
tools described, but also through a pioneering initiative
in the field: the start of the first-ever ‘Working group of
people with dementia’ in Flanders.

Valuing the experts by experience
The start of this working group is not a symbolic initiative,
but a crucial step towards empowerment and validation
of people with dementia and their caregivers. Not only
to include their voice more proactively in the media,
but to also include them fully in new projects, research
and policy work. The Flanders Centre of Expertise on
Dementia started brainstorming about the idea at the
beginning of 2018, together with the other plans for the

new chapter of ‘Forget dementia, remember the person’.
The centre joined forces with the Alzheimer’s Association
of Flanders to translate the ambitions for this new
working group into practice.
At the moment we have six people with dementia
involved, together with their family carers. It is our
ambition to involve people with dementia in all stages of
the condition, not only in the first phase of dementia and
not only people who are younger than 65 years. Since
the group held its first meeting in October 2018, we
initially focused on creating an open, strong partnership
between the members, as a foundation to move
forward with tangible actions in 2019. After five intensive
meetings we shot an introduction movie with the
members of the working group as our call to action for
a dementia friendly society. In May of 2019 we released
the movie for the media and public in Flanders and on
World Alzheimer’s Day 2019 the English version of the
movie will be released for the international audience.
Together with the introduction video we released the
first ‘Charter for a Dementia Friendly Society’ written by
people with dementia; another unseen initiative in our
country. We want to empower people with dementia
and reach out to society to respond to their needs and
respect their rights. The goals were defined crystal clear
by the working group: “Listen to us. Give us a voice.
Give us the opportunity to meet peers. Use respectful
language. Include us in setting policy guidelines. Give
us the opportunity to learn and experience new things.”
These ambitions are not optional. They will form the
compass for an eventual new dementia strategy in
Flanders of which the realisation could start, following
the elections of May 2019 and the formation of the new
government later that year.
These first steps we have taken are the start of an
intensive and inspiring journey that will lead to more
results and an integrated vision for the coming years.
We sincerely hope that the message of the ‘Flemish
working group of people with dementia’ in Belgium gives
people in other countries an extra dose of inspiration and
motivation to continue building on an inclusive society
that gives people with dementia and their loved ones the
place they deserve; not in the margin, but at the centre
of a kind and understanding society. And we also hope
that our campaign baseline ‘Forget dementia, remember
the person’ may inspire people across the globe,
because in the end people with dementia should always
be the reference point and quality check of a dementia
friendly society. That is true inclusion and empowerment
and the only way forward.
For more information on ‘Forget dementia, remember the
person’:
• YouTube: https://www.youtube.com/channel/
UCmKn3gOZLLdzneir-HlQE5g
• Website: www.onthoumens.be
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5.7 From Seldom Heard to Seen and Heard: why communities
should not be viewed as hard to reach

Contributor: Sarah Tilsed, Campaigns & Partnerships
Manager, National Dementia Action Alliance
Think about the imagery that you see around dementia.
Certainly, in the UK it tends to portray healthy, white,
heterosexual couples, supported by a family in a
comfortable environment. But as we know, dementia
is not just confined to this homogenous group. People
from any race or sexuality can develop dementia, as
can people with no family or home. Consider people
in prisons, with learning disabilities, in remote areas
- no situation is the same and each has very different
complexities.
It goes without saying that these groups and
communities need to be researched further, to have
awareness raised about them, and to be supported
appropriately. Work is taking place, but as always, more
can be done to ensure that the needs of people affected
by dementia are being met.
The National Dementia Action Alliance (NDAA) has
been working in the UK in this area since 2017 on the
campaign ‘From Seldom Heard to Seen and Heard’.
The NDAA is a national alliance for dementia care and
research organisations across England to connect, share
best practice and take action on dementia. We have over
110 health and social care members, all committed to
supporting people affected by dementia, with an action
plan setting out what they hope to achieve.

dementia regardless of age, stage etc. and highlight the
rights of everyone living with dementia. These rights are
enshrined in the Equality Act, mental capacity legislation,
health and care legislation and international human rights
law, and therefore can be used as a tool to highlight the
support for every person with dementia, regardless of
background or community.
Dementia can be challenging enough for people who
access mainstream services. For individuals with
more specific needs, the challenges are even greater.
Through its campaign, NDAA chose to challenge this
unfair disadvantage by running three roundtables
looking at learning disabilities, prisons and the LGBT+
(Lesbian, Gay, Bisexual, Transgender) community. We
wanted to shine a light on these groups and look at the
inequalities they face. We brought together people living
with dementia, carers and people working within these
groups and communities to discuss key issues. We have
produced recommendations from these roundtables,
which demonstrates the need for system wide change.
The campaign ‘From Seldom Heard to Seen and Heard’
focusses on dementia and learning disabilities, within the
LGBT+ community, and in prisons.

We bring these members together through campaigns,
social media, and newsletters. We run webinars,
roundtables, conferences, and thematic events; and
meet up with all of our members to find out what they
are working on. Focussing on campaigns is a large
element of our work and campaigns have included
decreasing the use of antipsychotic drugs, considering
the language around dementia that is used, supporting
carers, and creating dementia friendly hospitals by
implementing a charter that we created.

Prisoners over the age of 60 are the fastest growing age
group in prisons and many prison staff lack the training
required to spot the signs of dementia and to make the
relevant referrals, meaning that prisoners’ dementia can
go undiagnosed. The NDAA’s campaign aims to address
the inequality that currently exists, where many people
with dementia and carers who come from seldom heard
groups face a number of additional barriers when trying
to access care and support. In the first instance many
are not even aware that there are services out there for
them. Other times, people attend services only to find
out that they are unsuitable for their needs. There are a
number of reasons for this, ranging from a lack of training
and awareness, insufficient funds to adapt services or in
some cases, simply people’s bigotry.

Dementia statements, created by the NDAA, are
designed to represent people living with any type of

Many of you will have heard the term ‘hard to reach’
communities. When we started thinking about this
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campaign, this is how we referred to the different
communities we wanted to support. It was then brought
to our attention that people from these communities
are actually not hard to reach at all. They are very much
in plain sight, living where and how they have always
lived. But instead they have different needs that can
sometimes be overlooked. As one person put it, not so
much ‘hard to reach’ but more ‘easy to ignore’.
Through our campaign, we have tried to highlight some
of the unique challenges faced by people with dementia
who come from seldom heard groups. Many of these
people struggle to access good quality care and support,
they face a system that doesn’t truly recognise their
needs and cannot respond to them. It would be shortsighted not to acknowledge some of the financial strains
being placed upon the health and social care sector in
the UK at the moment, however this shouldn’t be used
as an excuse. In fact, NDAA members are demonstrating
how they can, and do, provide excellent care, not just for
a small group of people in England – but for all people.
MacIntyre, a learning disability charity stated that “I’m
extremely proud to have worked alongside NDAA for
their campaign, they really have ensured that Seldom
Heard Groups are ‘Seen and Heard’. Thanks to the
NDAA, many of their members came together, united, to
pledge their support to improving outcomes for people
living with dementia and their carers - many Seldom
Heard Groups were represented, such as LGBT+, BAME
(Black, Asian and minority ethnic), prison population as
well as people living with a learning disability”.
Many of the effective interventions we see do not require
money, rather careful consideration, planning, and most
importantly taking the time to engage with people from
seldom heard groups. To engage in dialogue with them,
to understand not only the challenges but what they
want to receive in order to live the best possible lives.
We found there were common inequalities across the
groups, such as the lack of services with joined-up
working, lack of person-centred care and recognised the
importance of an early diagnosis. These findings aren’t
surprising, and they can relate to any number of seldom
heard groups. You can find the full recommendations on
the NDAA website.(i) A BAME, LGBT+ person with young
onset dementia said that “without my involvement with
the NDAA...I would not have been able to set up the
LGBT Dementia Network and show that dementia can
affect anyone”
As well as holding an event on this campaign, presenting
on it at an Alzheimer’s Society Conference, Health
Education England steering group and at Alzheimer’s
Disease International, it has led us to the following:

(i) Find out more at: https://nationaldementiaaction.org.uk/
(ii) Read the report here: https://nationaldementiaaction.org. uk/
campaigns/hidden-in-plain-sight-dementia-and-learningdisability/

LGBT+ communities
• held webinars on LGBT+ communities
• had an article in Diva, the largest international
Lesbian magazine
• written for a London borough’s LGBT+ forum
• had the CEO of Stonewall (UK LGBT+ advocacy
organisation) write a blog for us
• Stonewall recommending us to speak to DHSC
(Department of Health and Social Care) about the
LGBT+ community and how they can adapt their
internal policies
• collaborated with Alzheimer’s Society, people
affected by dementia from the LGBT+ community,
and LGBT+ organisations to create a booklet, poster
and webpage, called Bring Dementia Out
• co-presented to medical students with a person with
dementia from the LGBT+ community
• an LGBT+ person with dementia forming an LGBT+
and dementia network as a result of being involved in
our campaign

BAME communities
• held webinars on BAME communities
• were consulted as a partner in a Race Equality
Foundation report ‘Dementia and Black, Asian and
Minority Ethnic Communities’1

Prisons
• sat on a national prisons steering group
• ran an event on dementia in prisons in partnership
with Alzheimer’s Society

Learning Disabilities
• worked with MacIntyre (a learning, support and care
charity) on an easy-read version of the Dementia
Statements for people with learning disabilities
• sitting on a national learning disabilities steering
group
• collaborated with The Foundation for People with a
Learning Disability on its report Hidden in Plain Sight(ii)
• held webinars on learning disabilities and dementia
It is evident, through our work so far, that much more
needs to be done in these areas to make sure that no
one is left behind. The next immediate steps are to pull
together all of this information, along with case studies,
pledges and our recommendations, and this should be
available within the next six months.
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5.8 The role of technology around stigma: Marie’s journey

Contributors: Sophie N. Gaber(i), MSc OT, PhD
Candidate at Karolinska Institutet, Sweden & Dr Anna
Brorsson, MSc OT, Assistant Professor at Karolinska
Institutet, Sweden.
This story is about Marie’s journey; the problems she
encounters whilst using Everyday Technology in places
and activities in public space; the stigma these problems
create; and how she manages the situations. The story is
based on research about the experiences of people living
with dementia in the UK and Sweden1-5.
Marie begins the daily routine of picking up the various
items she will need for going out. Keys…check, purse...
check, coat…check, phone…check, shopping list…
check! With her mental checklist ticked off, Marie steps
outside her house and makes her way to the bus. Marie
waits for her regular bus but there is a waiting line and
the driver overshoots the stop, so Marie rushes to catch
up with it. Marie breathes a sigh of relief - she has made
it onto the bus. It takes a moment for Marie to steady
herself and to search for her travel card in the bundle
of cards wedged inside her purse. Marie can sense the
people behind her are getting impatient so she asks the
bus driver for help and hurriedly searches for the travel
card.
Once seated, Marie sees that the electronic bus
announcer is not showing the correct next stop. The bus
is being diverted. Marie looks around to ask for help but
notices everyone is looking down. She realises they are
all looking at their phones. Marie reaches for her phone,
she stares at the screen trying to recall where to find the
(i) The research was carried out as part of the Marie Curie
Innovative Training Network (ITN) action, H2020-MSCAITN-2015, under grant agreement number 676265.

maps. She swipes backwards and forwards through her
phone but she cannot find it and so she puts the phone
back in her pocket. The surroundings are not as familiar
as they once were, but Marie looks out the window to
try and use the local buildings as a landmark to guide
herself.
Marie sees the supermarket through the bus window.
She is anxious that she might miss her stop so she
repeatedly presses the stop-button and makes her way
as quickly as she can off the bus. Marie waits at the
crossing for the green light to come up and then tries to
hurry over the road as the green light flashes with a tick,
tick, tick sound. Marie glances up from her shopping list
and feels a little overwhelmed at the supermarket. Her
senses are overloaded with so many impressions. She
sees endless aisles of products, displayed in a messy
and unfamiliar way. She hears many different sounds,
background music, announcements, the cashier ringing,
and children crying.
Marie starts to shop for the items on her shopping list. In
the fruit and vegetable department, she wants to buy a
couple of apples. She reaches out to collect them before
realising she is touching the reflection of the apples in
the mirror. Marie reaches down and collects the apples.
After quite some time, Marie has located most of the
items on the shopping list but she cannot find the coffee
she usually buys. Eventually, she finds a shop assistant
to ask for help. The shop assistant quickly mumbles the
directions to the coffee then shuffles off before Marie
could ask again. Marie goes up and down every aisle
looking for the coffee, walking much further than she
needed because the placement of the coffee is different
today.
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Marie pushes her heavy trolley to the checkout queue.
This is the moment she dreads the most. Marie feels
her anxiety building as she discovers it is the line for the
self-service check-outs which she often experiences
problems using. She glances behind at the long line and
tries to follow the instructions on the self-service checkout screen. Marie manages to scan some items but one
item was on sale and would not scan. Marie feels very
anxious indeed. A shop assistant comes over and helps
her before leaving Marie to cope alone.
By this time Marie is feeling stressed and she cannot
remember the PIN number for her card. She tries two
different numbers but she still cannot recall the correct
number. So Marie decides to pay with cash but she
cannot find which slot to put the cash in. The shop
assistant comes over again and helps Marie put all her
shopping back in the trolley and takes her to another
till with a cashier where she can pay with cash. Marie
collects her bags and takes a deep breath before she
sets off on her journey back home.

The pace of everyday technological
change
In an age where technology is being adopted more and
more frequently to everyday situations, often replacing
a human interaction, there should be a consideration
of the potential impact on people living with dementia,
in the same way there could or should be for someone
with a more visible disability (for example, the height of
a cash machine). The speed of technological change is
itself a challenge, with operators updating and adapting
at a pace not previously seen. For example, self-check-in
desks at airports are improving through user feedback
but airports are notoriously stressful environments to
begin with and introducing multiple, touch screen,
scanning, printing and self-tagging requirements can
be overwhelming. Some banks have been embracing
dementia awareness training, especially in the UK and
in Hong Kong, but as with supermarkets, the drive to
reduce human costs, means not only a reduction in the
number of branches, but also the introduction of more
automation of tasks like transfers, cheque deposit and
bill paying.
It is evident that people living with dementia can and
do adapt to technology and it can be a real assistance.
For example, using tablets and mobile devices enables
people to keep in touch with video calling, even when
distance is a challenge. Software and applications (apps)
on devices are also being adapted for therapeutic use
and simple touch screen and swipe technology can be
a huge benefit. However, to ensure that people with
dementia are engaged and benefitting from Everyday
Technology advances it is vital to include them in the
design and development processes. Just think how
complicated choosing and watching a TV programme
has become over the last few years, across multiple
devices, apps and streaming services.

Recommendations
Dementia-friendly and usable places
and services:
More service providers (e.g. retail and public transport)
should consider some simple measures that could
improve the experience of people with dementia when
accessing their products or services, including design
and layout adjustments. In addition, consider engaging
people with dementia and their caregivers about what
works well and not so well. Assess the implications
of moving products and facilities from familiar and
accessible locations and sign-posting any changes.
Explain more about the vision, hearing and perception
challenges and consider providing ongoing and regular
dementia-friendly training to staff to enable them to
recognise if a person has dementia and to provide
optimal customer support, patience and consideration.

Dementia-friendly and usable Everyday
Technology:
Technology developers should engage people living
with dementia and their carers in the design and testing
stages, to help identify and alleviate potential issues and
challenges - often simple things that are not perceived
as challenges at the outset, primarily as the question is
often not being asked. In retail environments, where the
use of self-check-out technology is rapidly increasing,
consider testing and adapting the technology from the
perspective of someone with dementia. Usability testing
and technology development in collaboration with
people living with dementia and caregivers also conveys
a thoughtful and caring approach from the business
operator.
When technology is not always the answer, consider
other options. In Scotland a supermarket introduced a
“slow lane” for people with dementia, where check out
assistants received basic awareness training and were
able to assist people and simultaneously help reduce
anxiety and stress. Evidently, the benefits of such a
choice by the retailer also helps other people who need
more time or who become anxious around technology.
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5.9 Can design play a role in increasing awareness and challenging
stigma around dementia?
Contributor: Prof Colm Cunningham, Director,
Dementia Centre, Hammond Care, Australia
Dementia is often perceived as a hidden disability but
much can be learned from the progress that has been
made in response to the needs, and importantly the
rights, of people living with more visible disabilities;
for example, access ramps into public buildings,
pavement level access for public transport, accessible
height cash machines. Strategic design underpins this
progress, which is equally important in public spaces,
care environments and in the home. Product design,
as well as built environment design, is also important
and by increasing awareness of the need for design
solutions for dementia, it can be argued, this goes some
way to increasing overall awareness, acceptance and
even helping reduce stigma, by legitimising the need for
innovation in this space.
Twenty-one years ago, ‘Design for Dementia’ was
published. It was one of the first publications to
comprehensively describe the importance of design in
supporting people with dementia.
It set out 8 principals that were needed to inform
thinking:
• Reinforce personal identity
• Maximise independence
• Enhance self-esteem and confidence
• Compensate for disability
• Allow control of stimuli
• Be orientating and understandable
• Demonstrate care for staff
• Be welcoming to others
And the features that an environment should have:
• Be small (in scale and in numbers)
• Be domestic and familiar
• Provide good visual access
• Reduce unwanted stimulation
• Highlight important features (for residents)

Understanding the experience of a person living
with dementia is essential to providing an enabling
environment and to support the person to live at home
or in a care setting. To be able to ‘see and sense’ is
critical because unfamiliar environments and situations
may cause increased stress and confusion.
The majority of people with dementia live in their own
home and want to be part of their communities for as
long as possible. It makes good economic sense to
invest in the design of cities and communities that are
able to support people with dementia. Without this,
premature admission to care has not only a personal but
a financial cost.
When it comes to design, while familiarity is key, most
people’s homes and communities weren’t built with
dementia or ageing in mind. Companies like IKEA have
only recently recognised the need for key features and
adaptations in their flatpack housing options, but it’s
the range of positive changes that can be made to
enhance the home or care environment for a person with
dementia that remain a priority.
Some design changes may help support the person
physically while others may assist the person in
understanding their environment and overcoming
specific perceptual challenges, these include:
• In the kitchen reducing clutter by clearing benches
and workspaces of occasionally used items and
leaving out things that are needed every day such as
tea and coffee making items
• Reducing distracting noises such as both a radio and
television
• Creating a special, calming space where the person
has favourite and familiar items and to which they can
retreat if feeling tired or overwhelmed
• Adjusting light levels is a critical issue, remembering
that people with dementia and older people generally
benefit from more light
• Thinking about what signs and cues would reduce
confusion or uncertainty such as in the kitchen
(pictures work well as the ability to read words may
be lost)

• Be unobtrusively safe and secure

Case study

• Provide for planned walking (access to safe outside
space)

When supporting her dad David’s bathroom
independence, Rosemary noticed he had been having
some toileting difficulties recently and often seemed
quite distressed afterwards. Rosemary thought David
may have been unwell, but then noticed when assisting
him to the newly renovated, all white bathroom, he
was unsure about locating the toilet. Later, he fumbled
with the new modern tap fitting at the basin and left
without washing his hands - unusual for David as he

• Provide links to the community
• Provide opportunities for privacy and social
interaction 
• Promote autonomy and choice
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was fastidious about hygiene. When discussing this
with a support person, Rosemary learned that greater
contrast benefits older eyes and people with dementia,
and that the shiny mixer tap would be unfamiliar to her
dad. A new black toilet seat and easy to understand tap
seem to have addressed most of David’s difficulties and
distress. Familiar handles and tap fittings often support
independence especially if they clearly identify hot and
cold.
In addition to changes with the ageing eye, for
people with dementia, sensory changes mean that
colour contrast is very important. The simple step of
introducing, in some situations, contrasting colours,
helps people understand the room and situation to find
their way. At other times, keeping colour uniform avoids
drawing attention to things that are confusing or to be
avoided. For example, having contrasting bed linen so
the bed is more obvious and a different colour top and
bottom sheet that contrast to the floor makes finding
and getting into bed easier and can be the difference
between needing assistance and getting into bed
independently. The recognition that the wrong flooring
can slow or stop a person is now well evidenced. Pick a
smooth, matte surface and ensure the same flooring is
across as many rooms as possible. These surfaces are
safer and easier for people with dementia. In kitchens
and other wet areas, opt for a surface that is not shiny
and reflective as this may look like water on the floor
and a person with dementia may wisely refuse to enter!
Between rooms, make the carpet bar or strip the same
colour as the flooring. This can also reduce the risk of
falls and prevent perceptual confusion1
Most design innovations and solutions around dementia
have been for domestic spaces and in care settings,
but is the case to translate this to public environments
gathering the momentum needed and can we use
disability rights to be the platform to do this? Cost is
always a barrier but increasing awareness, providing
advice and often introducing low-cost solutions is a
route to change. It does not always have to be advocacy
either, education works, for example, including design in
dementia friendly community programmes; and we can
decide where we spend our money, making a decision
on a conference venue, a choice of hotel or restaurant
and who we travel with should increasingly be based on
their embracing of dementia considerate design and their
investment in staff awareness.
It can be daunting for businesses such as shops, banks,
cafes, theatres, transport providers, etc. to learn more
about dementia and to start to look at dementia related
design, but in doing so they are not only fulfilling their
role from a disability rights perspective but they are also
sending out a strong positive message about their nature
and their brand and in doing so helping to increase
awareness, which in itself can help reduce stigma.
The importance of design cannot be over-stated and
much more research is required for what is needed from
diagnosis through to when symptoms are advanced.

New technologies, including virtual and augmented
reality, are proving to be enablers of people and
designers. A key design challenge for innovators will
be to span the varied and individual needs of people
with dementia while creating spaces that are both
aesthetically pleasing and that satisfy the functional and
at times complex care requirements of the people who
live there.
‘Talking Sense’ and ‘My Home My life’ are just two
examples of publications on design that are 21 years
later and are informed by research and the experience
of people with dementia. They are free at https://www.
dementiacentre.com/resources
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Conclusion & recommendations
When ADI decided to undertake a new survey on
attitudes toward dementia, we had no idea that we
would receive a 28-fold increase in responses from our
last survey in 2012. The public has spoken – and almost
70,000 voices have told us that we still have a long
way to go to ‘normalise’ the language, attitudes and
behaviours around dementia and integrate people living
with the condition fully into society in a supported way.
Almost all respondents feel they will one day develop
dementia themselves, with the majority concerned by
this, adding to the fear that surrounds the condition.
Most of us agree that we shouldn’t hide it – but with the
majority of people living with dementia stating that at
one time or another their opinions have not been taken
seriously or they have been treated unfairly in medical,
social or domestic situations, and some reporting their
symptoms have even been joked about - does this
encourage openness and disclosure?
In the absence of a disease-modifying treatment, we
need to find ways of dealing with the condition in the
‘here and now’ – to ensure that people with dementia
live the best quality of life they can and that those
who care for them are supported. We need to tackle
stigma head-on. Increased awareness leads to better
understanding and empathy. Better knowledge reduces
fear and changes behaviour.
A seismic shift needs to occur at all levels in society to
break down the barriers of stigma; in particular in the
governmental, health and care sectors, community
services, and global research. Change can start with just
one conversation, hence the focus of the campaign that
goes with this report “Let’s talk about dementia”.
Now more than ever before, it’s time to talk about
dementia.

Recommendations
1 Targeted public health awareness campaigns
2 Promotion of timely diagnosis and better post
diagnostic support
3 Global evolution of dementia friends’
programmes and dementia friendly/inclusive
communities - with people living with dementia
and carers at the heart of their design,
implementation and evaluation
4 Increased public advocacy of people living
with dementia – amplifying the voice of lived
experience
5 Increase advocacy focused on carers
experiences – whilst improving the
understanding of first-hand experience
6 Specialised education about dementia-related
stigma and person-centred care practice for
healthcare practitioners
7 Call for local governments to increase the
funding, range and quality of community
services for people living with dementia
8 Changes to public policy relating to
employment, health and insurance for both
people living with dementia and their carers
9 Full adoption of a rights-based approach
to dementia including full compliance with
the Convention of Rights of Persons with
Disabilities (CRPD)
10 Increase funded research – for both a
disease-modifying drug as well as further
understanding of stigma. We know from other
high stigma illnesses, including cancer and HIVAIDS, that medical treatment breakthroughs
can be a catalyst to stigma reduction – and we
also need to better understand the complex
role stigma plays throughout society in order to
tackle it and change hearts and minds.

About ADI
Alzheimer’s Disease International (ADI) is the international federation of Alzheimer
associations throughout the world. Each of our 100 members is a non-profit
Alzheimer association supporting people with dementia and their families.
ADI’s mission is to strengthen and support Alzheimer associations, to raise
awareness about dementia worldwide, to make dementia a global health priority,
to empower people with dementia and their care partners, and to increase
investment in dementia research.

What we do
• Support the development and activities of our member associations
around the world.
• Encourage the creation of new Alzheimer associations in countries where
there is no organisation.
• Bring Alzheimer organisations together to share and learn from each other.
• Raise public and political awareness of dementia.
• Stimulate research into the prevalence and impact of Alzheimer’s disease
and dementia around the world.
• Represent people with dementia and families on international platforms at
the UN and WHO.

Key activities
• Raising global awareness through World Alzheimer’s Month™ (September
every year).
• Providing Alzheimer associations with training in running a non-profit
organisation through our Alzheimer University programme.
• Hosting an international conference where staff and volunteers from
Alzheimer associations meet each other as well as medical and care
professionals, researchers, people with dementia and their carers.
• Disseminating reliable and accurate information through our website and
publications.
• Supporting the 10/66 Dementia Research Group’s work on the prevalence
and impact of dementia in developing countries.
• Supporting global advocacy by providing facts and figures about
dementia, and monitoring as well as influencing dementia policies.
ADI is based in London and is registered as a non-profit organisation in the
USA. ADI was founded in 1984, has been in official relations with the World
Health Organization since 1996. ADI is partnered with Dementia Alliance
International (DAI), a collaboration of individuals diagnosed with dementia
providing a unified voice of strength, advocacy and support in the fight for
individual autonomy for people with dementia.
You can find out more about ADI at www.alz.co.uk/adi

Alzheimer’s Disease International:
The International Federation
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is incorporated in Illinois, USA,
and is a 501(c)(3) not-for-profit
organization

Alzheimer’s Disease International
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UK
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2. Therapeutic Environment
What is a therapeutic Environment?
A therapeutic environment can best be described as a setting designed to help people thrive. A therapeutic environment
puts in place supports to strengthen the abilities of people with dementia while eliminating the barriers, distractions and
detractors that interrupt their peace, security and ability to thrive. It is a rich environment in which there is great
awareness and effort placed on the individual, their needs, patterns and habits. It also attempts to remove the challenges
which pose harm or impairment; those things that keep someone from thriving. This includes eliminating boredom, the
effects of overstimulation
A therapeutic environment is not only the antidote or prescription for wellness for those with dementia but, should be the
primary work of an organization seeking to limit the use of off label antipsychotic drugs.
Things that strengthen or add to a therapeutic environment might include enhancing the lighting or removing the kickers
on a wheelchair so a resident can independently ambulate (or “scooter” around). While things that can be removed include
unnecessary noise or overhead paging or switching on the lights in a resident’s room during the night-keeping them from a
restful night’s sleep.

Processes:

Use the accompanying resources to help develop a therapeutic environment

Work to identify ways to transform your organization into a therapeutic environment. Consider the physical, social, spiritual
and cultural aspects of your environment
Identify areas and issues that detract and cause harm or discomfort including lighting, sound level, temperature, sense of
chaos or threat

Indicators:
•
•

•

Scheduling practices favor resident’s needs over staffing patterns
Staff recognize and ensure resident’s best time for waking, rising, ADLs and apply knowledge of resident’s preferred
daily routine to ensure their best possible day
Identify environmental reinforcements that will allow resident to function optimally with ease and comfort
(sufficient lighting, adjustable clothes racks, tables and chairs)

Resources:
1.
2.
3.
4.

Creating a Therapeutic Environment
Stop and Listen Exercise and Tickets
Shift Huddle Tip Sheet
The Therapeutic Design
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Creating a Therapeutic
Environment

1

1

Creating a Therapeutic Environment
Philosophy of care focused on well being – finding and holding the
Comfort Zone
Being fluent in Alzheimer’s
Drug free/minimal
Personalized interventions
Reduced Noise
Traditional Environmental Supports
Shift Change
Redefined “activity”
A process to enhance sleeping & waking
Restructured bathing

2

2
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All behaviors happen for a reason
. . .not because of dementia!

HMMMMN! Let
me figure this
out

ALL Behaviors are a form of communication!

3

4
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1. Finding & Holding “The “Zone”
The Zone
The Zone!

o Comfort
o Safety/Security

o Well being
Comfort
Crisis!

o Therapeutic
Environment

5

The Big Thing . . . .
• If all behaviors happen for a reason
and it isn’t necessarily dementia that
causes them
• ADDRESS the Un-met Need

6

12/15/2021

Reasons for Challenging Behaviors

7

Watch for clues in
the four domains
•Physical/emotional
•Environmental
•Task
•Communication

8

12/15/2021

1. Philosophy of care focused on well
being
• Engaged and purposeful
life!
• Feeling free!
• Having pleasant
experiences and friends
• Feeling reassured and
safe
9

9

2. Being fluent in Alzheimer’s
Staff develop such a keen understanding of their residents that they understand
their actions, words and expressions

Can anticipate problems before they arise

Can deliver through their own actions, words and expressions a deep sense of
caring and love that comforts and supports the resident
Described as KNACK-David Troxell & Virgina Bell (Best Friends Approach to
Alzheimer’s Care

10

10
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3. Drug free/minimal environment
• Black box warning states “Increased mortality”
• Antipsychotic medications are ineffective and dangerous in this population
• There is no chemical rationale for their use to “treat symptoms of dementia”

11

4. Personalized Interventions
1. Easy access to personal
intervention resources
a) Cubby with boxes filled with
resident comfort items

2. Understanding of resident
routines
3. Likes and dislikes
4. Knowledge of ways to support
during uncomfortable tasks
12

12
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5. Noise Reduction
• Identify & Measure
• Recognize the intrinsic
benefits for residents
and staff

13
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Example: Bob’s Secret!
▪ Bob’s Special care unit
▪ 38 men/2 women
▪ Compared to a correctional facility
▪ 81 combative reportable events in 1 month

14
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Outcomes
Decreased
the incidents
of combative
events..

Saved
money on
medication..

Hired
activity
staff
person for..

Decreased
staff
absentee
rate by.

15
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Example: ICP Pilot
•Listen to the sounds in your
setting.
- What do you hear?
- From where is it coming?

16
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6. Traditional Environmental Supports
• Ensure adequate lighting
• Soothing colors
• Limit glare
• Attention to temperature

17

7. Shift Change or periods of high
activity
• Stagger departures
• No long goodbyes
• Don’t put the words in their
mouth

18
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8. Restructured “Activities”
• Built from the Holistic Model and
5 essential needs
• In-house Day Care
- 7:00 am -9:30 PM
- Universal Workers
- Clustered activities

• Meaningful/therapeutic activities
• Personalized interventions

19

9. Strategies for
Sleeping & Waking
St. Elizabeth Home
• Avoid sleep deprivation
• Shoot for 8-10 hours of continuous sleep
• Start with just one person-track their sleep
patterns over two weeks
• Easy people first!
• Figure out food and meds
• Slowly spread as you are able

20

12/15/2021

10. Strategies for Bathing
•ICP Pilot- Spa/guest
book
•Experiential exercises
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Noise Reduction: Data Collection
Stop, Sit, & Listen Breaks: In this exercise, you will be randomly selected to take a ten minute timeout for
research. This heightens awareness of noise levels in our environment and the ways in which they affect
residents. This will happen over the next two weeks at various times with many staff participating.
When selected, you will be given a card, a blindfold and a place to sit. You will be asked to sit quietly for ten
minutes, with a blindfold on, and listen and name the specific sounds and noises that contribute to noise
pollution. At the end of ten minutes, you can write your insights on the card and pass it on to your hive leader.
Front of Card:
Company Name

Stop, Sit and Listen Ticket
This certificate is your official “10 minute time-out for research”! We are conducting a study to determine the noises and sound that
effects our environment. You are asked to sit quietly for ten minutes, with a blindfold on, and listen and name the specific sounds
and noises that contribute to noise pollution. At the end of ten minutes, please write your insights below and on the back of this card
and pass it on to your hive leader for discussion.
Researchers name:
What were some of the
general noises you
experienced?

Back of Card:

Back of Card:

What sounds were very loud?

Did any of them make you jump
or give you concern?

Were there any that were
repetitive (alarms, overhead page)?

About how many times did these
noises occur?

What emotions could you hear in
the voices around you?

Are there any that were
unnecessary?

Are there any you think would
affect the lives of residents?
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Stop, Sit, & Listen Group Discussion: In this exercise, the hive leader assembles the hive to discuss the
information gathered in the “Stop, Sit, & Listen Breaks” during the previous two weeks.
1. The hive will review the information from the cards. Then, the hive leader will open the discussion by
asking the following probing questions. The responses should be captured or transcribed in the minutesof
the meeting.
Hive Discussion: Probing Questions
a. What are some of the areas that many people agreed were problems?
b. What were some fewer notable problems?
c. What does the hive consider to be the easiest to solve?
d. What are some more difficult areas that might require leadership to be involved?
2. Next, as a team, work together to create and implement a plan to decrease these sounds and improve the
environment.
We will:

Brought to you by the Maine Dementia Care Partnership ©2022, dementiapartnership4me@gmail.com

Shift Huddles Tip Sheet
What It Is:
A Huddle is a quick meeting to share and discuss important information. Start of Shift
and End of Shift Huddles provide a way to share information about each resident as
everyone starts work and to recap any information at the end of the shift that needs to
be shared with the next shift. They can be done in a stand-up meeting or as room to
room walking rounds with the charge nurse and CNAs together checking on each
resident. It helps to have other disciplines join in to share their information and to hear
information that can help them contribute to the team caring for residents.
Why Do It:
A shift huddle reinforces teamwork and allows everyone to hear about every resident so
staff can provide help to residents not on their assignment. Communication of essential
information cannot be left to chance. When it is shared in a group, everyone hears
EXACTLY the same information and can share what they know. The group can
problem-solve any issues on the spot.
Who Participates:
Shift Huddle is a gathering of the nurses and CNAs working together by unit and shift. It
is good to include housekeeping, social work, activities, and therapy or to huddle again
quickly later in the shift when these others can participate.
When To Do It:
Shift huddle should occur at the beginning and at the end of the shift. If there is a paid
shift overlap, it can be done with staff from both shifts. Huddles can also occur at other
times as needed, such as before staff go on break, when a new resident arrives, when
an issue arises that needs the team to come together, or when other departments can
participate in a short discussion.
How Long:
Start and end of shift huddles should take no more than 15 minutes. In-the-moment
huddles can often complete business in less than 5 minutes but may take longer.
How To Do It:
This needs to be a positive mutual exchange of information needed to care for each
resident on the hall. Standing Agenda Items may include:
• Resident by resident report by exception, focused on risks and opportunities,
including quality of life and quality of care, using MDS areas of functional status,
mood, and customary routines as a guide. INTERACTII Stop and Watch is an
excellent tool to focus the end of shift exchange.
• Anyone due for their MDS (in their Assessment Reference Date - ARD)
• Changes in Census – people coming in or leaving
1
Prepared by B&F Consulting for the Pioneer Network’s National Learning Collaborative
Funded by The Retirement Research Foundation

•
•
•
•
•
•
•

Information about new residents, including social history, family information,
medical needs, customary routines and special needs
Reportable Events, Incidents, Accidents for any resident
Complaints and Compliments for any resident
Follow-up on any issues raised for which the loop needs to be closed
Any clinical area that is being worked on (e.g., pressure ulcers)
News from any department requiring staff knowledge or coordination
Introduction of and check-in with new employees

Keys to Success:
Be on time, this is a short meeting. It needs to start and end on time. Everyone needs
to be there on time and be prepared to share.
Process:
This is an exchange among CNAs and with the charge nurse and other staff. At the end
of the shift, CNAs share information for each resident on their assignment. At the start
of shift, nurses give information provided by CNAs and nursing from the previous shift’s
end of shift report. Other staff may add relevant information about that resident.
Report is by exception, focused on risks and opportunities in quality of care and
quality of life. For example if someone is at risk for pressure ulcers, discussion will
include how well they ate and drank, and any positioning issues. If someone has been
depressed, the discussion will include their interactions and participation in activities. If
a resident does not seem to be oneself that day, this is noted and discussed. See
INTERACTII Stop and Watch for good examples of issues to note.
Critical Thinking:
To be successful shift huddles have to be valuable to the participants. These are not
rote reports. They are opportunities for critical thinking and problem-solving together to
ensure the best care for each resident.
Provide Support:
It is optimal to have the support of nursing management answering lights and meeting
residents’ needs while CNAs and the charge nurse are rounding or having stand-up so
that they can have uninterrupted time.
Huddles should be supportive, not negative. Provide mentoring to those nurses who
need help on how to facilitate positive team building huddles.
For a short video How-to on Shift Huddles go to
www.BandFConsultingInc.com/WhatYouDoMatters
2
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Design of the physical environment is increasingly recognized as an important aid in caring
for people with dementia. This article reviews the empirical research on design and
dementia, including research concerning facility planning (relocation, respite and day care,
special care units, group size), research on environmental attributes (noninstitutional
character, sensory stimulation, lighting, safety), studies concerning building organization
(orientation, outdoor space), and research on specific rooms and activity spaces (bathrooms,
toilet rooms, dining rooms, kitchens, and resident rooms). The analysis reveals major themes
in research and characterizes strengths and shortcomings in methodology, theoretical
conceptualization, and applicability of findings.
Key Words: Architecture, Alzheimer’s disease, Nursing homes, Assisted living

Kristen Day, PhD,1 Daisy Carreon, BA,2 and Cheryl Stump, BA3

Design of the physical environment is increasingly
recognized as an important aid in the care of people
with Alzheimer’s disease and other dementias. Facility administrators and designers now view the design
of long-term care, assisted living, and other environments as more than simply decorative. Design is regarded as a therapeutic resource to promote wellbeing and functionality among people with dementia. This article reviews and analyzes findings from
empirical research on the therapeutic impacts of design in dementia care settings.
Since the early 1980s, numerous “design guides”—
books and articles offering planning, architectural,
and interior design recommendations—have been
written to instruct architects and care providers on
how to enhance safety, homelikeness, and so forth in
dementia care facilities. At least four books of design
guidance for dementia environments have been published to date (see Brawley, 1997; Calkins, 1988; Cohen & Day, 1993; Cohen & Weisman, 1991), along
with numerous articles in scholarly and professional
books and journals (see Appendix A, Note 1). Design
recommendations for dementia environments are organized on a continuum by scale, as follows (after
Cohen & Weisman, 1991): (a) planning principles—
broad decisions made when developing a dementia
care facility (e.g., facility planning should accommo-

date a continuum of care); (b) general attributes—
desired qualities of the overall environment of the facility (e.g., facility design should promote noninstitutional character); (c) building organization—desired
arrangement of spaces within the facility (e.g., building design should support residents’ sense of orientation); and (d) specific rooms and activity spaces—the
design of particular rooms within the facility (e.g., design of bathrooms should preserve residents’ dignity
and privacy).
Design guides typically offer “hypotheses” for how
the spatial organization and appointment of the physical environment may promote well-being for people
with dementia. For example, to minimize the sensory
overstimulation that afflicts many people with dementia, design guides recommend modifications such
as designation of quiet rooms with soft colors, elimination of unnecessary clutter, and removal of paging
systems (cf. Brawley, 1997; Cohen & Weisman, 1991).
Frequently, design guidance is based on the practical
experience of designers or facility administrators; other
times, design guidance is research based, applying
findings from clinical research on dementia in the
form of design “solutions” (Weisman, Calkins, & Sloane,
1994).
Not all design guidance requires empirical research findings to justify its recommendations. For instance, design guides frequently call for enhanced
quality of life in institutional settings (e.g., design
strategies to increase homelikeness and autonomy for
residents). Such values—essential qualities of dignity,
privacy, and so forth—are arguably “inalienable
rights” (Lawton, 1981, p. 245) that do not require
empirical research for validation.
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The Therapeutic Design of Environments for
People With Dementia: A Review of the
Empirical Research

Other design guidance does demand verification
through empirical research, however. Empirical research is needed to resolve situations in which conflicting design recommendations are offered. Research is also warranted when recommended design
solutions are of unknown effectiveness or when design recommendations have major or controversial
impacts for cost or quality of life. Research on design
and dementia has been conducted in earnest since at
least 1980, yet findings of many studies remain unknown among designers and facility administrators.
In the following sections, we review and analyze existing studies of design and well-being for people
with dementia to enhance the design of dementia facilities and to provide direction for future research.

the studies reviewed used samples of fewer than 30
participants; many included less than 10 participants.
Sample sizes reflect the limited populations of residents at the single facility in which many studies
were conducted, the high rates of resident mortality,
and facilities’ limited populations of residents in
comparable stages of dementia. Although they raise
concern for the validity and generalizability of findings, studies with small samples were included so as
not to severely restrict the scope of this review. Research designs and samples are described in Table 1.

The rate of research on design and dementia is increasing: from 6 research reports from 1981–1985, to
17 research reports from 1986–1990, to 26 research
reports from 1991–1995, and to 21 research reports
already published since 1996 (see Table 1). This section summarizes findings from the research reports
reviewed, according to the organizational framework
presented earlier (i.e., planning principles, general attributes of the environment, building organization,
and specific rooms and activity spaces). The summary is followed by a discussion and analysis of existing research on design and dementia.

Methods
Several strategies were used to identify potential
studies for review. The first involved a key-word
search of four major databases: Psych Abstracts,
Medline, MAGS, and CAT (see Appendix A, Note 2).
Potential studies were also identified by reviewing all
issues (1980 or later) of several journals in gerontology and environment-design research (see Appendix
A, Note 3). Finally, reference lists were inspected for
all studies included in this review. In each case, articles, books, and chapters identified as potentially relevant (by title and by abstract if available) were collected and assessed for appropriateness.
Studies included in this review met the following
criteria: a report of empirical research (see Appendix
A, Note 4), published 1980 or later (see Appendix A,
Note 5), written in English, with an emphasis on people with dementia or their families or staff caregivers,
and with a substantial (though sometimes secondary)
emphasis on the relationship between the design of
the physical environment and the well-being of people with dementia, their families, and/or staff. For this
review, the physical environment was loosely defined as the domain of relevance to architects, interior designers, facility managers, and/or administrators or caregivers undertaking environmental design
or renovation. Thus, research on issues such as lighting, furnishings, and outdoor space was included.
Research on microscale “product” design (e.g., prosthetic devices to facilitate eating) or on the sensory or
social environment outside the purview of designers
(e.g., incorporation of music and pets) was excluded, as
were studies that did not examine actual environments
or actual impacts. Well-being was defined broadly, to
include factors such as residents’ activities of daily living (ADL), physical well-being, cognitive function, and
problem behaviors; family members’ well-being; and
staff well-being and job performance. Seventy-one research reports were included in the review. Because of
this selective search strategy, we may have overlooked
some relevant material in the review.

Planning Principles
These studies examine broad decisions regarding
the development of dementia care settings. Studies
examined impacts for well-being following relocation of people with dementia to new environments,
use of respite and day care environments and of special care units (SCUs), and exposure to various group
sizes of residents.

Relocation to New Environments.—Findings are
mixed regarding the impacts of relocating people
with dementia to new environments (Robertson,
Warrington, & Eagles, 1993; Seltzer et al., 1988; see
Appendix A, Note 6). When moved together as intact
units of residents and staff, people with dementia appear to suffer few or no adverse impacts from relocation (Anthony, Procter, Silverman, & Murphy, 1987;
McAuslane & Sperlinger, 1994; Robertson et al.,
1993). The more pleasant environment of a new facility may partially explain the lack of negative impact for relocated residents (according to McAuslane
& Sperlinger, 1994). In contrast, residents with dementia who are moved individually appear to suffer
higher rates of depression and mortality following relocation (Anthony et al., 1987; Robertson et al.,
1993). This effect holds when residents undergo orientation to ease relocation. Staff members also report
decreased job satisfaction (attributed to anxiety) prior
to moving, which returns to premove levels of satisfaction following relocation (McAuslane & Sperlinger, 1994).

Research Design and Sample Size

Respite Environments.—Respite environments offer temporary care for people with dementia and provide relief to families. The impacts of respite environ-

Much research on design and dementia comprises
small size samples. For example, more than 30% of
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Cohen-Mansfield &
Werner (1998)

Discrete; Problem Quasibehaviors
experiment

Quasiexperiment
Quasiexperiment

Quasiexperiment

One group
pretest/
posttest

Global;
Environmental
comparison
Chafetz (1990)
Discrete; Design
features
Cleary, Clamon, Price , Global;
& Shullaw (1988)
Environmental
comparison

Chafetz (1991)

Benson, Cameron,
Humbach,
Servino, &
Gambert (1987)
Bianchetti,
Benvenuti, Ghisla,
Frisoni, &
Trabucchi (1997)

Quasiexperiment

Global;
Environmental
comparison

Global;
Environmental
comparison

Bellelli et al., (1998)

Quasiexperiment

One group
pretest/
posttest

Global;
Environmental
services &
policies

Anthony, Procter,
Silverman, &
Murphy (1987)

Longitudinal
study

Quasiexperiment

Quasiexperiment

Research
design

Global;
Environmental
comparison

Global;
Environmental
comparison
Global;
Environmental
comparison

Annerstedt (1994)

Annerstedt (1993)

Global;
Environmental
comparison

Annerstedt (1997)

Study

Concept of
environmenta;
Focus of study

23 relatives of residents
29 staff members in nursing home

11 relatives of residents
32 staff members in SCU
37 general staff
27 residents in nursing home

11 residents in SCU

12 residents in SCU;
8 residents in nonspecialized
dementia unit
30 residents in SCU

16 residents in SCU

32 residents in SCU

8 relatives of relocated residents
55 residents in 8 SCUs

14 relocated residents;
39 nonrelocated residents in
psychiatric hospitals

relativesc
staff membersc

28 residents in group living;
31 residents in nursing homes

28 residentsb in group living;
29 residents in nursing homes;
293 residents in multiple
environments
28 residents in group living;
29 residents in nursing homes

Sample
information

Residents’ functional behaviors, agitation, wandering,
incontinence, food consumption, sleep, restraint use,
medications, weight, perceptions of unit
Relatives’ satisfaction with the unit
Staff knowledge of dementia, satisfaction with work
environment
Residents’ location in the unit, body position, exit-seeking
and trespassing, agitation, mood, pacing and wandering,
confusion
Preferences for modified environments

Residents’ actual and attempted door openings

Residents’ cognitive ability, behavioral appropriateness

Residents’ cognitive status, ADLs, behavioral ratings,
psychotropic drug use, physical restraint use

Residents’ mental and emotional status (including
orientation, intellectual behavior, social behavior, social
interaction), ADLs, nursing needs

Residents’ physical and social dependence; intellectual,
emotional, and motor functions; confusion, irritability,
anxiety, fear, mood, restlessness
Residents’ brain damage; motor, intellectual, emotional
ability; ADLs, dementia symptoms, physical activity,
drug usage, cost of care
Relatives’ emotional strain, attitudes towards care
Staff job satisfaction, attitudes towards care, knowledge of
dementia
Residents’ physical health, psychotropic and other drug
usage, disruptive behavior (wandering, treatment
compliance, depressed mood, activity level);
psychogeriatric dependency (orientation, self-care,
memory, sensory deficits, mobility, continence, feeding)
Relatives’ satisfaction with unit and care
Residents’ cognition, function, behavior, somatic health,
use of drugs, use of physical restraints

Residents’ ADLs, social dependency, disorientation,
confusion, aggressiveness, depression, anxiety, vocal
disruptions

Outcome
measures of
well-being

Major finding(s) of environmental
impacts on well-being

Enhanced nursing home,
incorporating visual,
olfactory, and auditory stimuli
to simulate home or nature
environment

SCU: outdoor patio, secure exit
doors, secure closet and
bureau drawers
Tape strips in front of double,
glass exit doors
SCU: shared rooms; tables for
dining in resident rooms;
neutral colors, decorations;
no TVs, radios, or telephones

SCUs: magnetic locks, no
environmental obstacles,
neutral wall colors, soundproofing, brightly colored
room doors and handrails,
separate activity area
SCU: orientation board, color
coded rooms, names/photos
on doors, alarm, double door
knobs
SCU: shared rooms, large
wandering area, activity area,
dining room, locked doors,
wayfinding cues

(Table continues on next page)

Upon relocation to SCU, residents
demonstrated significant declines
in behavioral problems, without
improvements in functional
abilities or cognitive status.
SCU was associated with little impact
on residents’ behavior and
cognitive function.
Tape grid in front of glass door did not
reduce exit attempts.
SCU was associated with
improvements in residents’
functioning, including reductions
in weight loss, agitation, restraint
use, and wandering. Family and
staff were satisfied with the SCU.
Enhanced nursing home environment
was associated with positive
impacts on the behavior and mood
of residents who pace; staff and
relatives also preferred enhanced
environments.

Residents in SCU demonstrated
prolonged increases in mental and
emotional functioning and ADLs.

Residents in SCU demonstrated
reduced behavioral disturbances
and decreased use of psychotropic
drugs and physical restraints.

Group living units: small scale,
Group living environments
private living/bedroom,
minimized dementia deficits.
shared living area and laundry
Group living units: small scale,
Group living units were associated
private living/bedroom,
with decreased deficits among
shared living area and laundry
residents, reduced emotional strain
among relatives, and increased
competence and satisfaction
among staff.
Relocation between hospitals
Relocation to a new unit was
associated with depressive
behavior and disorientation among
residents.

Group living units: small scale,
Group living had therapeutic impacts
private living/bedroom,
on people with dementia,
shared living area and laundry
especially in early stages.

Physical
environment
features

Table 1. Summary of Key Information on the Studies Reviewed on Design and Dementia
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Global;
Environmental
comparison

Discrete; Problem Experiment
behaviors
and quasiexperiment

Global;
Environmental
comparison

Discrete; Problem Quasibehaviors
experiment

Discrete: Design
features

Discrete; Problem Ethnographic
behaviors
study

Global;
Environmental
comparison

Greene, Asp, & Crane
(1985)

Hanley (1981)

Holmes, Teresi,
Weiner, Monaco,
Ronch, & Vickers
(1990)

Hussian (1982/83)

Hussain & Brown
(1987)

Hutchinson, LegerKrall, & Wilson
(1996)

Jones (1998)

Crosssectional
survey

Quasiexperiment

Longitudinal
study

One group
pretest/
posttest

Experiment

Discrete: Design
features

Götestam & Melin
(1987)

Quasiexperiment

Discrete; Design
features

Residents’ exit attempts

Residents’ agitation

Outcome
measures of
well-being

13 day care staff members
29 staff members in two geriatric
psychiatry units

Clients with dementia in day care
programc
16 relatives

8 residents in public mental
hospital

3 residents in long-term care
facility

6 residents in psychogeriatric
ward
2 residents in “old people’s
home”
120 residents in skilled nursing
facilities
79 residents in health related
facilities
49 residents in SCUs

12 residents in SCU

21 residents in psychogeriatric
ward (19 with dementia)

Staff perceptions of resident toileting issues
Staff attitudes, morale

Relatives’ perceptions of resident toileting issues
High stimulation environment,
with sociopetal furniture
arrangement, recreational
materials, orientation aids
(mirrors, clocks, signposts,
reality orientation boards)

Number, size, and design of
toilet rooms

Residents’ toileting behavior and issues

Residents’ exit attempts

Residents’ exit attempts

SCUs: locked exit with alarm,
rounded edge furnishings,
dining set up for optional
feeding of residents, special
activity rooms, staff desk
placed to monitor egress
Supernormal stimuli (i.e.,
brightly colored cardboard
shapes)
Tape grids on the floor in front of
exit doors

Large, 3-D ward signs and large
pictorial signs

Alarmed emergency exit doors,
with closed miniblinds over
windows, cloth cover over
panic bar
Building layouts, amount of
space, lighting, noise, size of
hallways, homelike
appearance and furnishings
Noninstitutional dining
arrangements (dining in coffee
room at small tables with family
style service, bright lights)
SCU: single and double rooms,
locked doors, personalization,
music, dining area

Location in the unit

Physical
environment
features

Residents’ cognitive ability, depression, arousal, orientation,
behaviors, ambulation, mood, activity limitation, family
contacts, activity participation, ADLs, satisfaction with
the environment, medical symptoms, sleeping, safety
precautions, social activities

Residents’ orientation ability

Residents’ hostility, agitation, appetite, self-feeding,
combativeness, ambulation, incontinence, dressing,
cognitive skills, withdrawal, hallucinations

Residents’ eating behavior, communication, activity levels

105 residents in group living units Residents’ confusion, disorientation

7 residents in SCU

Discrete; Design
features

One group
pretest/
posttest

24 residents in long-term care
facility

Sample
information

Discrete; Problem Survey
behaviors

Research
design

Elmståhl, Annerstedt,
& Åhlund (1997)

Cohen-Mansfield,
Werner, & Marx
(1990)
Dickinson, McLainKark, & MarshallBaker (1995)

Study

Concept of
environmenta;
Focus of study

Table 1. Summary of Key Information on the Studies Reviewed on Design and Dementia (Continued )
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(Table continues on next page)

Morale was higher among staff
working in a high stimulation
environment (i.e., orientation aids,
recreational materials, reality
orientation programs) compared
with staff in a traditional ward.

Conditioning residents to respond to
stimuli reduced residents’ exit
attempts.
Tape grid barriers in front of exit
doors reduced residents’ exit
attempts.
Ease of toileting was associated with
increased number and size of
bathrooms.

SCUs were not associated with
significant impacts on residents’
functional and cognitive status.

SCU was associated with
improvements in residents’
behavior, cognitive skills, and
affective responses.
Signs improved residents’ orientation,
when used in combination with
orientation training

Resident orientation was associated
with group living unit design that
facilitates perception without
reducing ”communication area.”
Noninstitutional dining arrangements
improved eating behavior and
communication among residents.

Visual barriers significantly reduced
residents’ exit attempts.

Agitation of residents was associated
with residents’ location in the unit.

Major finding(s) of
environmental
impacts on
well-being

401

Global &
discrete;
Environmental
comparison

Discrete; Design
features

Global;
Environmental
comparison

Discrete; Design
features
Global;
Environmental
comparisons

Lawton, Fulcomer, &
Kleban (1984)

Lovell, Ancoli-Israel,
& Gevirtz (1995)

Lyman (1989)

Mayer & Darby
(1991)
McAllister &
Silverman (1999)

Lawton, Liebowitz, &
Charon (1970)

Discrete; Problem Crossbehaviors
sectional
survey
Global;
QuasiEnvironmental
experiment
comparison

Kovach & MeyerArnold (1996)

Quasiexperiment
Ethnographic
study

Quasiexperiment

Quasiexperiment

Postoccupancy
evaluation

Quasiexperiment

Discrete; Design
features

Koss & Gilmore
(1998)

Quasiexperiment

Global;
Environmental
comparison

Research
design

Kihlgren, Bråne,
Karlsson,
Kuremyr, Leissner,
& Norberg (1992)

Study

Concept of
environmenta;
Focus of study
Collective living home: separate
apartments with own
furniture, rooms for common
activities

Physical
environment
features

Residents’ agitation

9 residents in psychogeriatric
Residents’ exit attempts
ward
Population of personal care home Residents’ experience of community, participation in
of 59 residents,
activities, social networks and relationships, roles
8 residents in personal care home
8 residents in nursing home

Relocation of day care center to
enhanced facility (safety and
surveillance features,
enclosed garden, therapy
rooms)
Placement of mirror, reverse
mirror in front of exit door
Personal care home: small
groups of residents, private
rooms, kitchenette, dining
room, living room, patio,
wandering path and common
rooms

Exposure to bright light

Increased light intensity, high
contrast tablecloth, place
mats, dishes, and so forth for
dining
Residents’ behavior (especially agitation) during bathing,
Physical features in and outside
caregiver behavior during bathing
the bathroom that impact
bathing, tubs versus showers
Residents’ mental status, number of personnel present, staff- SCU: private rooms,
to-resident interaction, resident-to-resident interaction,
noninstitutional design
self-maintaining behavior, active interest, location of
(bright colors, pattern, bird
resident, excursions off unit
noises, planter, space for
personal belongings), defined
social space
Residents’ location and social behavior
SCU: bright room decor, color
Relatives’ assessment of old and new building
coding, graphics, large
orienting stimuli, large
central area
Staff assessment of old and new building

Residents’ amount of food intake, amount of help needed
eating, agitation

Residents’ mental and somatic health: orientation, motor
functions, vision, hearing, speech, ADLs, behavioral
disturbance, work load, psychiatric symptoms
Perceptions of residents, residents’ living

staff at day care center for demen- Staff stress and quality of caregiving
tia and nondementia clientsc

56 residents in SCU
134 relatives of long-term care
residents
86 relatives of SCU residents
80 staff members in long-term
care unit
60 staff members in SCU
6 residents in skilled nursing
facility

9 original residents in long-term
care,
6 new residents (including one
original) in SCU

18 residents in SCU
15 clients in day care program

13 residents in dementia unit

5 residents in collective living
home
5 residents of nursing home
relativesc
staffc

Sample
information

Outcome
measures of
well-being

Table 1. Summary of Key Information on the Studies Reviewed on Design and Dementia (Continued )
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Relocation of day care center to
enhanced facility was associated
with positive and negative changes
in the nature of staff stress and
quality of care.
Mirror in front of exit door reduced
residents’ exit attempts.
Personal care home was associated
with increased resident
responsiveness to the environment
and with community building.

SCU design was associated with
increased therapeutic impact,
decreased pathological behaviors,
and decreased self-maintenance
behaviors among residents. SCU
design was associated with
increased visits from relatives.
Exposure to bright light reduced
resident agitation, with greatest
impacts on residents in mid- to
late-stage dementia.

Residents in collective living
demonstrated better social abilities,
more alertness, reduced depression,
and more disturbances, than did
residents in a nursing home. Staff
were more accepting of residents’
behavior in collective living than in
nursing home.
Heightened contrast and increased
light were associated with
increased food eaten and reduced
agitation among residents.
Environmental (and other) features are
associated with increased agitation
during bathing.
SCU was associated with decreased
personal interactions, decreased
self-maintaining behavior,
increased mobility, and increased
range of behavior among residents.

Major finding(s) of
environmental
impacts on
well-being

The Gerontologist

Experiment

Longitudinal
study

Discrete; Design
features

Discrete; Design
features

Mishima, Okawa,
Hishikawa,
Hozumi, Hori, &
Takahashi (1994)
Moony & Nicell
(1992)

Discrete; Design
features

Namazi & Johnson
(1992c)

Discrete; Design
features

Namazi & Johnson
(1992a)

Discrete; Design
features

Discrete; Problem Longitudinal
behaviors
study

Namazi & Johnson
(1996)

Namazi & Johnson
(1992b)

Discrete; Design
features

Morgan & Stewart
(1998)

Quasiexperiment

One-shot case
study
intervention

Quasiexperiment

Quasiexperiment

Crosssectional
survey

Morgan & Stewart
(1999)

Ethnography

Global; Implied
environmental
comparison
(though one
case only)
Discrete; Design
features

Moore (1999)

Melin & Götestam
(1981)

One group
pretest/
posttest
Experiment

Global;
Environmental
comparison
Discrete; Design
features

McCracken &
Fitzwater (1989)

Quasiexperiment

Global;
Environmental
services &
policies

Research
design

McAuslane &
Sperlinger (1994)

Study

Concept of
environmenta;
Focus of study

22 residents in SCU

22 residents in SCU

8 residents in SCU

12 primary care staff in SCU

39 residents relocated from one
high density long-term care
unit to another
14 residents relocated from high
density long-term care to low
density SCUs
11 residents remaining in high
density unit
22 residents in SCU

9 relatives of residents relocated
from high to low density SCU
9 relocated staff members

Staff in SCU

22 residents in SCU

14 residents in psychogeriatric
ward
10 residents without dementia in
psychiatric hospital
Residents in five SCUs (each with
25–31 residents)

21 residents in psychogeriatric
ward (19 with dementia)

15 residents relocated to
community nursing home
12 residents remaining in
psychogeriatric ward
16 relocated staff
19 staff not relocated
11 residents in SCU

Sample
information

Residents’ agitation levels, exiting behavior

Residents’ independent selection of snacks and snacking
choices

Residents’ ability to dress independently, staff assistance in
dressing

Residents’ bathing habits; bathing safety; bathing problem
behavior, especially aggression and agitation
Staff perceptions of bathing and bathing problems

Relatives’ assessment of buildings, perceptions of density
and of private rooms
Staff assessment of buildings, perceptions of density and of
private rooms
Residents’ disruptive and nondisruptive behavior

Residents’ experience of dining, social interaction,
homelikeness, interactions with staff
Staff behavior and attitudes towards residents

Residents’ incidents (falls, injuries, aggression, missing,
other), time spent outdoors

Residents’ sleep time, behavior disorders, melatonin
secretion levels

Residents’ behavior (language, social interaction, attention,
orientation, motor coordination, incontinence, eating,
dressing, and grooming)
Residents’ eating behavior, communication

Staff job satisfaction

Residents’ behavioral dependence, problem behaviors

Outcome
measures of
well-being

Unlocking door to secure
outdoor area

Closet modification: presents
only clothes to be worn, in
appropriate order
Glass-door and dormitory-style
refrigerators with snacks, in
resident kitchens

Bathing environment and
equipment

Group size, overall facility size,
private rooms and bathrooms

SCU: small group size; clustered
dining and living rooms,
kitchen; wandering area, views
to outdoors, day light, religious
corner, common areas
Low density SCU: small group
size, overall facility size,
private rooms and bathrooms

Therapeutic and traditional
outdoor environments

Exposure to morning bright light
therapy

Noninstitutional dining
arrangements

Open versus closed dementia
unit

Relocation from a
psychogeriatric ward to a
community nursing home

Physical
environment
features
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Institutional tub was associated with
resident apprehension and
resistance, and is regarded as
unfamiliar.
Closet modifications enhanced
residents’ independence in
dressing.
Neither visible nor accessible
refrigerators greatly increased the
incidences of independent
snacking among residents.
Free access to a secure outdoor area
decreased residents’ agitated
behavior.

Relocated residents showed no
evidence of changes in behavioral
dependency or in the number of
problem behaviors. Staff initially
reported increased job
dissatisfaction prior to relocation.
Closed SCU was associated with
improved functioning among
residents.
Noninstitutional dining arrangements
improved eating behavior and
communication among residents.
Exposure to bright light increased
residents’ total and night sleep
time, reduced day sleep time, and
reduced behavior disorders.
Use of outdoor environments reduced
incidents and aggressive behavior
among residents.
SCU was associated with enhanced
social interaction and friendship
formation among residents, but
organizational and physical factors
in SCU limit therapeutic potential.
Small group size, small facility size,
and private residents rooms of SCU
were evaluated as positive
features.
Residents relocated to low density
SCU displayed improvements in
disruptive and nondisruptive
behavior.

Major finding(s) of
environmental
impacts on
well-being
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Discrete; Design
features

Discrete; Design
features

Discrete; Problem Ethnographic
behaviors
study

Discrete; Both
Longitudinal
design
study
features and
problem
behaviors
Discrete; Problem Crossbehaviors
sectional
survey
Discrete; Problem Experiment
behaviors

Namazi, Rosner, &
Rechlin (1991)

Negley & Manley
(1990)

Nelson (1995)

Netten (1993)

Global;
Environmental
comparison

Discrete; Design
features

Global;
Environmental
services &
policies

Phillips et al., (1997)

Pynoos & Ohta
(1991)

Robertson,
Warrington, &
Eagles (1993)

Passini, Rainville,
Marchand, &
Joanette (1998)

Netten (1989)

Discrete; Design
features

Quasiexperiment

Evaluation
research

Crosssectional
survey

Quasiexperiment

Experiment

Quasiexperiment

73 residents in psychogeriatric
wards relocated as intact units
47 residents in psychogeriatric
wards relocated individually

12 caregivers of people with
dementia, at home

77,337 residents in 841 SCUs and
nursing homes in four states

14 people with dementia
28 healthy older adults

104 residents in 6 group homes
and 7 communal homes

79 residents in 13 residential care
homes

Residents in
59-bed skilled nursing facility

Residents in 47-bed SCU

10 residents in SCU

9 residents in SCU

44 residents in two SCUs

Quasiexperiment

Namazi, Rosner, &
Calkins (1989)

14 residents in SCU

12 residents in SCU

Sample
information

Experiment

Discrete; Design
features
Discrete; Design
features

Namazi & Johnson
(1991a)
Namazi & Johnson
(1991b)

Quasiexperiment

Discrete; Design
features

Research
design

Namazi & Johnson
(1992d)

Study

Concept of
environmenta;
Focus of study

Residents’ mortality

Relatives’ evaluation of effectiveness of modifications

Residents’ functional status, weight, ADL function,
cognitive performance, behavior problems

Residents’ spatial orientation, wayfinding

Residents’ wayfinding ability

Residents’ apathy, social disturbance, orientation,
discontentedness, agitation, smiling

Residents’ disruptive behavior

Residents’ assaultive behavior

Residents’ identification of their rooms

Residents’ exit attempts

Residents’ ability to locate and use the toilet

Residents’ frequency and appropriateness of toilet use

Residents’ distractions and focus on task

Outcome
measures of
well-being

SCUs: Overall environmental
quality, including
cleanliness, homelikeness,
lighting, stimulation
Home modifications, including
handrail, reality orientation
board, raised toilet seat, bidet,
grab bar, bath modications
Relocation of residents as units
or individually

Environmental stressors,
including loud noise, crowds
of people, frightening images,
entertainment
Access to outdoors, private
space, personalization, light,
quiet, territoriality, private
rooms, room size, room
changes
Building complexity, decision
points, number of zones,
color coding, signage
Building configuration,
environmental information

Tape grids in front of exit doors,
cloth cover over panic bar,
disguise of door knob (paint,
knob cover)
Display cases outside residents’
rooms, with and without
personally meaningful
memorabilia
Relocation of dining to two day
rooms on dementia unit

Curtains surrounding toilet in
lieu of doors
Signage with various words,
symbols to indicate “toilet”

Cloth barriers used to create
activity areas

Physical
environment
features
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Nine months after adoption, most
home modifications were
evaluated by relatives as still
effective.
Relocation was associated with
increased mortality for residents
who were relocated individually.

Building configuration and type of
facility were associated with
orientation among residents.
Simple building configuration and
explicit environmental
information were associated with
resident orientation.
Functional decline rates for SCU
residents were comparable to
those for non-SCU residents.

Environmental features were
associated with orientation, social
disturbance, apathy, and
discontentedness among residents.

Residents’ assaultive behavior
decreased following relocation of
dining to the dementia unit.
Residents’ assaultive behavior was
associated with environmental
stressors.

Display cases with meaningful
memorabilia increased residents’
identification of rooms.

Environmental barriers were
associated with reduced visual and
auditory distractions and increased
focus in attention among residents.
Visual access to toilets increased
residents’ use of toilets.
Verbal and pictorial signage
increased residents’ ability to
locate the toilet.
Cloth covers on door knobs
decreased residents’ exit attempts.

Major finding(s) of
environmental
impacts on
well-being

The Gerontologist

Global;
Environmental
services &
policies

Global;
Environmental
comparison

Seltzer et al., (1988)

Skea & Lindsay
(1996)

Global;
Environmental
comparison

Discrete; Problem Longitudinal
behaviors
study

Global;
Environmental
services
policies

Discrete; Design
features

Swanson, Maas, &
Buckwalter (1993)

Teresi, Holmes, &
Monaco (1993)

Ulla, Johanna, &
Raimo (1998)

Van Someren,
Kessler, Mirmiran,
& Swaab (1997)

Quasiexperiment

One group
pretest/
posttest

Quasiexperiment

Discrete; Problem Crossbehaviors
sectional
survey

Sloane et al., (1998)

Quasiexperiment

One group
pretest/
posttest

Global;
Longitudinal
Environmental
study
comparison
Discrete; Problem Quasibehaviors
experiment

Saxton, Silverman,
Ricci, Keane, &
Deeley (1998)
Scandura (1995)

Quasiexperiment

Discrete; Design
features

Research
design

Satlin, Volicer, Ross,
Herz, & Campbell
(1992)

Study

Concept of
environmenta;
Focus of study

22 patients with dementia

85 residents living at home

77 cognitively intact residents in
integrated units, including 23
living near residents with
dementia

13 residents in SCU
9 residents in long-term care

19 residents in community
hospital ward
24 residents in partnership
scheme homes
8 staff in community hospital
ward
12 staff in partnership scheme
homes
Residents in 53 SCUs in four
states

37 clients at dementia respite
center in veterans hospital

residents in SCUc

26 residents in SCU
19 residents in nursing home

10 residents in veterans hospital

Sample
information

Residents’ rest–activity rhythms

Residents’ mood, functional ability, cognitive functioning

Cognitively intact residents’ depression, demoralization, life
dissatisfaction, living status

Residents’ catastrophic behavior, unscheduled interactions
and activities, wandering

Residents’ agitation, wandering

Staff job satisfaction,
psychological well-being

Residents’ cognitive impairment, depression, self-care,
mobility, communication, social functioning, quality of
life on the unit (quantity and quality of interaction)

Clients’ cognitive status, functional status (dressing, sleeping
pattern, muscular rigidity, self-feeding, ambulation, joint
contractures, muteness, eye contact), language, mood,
communication, social contact, cooperation

Residents’ ADLs (self-care, toileting, social/cognitive
function, mobility), cognitive impairment, problem
behaviors, depression, falls
Residents’ falls

Residents’ agitation, sleep patterns, restraint usage,
medication usage

Outcome
measures of
well-being

Exposure to indirect (ceilingmounted) bright light

SCUs: homelike environments
with kitchens, one in familiar
urban setting and one with
backyard, sauna, balcony

Residential proximity of
cognitively intact residents to
residents with dementia

SCUs: environmental quality,
including design,
maintenance, space, seating,
lighting, noise, resident
rooms, stimuli, unit size
SCU: safe wandering, separation
of dementia residents, safe
and sturdy furnishings

Group size, shared common
spaces, private rooms and
bath rooms, control

Special furnishings: bean bag
chairs, futons, mattresses
placed on floor
Respite environment

SCU: cluster design, small
groups, wandering path

Exposure to bright light

Physical
environment
features
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SCU was associated with reduced
catastrophic reactions and more
spontaneous reactions among
residents, but not with reduced
wandering.
Close residential proximity to
residents with dementia was
associated with increased
depression, demoralization, and
life dissatisfaction among
cognitively intact residents.
Use of respite environments located
in SCUs was not associated with
deterioration of residents, and was
associated with rehabilitation for
some residents.
Increased exposure to bright light was
associated with improved
circadian rest–activity rhythms
among residents.

Increased environmental quality was
associated with reduced agitation
and reduced wandering among
residents.

Exposure to bright light was
associated with improved sleep
patterns among residents, but not
with reduced agitation or reduced
use of restraints.
SCUs were associated with preserved
mobility among residents, but not
with reduced functional decline.
Special furnishings were associated
with reduced falls among
residents.
Respite care was associated with
improved function of lower
functioning residents and with
slight deterioration among higher
functioning residents.
Partnership scheme homes were
associated with enhanced
communication skills, self-care
skills, mobility, social functioning,
and quality of life among residents,
but not with enhanced cognitive
status.

Major finding(s) of
environmental
impacts on
well-being
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Discrete; Problem Experiment
behaviors

Global;
Environmental
services &
policies

Global;
Environmental
comparison

Whall et al., (1997)

Wiltzius, Gambert, &
Duthie (1981)

Wimo, Nelvig,
Adolfsson,
Mattson, &
Sandman (1993)
31 residents in SCU in mental
hospital
31 residents in mental hospital
23 staff

20 cognitively intact residents

relativesc
8 staff in 4 SCUs
10 staff in 4 skilled nursing
facilities
12 residents in SCU
10 residents at home using respite
and other services
26 family caregivers of residents
in SCU or at home using
respite
31 residents in 5 nursing homes

12 residents in 4 SCUs
10 residents in 4 skilled nursing
facilities

Sample
information

Staff assessment of program effectiveness

Residents’ orientation, ADL function, imposed work load,
drug usage

Residents’ orientation, intellectual and social behavior,
social interaction, sensory perception, ADLs (hygiene,
sleep, nutrition, elimination, ambulation)

Residents’ aggression, agitation

Residents’ and clients’ cognitive ability, physical and
perceptual skills, occupation, independent functioning,
behavior problems, communication
Caregivers’ general health, anxiety, depression, quality of
life, guilt, grief

Residents’ cognitive functioning, behavior, problem
behaviors, affect, mood, ADLs, weight, socialization,
falls, activity participation, physical and pharmacological
restraint usage, interaction
Residents’ background, dispensation
Staffing patterns, training, job rewards and stressors, work
history, interactions

Outcome
measures of
well-being

SCU: familiar decorations,
mirrors, signage, TV, radio,
newspapers, access to
personal belongings

Natural elements (animal, bird,
nature sounds and pictures,
food) during bathing
Integration or segregation of
people with dementia and
cognitively intact residents

SCU placement versus home
plus respite care and other
services

Privacy, special therapeutic
features (wandering path,
special activity areas,
environmental cues)

Physical
environment
features

Placement of residents in SCUs was
associated with reduced
psychological symptoms among
relatives. Both SCUs and other
alternatives were associated with
declines in residents’ abilities.
Introduction of natural elements was
associated with reduced agitation
of residents during bathing.
Integration of cognitively impaired
and nonimpaired residents was
associated with declines in mental
and emotional status for
cognitively intact residents.
SCU was associated with positive staff
assessment. SCU and mental
hospital were associated with
declines in residents’ ADLs,
orientation, and behavior.

SCUs and skilled nursing facilities
were associated with few
differences in resident outcomes or
in facility/staffing characteristics.

Major finding(s) of
environmental
impacts on
well-being

Note: ADL ⫽ activities of daily living; SCU ⫽ special care unit.
a
Conceptualization of the physical environment—either “globally” (i.e., as a single entity, including the physical and social environment, without isolation of specific physical features) or discretely (i.e., with one or more features
of the physical environment treated as variables and other aspects of the environment held constant). (Modeled after Weisman, Calkins, & Sloane, 1994.)
b
Unless otherwise specified, “residents” are people with dementia.
c
Information not provided.

Quasiexperiment
and survey

Quasiexperiment

Experiment

Global;
Environmental
services &
policies

Wells & Jorm (1987)

Quasiexperiment

Global;
Environmental
comparison

Research
design

Webber, Breur, &
Lindeman (1995)

Study

Concept of
environmenta;
Focus of study
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residents without cognitive impairments. Cognitively intact residents are found to suffer declines in
mental and emotional status when living in close
residential proximity to people with dementia (Teresi, Holmes, & Monaco, 1993; Wiltzius, Gambert,
& Duthie, 1981).
Alternately, SCUs are reported to have little or no
positive effect on residents’ wandering, cognition,
functionality, and behavior, or on staff job satisfaction or job pressure (Bellelli et al., 1998; Chafetz,
1991; Holmes et al., 1990; Ramírez, Teresi, Holmes,
& Fairchild, 1998; Saxton, Silverman, Rica, Keane, &
Deeley, 1998; Skea & Lindesay, 1996; Swanson et
al., 1993; Webber, Breuer, & Lindeman, 1995). Reports of findings do not distinguish between SCUs
with and without special environmental features. Many
studies of SCUs include small sample sizes and lack
comparison groups (see Table 1 for details.)
It is difficult to assess whether specialized design
features in SCUs have any impact on people with dementia. First, SCUs are not comparable, because what
is considered an SCU varies enormously (Maslow,
1994; Teresi, Holmes, Ramírez, & Kong, 1998). Second, most SCUs do not use extensive specialized design features (U.S. Office of Technology Assessment,
1992, in Maslow, 1994). Further, special features used
in SCUs (staffing, activities, design, etc.) are frequently
treated by researchers as one “global” intervention
(Weisman et al., 1994; see Appendix A, Note 8). Thus,
potential impacts from individual design features (private rooms, minimal sensory stimulation, etc.) are obscured by simultaneous modifications in other arenas.
When used, design features may not be identified by
researchers as highly significant aspects of the special
intervention (cf. Skea & Lindesay, 1996; Swanson et
al., 1993). For these reasons, the impact of specialized
design cannot be easily distinguished in much existing
research on the effectiveness of SCUs.

SCUs.—Generally, SCUs are segregated units that
accommodate only cognitively impaired individuals,
such as those with dementia. SCUs distinguish themselves by offering one or more “special” features, including dementia-appropriate activities, small groups
of residents, special staff selection and training, family involvement, and specialized design (see also
Berg et al., 1991). According to a survey of 31 SCUs
in five states, the most typical, distinguishing environmental features of SCUs (compared to nonspecialized units) include smaller size units, fewer resident
rooms, and more designated private rooms (Mathew
& Sloane, 1991). SCUs are further characterized by
the presence of private dining rooms, separate and
larger activity rooms, and access to the outdoors
(Mathew & Sloane, 1991).
The effectiveness of SCUs for people with dementia has been subject to debate. A complete review of
this multifaceted research is beyond the scope of this
article, in which we focus on the physical environment only (for reviews, see Maslow, 1994; Teresi,
Grant, Holmes, & Ory, 1998; Weisman et al., 1994).
General information on the impacts of SCUs warrant
mention, however. Studies show associations between SCU environments and improvement or
slowed decline in residents’ communication skills,
self-care skills, social function, mobility, and affective responses (Benson, Cameron, Humbach, Servino,
& Gambert, 1987; Greene, Asp, & Crane, 1985; McCracken & Fitzwater, 1989; Skea & Lindesay, 1996).
Additionally, SCUs are associated with reductions in
behavior disturbances, abnormal motor activity, apathy, and hallucinations among residents (Annerstedt,
1993; Bellelli et al., 1998; Benson et al., 1987;
Greene et al., 1985; McCracken & Fitzwater, 1989;
Swanson, Maas, & Buckwalter, 1993).
Other positive impacts of SCUs reported in these
studies include reduced emotional strain among relatives and increased competence and satisfaction
among staff (Annerstedt, 1993; Wells & Jorm, 1987;
see Appendix A, Note 7). Segregation of dementia
residents into special units also appears to benefit

Day Care Centers.—Only one study was identified
that specifically examined the design of day care centers in terms of therapeutic impacts. In this research,
relocation of a day care center to an enhanced facility
(including safety and surveillance features, an enclosed garden, and more space for day health programs and activities) was associated with positive and
negative changes in staff stress and quality of care (Lyman, 1989). Following the move, staff stress shifted
from that prompted by space shortages to (lower)
stress associated with specific spatial configurations
(e.g., difficulty involving clients in activities in new,
larger activity areas). Negative impacts on quality of
care associated with limited space (e.g., insufficient
space for clients to conduct specific activities as long
as desired) were also reduced following relocation.
Group Size and Clusters of Residents.—Design guides
suggest that units with fewer residents may reduce
overstimulation among people with dementia by
controlling noise and by limiting the number of people each resident encounters. This recommendation
is supported by research findings, including those of
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ments on people with dementia appear to be related
to individuals’ functional levels and to the type of environment. In an examination of 37 clients of respite
services, Seltzer and colleagues (1988) found that,
following a 2-week respite stay, lower functioning individuals showed small improvements in ADLs, whereas
higher functioning individuals showed a small decline in ADLs. Both effects were minor, and neither
group revealed any changes in cognitive status following respite. In a study of 85 people with dementia, use of respite environments for approximately 2
weeks was associated with little deterioration and
with improvements in cognitive function and mood
(Ulla, Johanna, & Raimo, 1998). Improvements were
attributed to the therapeutic philosophy and care
plan of the SCUs, and to the SCUs’ homelike environments. Thus, findings largely support the use of
respite as an alternative to home care alone, because
negative impacts of respite are limited.

Kihlgren et al., 1992; McAllister & Silverman, 1999;
Sloane et al., 1998). Compared with those in traditional nursing homes and hospitals, residents in noninstitutional settings are less aggressive, preserve
better motor functions, require lower usage of tranquilizing drugs, and have less anxiety. Relatives reported greater satisfaction and less burden associated
with noninstitutional facilities (Annerstedt, 1997; Cohen-Mansfield & Werner, 1998; Kihlgren et al., 1992).
Staff also prefer less institutional, enhanced environments (Cohen-Mansfield & Werner, 1998).
Noninstitutional environments are not entirely beneficial, however. A higher degree of homelikeness is
associated with greater restlessness, more disturbances (tied to greater assertion of independence),
and increased disorientation and deterioration of diet
(Elmståhl, Annerstedt, & Åhlund, 1997; Kihlgren et al.,
1992; Wimo, Nelvig, Adolfsson, Mattsson, & Sandman, 1993). Studies also show that mortality and decline rates for residents do not significantly improve
in noninstitutional units when compared with traditional settings (Annerstedt, 1994; Phillips, Sloane,
Howes, & Koch, 1997; Wimo et al., 1993). Further,
noninstitutional design requires supportive caregiving to be effective. In an ethnographic study of one
facility, “institutional” caregiving practices (characterized as inflexible and formal) were described as
undermining the therapeutic potential of the homelike environment (Moore, 1999).

Sensory Stimulation.—Residents face difficulties
with sensory overstimulation, which may increase
the distraction, agitation, and confusion associated
with dementia. Sensory overstimulation may be exacerbated by the normal hearing loss that accompanies aging and the further hearing loss associated
with dementia, both of which may increase confusion and reduce social interaction and self-esteem
(Brawley, 1997; see Appendix A, Note 11). (Visual
deficits, discussed later, further increase overstimulation.) At the same time, sensory deprivation has been
identified as a potential problem in many dementia
care environments (Cohen & Weisman, 1991).
Design guides call for appropriate levels of sensory
stimulation, striking a careful balance between environmental overstimulation and deprivation. Recommendations include removing unnecessary clutter,
providing tactile stimulation in surfaces and wall
hangings, and eliminating overstimulation from televisions, alarms, and so forth (cf. Evans, 1989; Hall,
Kirschling, & Todd, 1986).
Researchers have identified characteristics and locations linked with high levels of sensory stimulation
in environments for people with dementia. In an ethnographic study of one skilled nursing facility, overstimulation is associated with loud noises (loud talking, singing and clapping, etc.), with crowding and
disruptive behavior from other residents, and with
frightening experiences (e.g., scary movies, costumes;
Nelson, 1995). High stimulation—as measured by
agitation levels—was found to occur in elevators,
corridors, nursing stations, bathing rooms, and other

General Attributes of the Environment
These studies investigate desired qualities of the
overall facility environment. Studies have examined
effects on well-being associated with noninstitutional
character, levels of sensory stimulation, lighting levels, and design modifications for safety.

Noninstitutional Character.—Design guides frequently
endorse the use of noninstitutional design features,
such as homelike furnishings and personalization, to
promote well-being among residents. This endorsement is supported by research findings, though studies often compare facilities in which many features
vary (e.g., staff training, activity programming), in addition to environmental design. Noninstitutional environments characterized as having homelike or
“enhanced” ambiance (personalized rooms, domestic furnishings, natural elements, etc.) are associated
with improved intellectual and emotional well-being,
enhanced social interaction, reduced agitation, reduced trespassing and exit seeking, greater preference and pleasure, and improved functionality of
older adults with dementia and other mental illnesses
(Annerstedt, 1994; Cohen-Mansfield & Werner, 1998;
Vol. 40, No. 4, 2000
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a major survey of 53 SCUs in four states (Sloane et
al., 1998). According to this study and others, larger
unit sizes are associated with higher resident agitation levels and with increased intellectual deterioration and emotional disturbances (Annerstedt, 1994;
Sloane et al., 1998). Further, residents in larger units
exhibit more frequent territorial conflicts, space invasions, and aggressiveness toward other residents (Morgan & Stewart, 1998). In contrast, people with dementia residing in smaller units experience less anxiety
and depression and more mobility (Annerstedt, 1997;
Skea & Lindesay, 1996). Small group sizes are also
positively associated with increased supervision and
interaction between staff and residents (McCracken &
Fitzwater, 1989) and with social interaction and
friendship formation among residents (McAllister &
Silverman, 1999; Moore, 1999; Netten, 1993). No
consistent numbers are offered for what constitutes a
“large” or a “small” unit.
Smaller facilities offer additional benefits for residents and staff. In a comparison of 28 residents of
group living facilities (see Appendix A, Note 9) and
31 residents of traditional nursing homes, residents of
group living displayed higher motor functions and
slightly improved or maintained ADLs and required
less usage of antibiotics and psychotropic drugs (Annerstedt, 1993; see Appendix A, Note 10). In the
same study, relatives with family members in group
living units reported lower levels of strain and better
attitudes toward dementia care than relatives of residents in nursing homes. Staff members also experienced benefits associated with group living facilities.
Staff in group living units reported greater competence, more knowledge in dealing with dementia,
and greater job satisfaction than did their counterparts in nursing homes (Annerstedt, 1993).

with color discrimination, depth perception, and sensitivity to contrast (Cronin-Golumb, 1995). These deficits exacerbate normal changes in vision that accompany aging, such as irritation from glare and
changes in color perception (Brawley, 1997). Design
guides for dementia environments recommend strategies to reduce glare, increase contrast where appropriate, and minimize confusion concerning depth
perception. Design guides also recommend increasing overall light levels and exposure to bright light
(cf. Brawley, 1997).
Compared with other older adults, people with dementia are exposed to inadequate levels of bright
light (described as light exceeding 2,000 lux; Campbell, Kripke, Gillin, & Hrubovcak, 1988). In findings
from two studies involving 24 and 10 residents, respectively, bright light treatment consistently regulated circadian rhythms and improved sleep patterns
among people with dementia (Mishima et al., 1994;
Satlin, Volicer, Ross, Herz, & Campbell, 1992; see
Appendix A, Note 13). Results are mixed concerning
the impact of bright light on agitation (Lovell, AncoliIsrael, & Gevirtz, 1995; Mishima et al., 1994; Satlin
et al., 1992).
Most often, research on the effects of bright light
is conducted under laboratory conditions, requiring
special equipment and the restraint of residents. The
effects of bright light as a regular environmental feature have received limited attention. One quasiexperimental study was identified in which researchers
examined the effect of ceiling-mounted light fixtures
that provided high intensity illumination (790–2,190
lux; Van Someren, Kessler, Mirmiran, & Swaab, 1997).
Bright light administered in this fashion fostered behavioral improvements and increased circadian rest–
activity rhythms among 22 people with severe dementia. Residents in facilities with low overall light
displayed higher agitation levels (Sloane et al., 1998).
Residents in units with inadequate lighting showed
no difference in psychiatric symptoms compared with
residents in units with ample lighting, however (Elmståhl et al., 1997).
Little research on the impacts of visual contrast in
dementia care environments was identified, though
this strategy is frequently recommended to enhance
“legibility” or clarity of the environment. In one quasiexperiment, 13 residents with dementia ate more and
displayed less agitation when dining arrangements
incorporated brighter light and heightened color
contrast (i.e., high contrast tablecloths, place mats,
dishes; Koss & Gilmore, 1998).

Safety.—Residents’ attempts to leave facilities or
homes present a major safety concern for staff and
family caregivers. Design solutions to prevent unwanted exiting often do so by exploiting residents’
cognitive deficits. For instance, in a study involving
nine residents of a psychogeriatric ward, a full length
mirror placed in front of the exit door reduced residents’ exit attempts by half (Mayer & Darby, 1991). A
reverse mirror had a similar, but less significant ef-

Lighting and Visual Contrast.—People with dementia face particular visual deficits, including difficulty
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residents’ rooms, whereas low stimulation has been
observed in activity and dining rooms (Cohen-Mansfield, Werner, & Marx, 1990; Negley & Manley, 1990).
Detailed descriptions of these spaces were not provided by researchers.
Overstimulation may impair residents’ ability to
concentrate. Limited stimulation activity areas—
made by hanging cloth partitions to eliminate views
to ongoing activity—reduce distractions among residents by up to two-thirds (Namazi & Johnson,
1992b). Use of partitions increased the ability to focus on a task among residents in all stages of dementia by eliminating some visual and especially auditory distractions (e.g., noise, talking).
Findings on the effects of low stimulation units are
mixed. Use of a neutral design and color scheme,
elimination of stimulation, and consistent daily routines have been shown to reduce behavioral disturbances, curtail use of physical and chemical restraints,
and encourage weight gain (Bianchetti, Benvenuti,
Ghisla, Frisoni, & Trabucchi, 1997; Cleary, Clamon,
Price, & Shullaw, 1988). Similarly, in one quasiexperiment, 13 residents of an SCU that incorporated
structured resident routines and reduced stimulation
displayed fewer catastrophic reactions and more positive interactions, compared with nine residents in
long-term care (Swanson et al., 1993). Reduced stimulation units have had little effect in regulating sleep
patterns, decreasing urinary incontinence, or discouraging wandering, however (Bianchetti et al.,
1997; Cleary et al., 1988; Swanson et al., 1993; see
Appendix A, Note 12).
Design guidance argues that certain levels of sensory stimulation may be required to promote engagement in activities and interaction and to minimize
withdrawal among people with dementia (cf. Calkins,
1988). The positive impacts of sensory stimulation
have received limited research. The experimental
Weiss Institute of the Philadelphia Geriatric Center
was designed to maximize positive sensory stimulation; this facility featured resident rooms opening directly to a central open space. The spatial configuration was intended to enhance residents’ orientation
and engagement in activities (Lawton, Fulcomer, &
Kleban, 1984). Indeed, in a postoccupancy evaluation of the Weiss Institute, residents were found to
spend less time in their rooms and were more attentive to activity following relocation to this facility
(Lawton et al., 1984). In a related study, a high stimulation environment (including orientation aids, recreational materials, and extensive reality orientation
programs) was associated with increased morale
among 16 staff members in one unit, compared with
morale among 13 staff members in a traditional dementia unit (Jones, 1988). The focus on increasing
structure and resident orientation in the high stimulation unit suggests other possible explanations for enhanced staff morale in this unit.
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newly designed SCU, staff reported that the new facility’s low density, private resident rooms, enclosed
charting spaces, and secluded outdoor area and activity spaces impeded staff surveillance and increased
time spent locating and monitoring residents (Morgan
& Stewart, 1999). Ease of surveillance also has negative consequences. In an evaluation of the Weiss Institute, staff interaction with residents was found to
decrease following occupation of this new facility
(Lawton et al., 1984; see also Liebowitz, Lawton, &
Waldman, 1979). Because the facility’s open design
accommodated staff surveillance from the nurses’
station, direct staff contact with residents may have
been minimized.
Preventing falls among residents is another key
safety concern (cf. Morgan & Stewart, 1999; Pynoos
& Ohta, 1991; Scandura, 1995). Design interventions
have demonstrated some success in reducing residents’ falls. A significant reduction in falls was reported in one SCU with the introduction of alternative furnishings that put residents closer to the ground
(i.e., bean bag chairs, futons, and mattresses placed
on the floor; Scandura, 1995; see Appendix A, Note
15). In other research, environmental modifications
introduced into home environments to reduce falls
were judged effective by 12 dementia caregivers at a
7-month follow-up (Pynoos & Ohta, 1991). These
modifications included tub and stair rails, a nonskid
bath mat, and a bath chair.

Building Organization
Studies of building organization examine the desirable arrangement of spaces within facilities. Issues
investigated include residents’ orientation and wayfinding, and the impact of providing outdoor spaces
in dementia care facilities.

Orientation.—Disorientation—confusion regarding
place, time, personal identity, or social situation—is
common among people with dementia (Cohen &
Weisman, 1991). Design guides suggest numerous
strategies to enhance orientation, including improvements for wayfinding (e.g., landmarks, signage) and
provision of information from the environment (e.g.,
allowing views to accessible outdoor areas to increase
residents’ orientation to time of day and season).
Research confirms that residents’ orientation depends, in part, on the physical environment. In a
study of 79 dementia residents at 13 long-term care
facilities, higher levels of orientation were associated
with quiet environments (Netten, 1993). Researchers
theorized that disorientation followed residents’ attempts to “shut out” noisy environments. Not surprisingly, wayfinding among residents was judged less
successful in facilities with low lighting levels in public areas (Netten, 1989).
Design strategies intended to enhance orientation
appeared to aid at least some residents. Staff members reported that orientation among residents was
supported by design modifications that included
room numbers and use of distinguishing colors for
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fect. Impacts were attributed to residents’ loss of
memory of personal identities; accordingly, residents
may have been distracted from exiting when engaged
or frightened by the image of an approaching “stranger”
in a mirror (Mayer & Darby, 1991).
Another design strategy capitalized on the likelihood that, because of problems with depth perception, people with dementia may interpret two-dimensional patterns on the floor as three-dimensional
barriers. In a quasi-experiment with eight residents,
such two-dimensional grids successfully eliminated
most exit attempts for some residents (Hussian &
Brown, 1987). In other studies, two-dimensional grids
either increased or failed to decrease residents’ exit
attempts (Chafetz, 1990; Namazi, Rosner, & Calkins,
1989). Failure to reduce exiting was attributed to the
presence of glass doors and adjacent large windows,
which offered views to attractive, nearby outdoor
spaces (see also Morgan & Stewart, 1999). Attractive
views were hypothesized to distract residents from
two-dimensional grids or to entice residents to overcome their aversion to these optical illusions. In a
study involving seven SCU residents, installation of
closed, matching miniblinds that restricted light and
views through exit door windows decreased exit attempts by half (Dickinson, McLain-Kark, & MarshallBaker, 1995).
Other design strategies also created optical illusions that reduced unwanted exiting. The addition of
a cloth panel to camouflage a door knob or “panic
bar” eliminated exit attempts for most residents
(Dickinson et al., 1995; Namazi et al., 1989). (Both
of these studies used fewer than 10 residents.) This
effect held irrespective of the color or pattern of the
cloth cover (Namazi et al., 1989) and with and without the use of miniblinds to cover windows (Dickinson et al., 1995). Disguising the door knob itself (with
a knob cover or by painting the knob to blend with
the door) reduced exit attempts to a lesser extent
(Dickinson et al., 1995; Namazi et al., 1989).
Finally, conditioning residents to respond to attention-getting signage also reduced exit attempts. Three
residents with dementia who were conditioned to develop negative associations with “supernormal” stimuli—in this case, large, colored, cardboard geometric
shapes placed near exits (Hussian, 1982–83; see Appendix A, Note 14)—wandered less into doors and
stairways bearing those images.
Accommodating residents’ exit attempts, rather
than discouraging them, also generated positive outcomes. Unlocking doors to allow access into secure
outdoor areas was associated with significant decreases in agitation in a quasi-experiment involving
12 residents (Namazi & Johnson, 1992d). Reduced
agitation was tied to increased autonomy as well as
to outdoor usage.
Surveillance is considered essential by staff for
maintaining safety in environments for people with
dementia (Morgan & Stewart, 1999). Design interventions may have unintended consequences for staff
surveillance opportunities. In interviews with nine
staff members and nine relatives associated with a

resident rooms and doors (Lawton et al., 1984). In
studies with eight residents, large signs improved resident orientation, when incorporated with orientation
training (Hanley, 1981); signs alone had minimal effect on residents’ orientation, however.
The type of orientation device may make a difference, though research on this question is limited to
one experiment involving 10 SCU residents. When
displayed in cases outside resident rooms, personally
significant memorabilia were somewhat more likely
to help residents find their rooms than were displays
without personal significance (Namazi, Rosner, &
Rechlin, 1991). Personally significant memorabilia
were most useful for those with moderate dementia;
higher functioning residents were able to orient with
nonsignificant memorabilia as well, and lower functioning residents were aided by neither.
Orientation is further impacted by building configuration. Simple building configuration is associated
with resident orientation, when residents are also
provided with explicit environmental information
(Passini, Rainville, Marchand, & Joanette, 1998). In a
quasi-experiment with 105 residents in several group
living facilities, residents were found to experience
greater spatial orientation in facilities designed around
L-, H-, or square-shaped corridors, compared with facilities with corridor designs (Elmståhl et al., 1997).
Corridor designs were also associated with higher degrees of restlessness and dyspraxia and with reduced
vitality and identity (Elmståhl et al., 1997). Residents
in facilities with more hallway space demonstrated
less disorientation and less lack of vitality (Elmståhl et
al., 1997).
In survey research with 104 residents in several
homes, higher levels of orientation were identified in
“cluster” facilities (comprised of small units of resident rooms and associated common spaces), compared with larger scale “communal” facilities (common spaces separated from resident rooms and shared
by larger groups of residents; Netten, 1989). In cluster facilities, higher levels of orientation were associated with complex decision points and longer corridors, which allowed meaningful choices between
places residents used (Netten, 1989). In communal
facilities, heightened orientation was associated with
short corridors and simple decision points, which allowed residents to travel only short distances without
prompts and did not force residents to choose between spaces they did not use (Netten, 1989).

Nicell, 1992). Residents walked outdoors more often
(for short periods of time) in a facility with a special
therapeutic garden (Mooney & Nicell, 1992).

Specific Rooms and Activity Spaces
This research investigates the design of particular
rooms within the facility. Studies examine the design
of bathrooms, toilet rooms, dining rooms, kitchens,
and resident rooms, as these impact well-being among
people with dementia and others.

Toilet Rooms.—Incontinence is a major problem
among people with dementia (Namazi & Johnson,
1991b). Design guides emphasize the importance of
maintaining independence in toileting whenever possible, such as by making toilets easy to locate and to
identify (signage, visible locations, etc.). In some instances, the design of toilet rooms may exacerbate
toileting problems. Staff report that small toilet rooms
make assisting with toileting difficult and that wheelchair users are more likely to have “accidents” when
the toilet room is occupied, preventing access (Hutchinson, Leger-Krall, & Wilson, 1996).
Research findings, though limited, support the effectiveness of design interventions to facilitate toilet-

Provision of Outdoor Areas.—Design guides recommend access to the outdoors to maintain homelikeness, to accommodate activities, and to increase
residents’ exposure to light and sun. Limited research
findings support the value of outdoor spaces to reduce aggression among people with dementia. In a
longitudinal study of five facilities with and without
outdoor spaces, researchers found that violent episodes among residents decreased over time in facilities with outdoor environments, whereas violent episodes increased during the same time period in
facilities without outdoor environments (Mooney &
410
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Bathrooms.—For people with dementia, bathing is
an experience that frequently compromises dignity
and autonomy. Design recommendations emphasize
increasing independence and control in bathing (e.g.,
choice of shower or tub bath), promoting a more
homelike bathing experience (e.g., less institutional
design), and assisting caregivers during bathing (additional space, grab bars, etc.).
Bathing is regarded as among the most stressful
tasks in caring for people with dementia (Kovach &
Meyer-Arnold, 1996; Pynoos & Ohta, 1991; Sloane
et al., 1995). Several studies examine aspects of bathing associated with high stress. Negative resident
reactions are associated with unfamiliar or fearful
equipment or procedures (bath tub lifts, specialized
tubs, getting in and out of the water, high water levels
in whirlpool baths), cold tub rooms (cold air or water
temperature, chills from slow tub filling or draining),
design features that impede bathing (poor lighting,
inadequate mats or handrails), and distractions (noisy
equipment, running water, or distracting activities
outside the bathroom; Kovach & Meyer-Arnold, 1996;
Lawton et al., 1984; Namazi & Johnson, 1996; Sloane
et al., 1995). Some evidence suggests that baths may
be less upsetting than showers for residents, though
findings are mixed (Kovach & Meyer-Arnold, 1996).
Perhaps because of their long-term positive association, natural elements had a calming effect when introduced during bathing in an experiment with 31
residents in five nursing homes (Whall et al., 1997).
Nature sounds (e.g., animal and water noises) and
pictures (e.g., birds), when provided along with favorite foods and distracting conversation, significantly
decreased agitation during shower baths among residents with late stage dementia (Whall et al., 1997).

ing. One quasi-experiment involving 44 residents in
two SCUs compared residents’ responses to various
forms of directional signage for toilet rooms, including the word “rest-room,” “toilet,” or a graphic of a
familiar household toilet (Namazi & Johnson, 1991b).
Early and moderate stage dementia residents were
most likely to locate and use public toilets in response to primary color signage affixed to the floor
(responding to residents’ typically downcast gaze)
comprising a series of arrows and the word “toilet”
(Namazi & Johnson, 1991b). Further, frequency of
toilet use increased dramatically when toilets were
visibly accessible to residents (Namazi & Johnson,
1991a), though this experiment included only 14 residents. Residents’ use of toilets increased by over
800% when curtains surrounding toilets (in lieu of
doors) were left open, making public and private toilets clearly visible when not in use (Namazi & Johnson, 1991a). In particular, visibility increased toilet
use among residents with more advanced dementia.

dents’ independent snacking (Namazi & Johnson,
1992c). Transparent refrigerators, in which residents
could clearly see snacks inside, were only slightly
more effective than were conventional, dormitorystyle refrigerators. Both styles of refrigerators may
have been unfamiliar to residents. Staff provision of
snacks was suggested as a possible impediment to
residents’ independent snacking (Namazi & Johnson,
1992c).

Dining Rooms and Kitchens.—Design guides offer
many recommendations regarding dining and kitchen
areas (cf. Calkins, 1988; Cohen & Weisman, 1991).
Suggestions emphasize the importance of a familiar
and normal dining experience, the need to locate
dining and kitchen activity areas within each dementia unit or “household,” and the value of reducing
sensory stimulation to encourage eating. Research
findings from an experiment with 22 residents support noninstitutional dining arrangements. Noninstitutional dining—in which residents dined “family
style” at small dining tables in a coffee room, instead
of from trays while seated in chairs in the corridor—
was linked to increased social interaction and communication during dining and to improved eating behavior among residents (Götestam & Melin, 1987;
Melin & Götestam, 1981). Institutional staff practices
(e.g., assigned seating, institutional food service) provoked disruption and agitation in dining rooms with
homelike design features (Moore, 1999).
In an impact not anticipated by design guidance,
relocating dining to the dementia unit of an SCU—
from a remote, centralized dining room—significantly decreased residents’ aggression (Negley &
Manley, 1990). Assaults were reduced by over 40%
when residents were no longer crowded into elevators to reach the centralized dining room (Negley &
Manley, 1990). (Elevators had been sites of frequent
violations of personal space, which caused altercations.) In this instance, assaults may have been further reduced by designating two dining areas on the
dementia unit, thus separating higher functioning residents, more likely to be assailants, from lower functioning residents, more likely to be assault victims. In
the same quasi-experiment, staff reported less anxiety
and more time for assisting residents after moving
dining to the dementia unit.
In a study on the design of environments to encourage independent snacking, installation in kitchenettes of small, accessible refrigerators stocked with
snacks prompted only a minimal increase in resiVol. 40, No. 4, 2000

Discussion and Conclusions
From the research reviewed, four primary types of
studies on design and dementia emerge. Studies are
grouped according to their major focus (people/behavior vs. the physical environment) and their conceptualization of the physical environment (global or
discrete). Environmental comparison studies compare two or more facility types for impacts on residents, staff, and family (e.g., SCUs vs. skilled nursing
facilities.) Design feature studies assess the effects of
specific environmental interventions (e.g., door modifications to reduce exit attempts). Studies of environmental services and policies examine organizational
411
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Residents’ Rooms.—Design guidance emphasizes
the need for homelikeness, autonomy, and privacy in
residents’ rooms in dementia care facilities. The relative merits of private versus shared resident rooms is
a matter of debate (Cohen & Day, 1993); existing research provides limited guidance on this issue. Comparisons of facilities with and without private rooms
typically incorporate other architectural and programmatic differences as well, thus obscuring the significance of resident room type (cf. Annerstedt, 1994,
1997; Skea & Lindesay, 1996).
Lawton and colleagues (1970) presented findings
from a quasi-experiment involving 15 residents, which
suggest that number of residents and room design
may affect levels of social interaction. This study
evaluated the renovation of a long-term care unit—
from two institutional-looking group rooms (four and
five residents, respectively), to six, less institutionallooking single rooms clustered around a common
space. Following renovation, residents were found to
spend comparatively less time in their rooms and
more time in motion and to engage in less interaction, compared with residents before the renovation.
Reduced interaction may reflect greater choice over
interaction in private versus group rooms (Lawton et
al., 1970).
Closet design was successfully used to enhance
residents’ independence in dressing. In a quasi-experiment with eight SCU residents, specially designed
clothes closets were found to increase autonomy in
dressing for those with middle stage dementia
(Namazi & Johnson, 1992a). By presenting preselected clothing in an appropriate sequential order
(undergarments first, followed by blouse, pants, etc.),
modified closets reduced staff members’ physical assistance in dressing and enhanced residents’ independence.

each other. These issues must be addressed to improve the validity and generalizability of future research findings.
Applicability of findings would also be enhanced
by incorporating explicit hypotheses on the proposed
relationships between physical environments and
well-being to explain why design features are or are
not successful. Finally, the applicability of future
studies could be improved by thoroughly describing,
in research reports, the physical context of the dementia environment and specific environmental modifications tied to well-being. These last two qualities
are exemplified in research conducted by Namazi and
colleagues at the Corrine Dolan Center, in Chardon,
Ohio (see Appendix A, Note 16).

Recommendations for Future Research
Findings from existing studies substantiate the
need for more attention to the therapeutic use of design in dementia. Further research should be designed to confirm findings from existing research, especially from small or exploratory studies. Future
research should also support the call for therapeutic
design of dementia environments and should elucidate the particular characteristics of effective design
interventions.

Recommendations to Enhance
Applicability of Findings
The focus of this article on design application demands some recommendations (though tentative)
concerning the therapeutic design of environments
for people with dementia. On the basis of existing research findings, dementia care environments should
consider the suggestions presented in Appendix B
among others.
Application of findings is often impeded by studies’ research design and/or methods. Confidence in
findings is impaired by the frequent use of small samples and the absence of comparison groups. Additionally, many studies use nonequivalent comparison
groups (e.g., residents in varying or unspecified
stages of dementia, or residents with and without dementia who vary in other characteristics, such as mobility.) Studies do not always adjust reports of findings to account for baseline differences in severity of
cognitive, behavioral, or physical deficits. Of the 71
studies we reviewed, only 45 made reference to the
residents’ stage of dementia at baseline. Further, the
interrelations between design interventions has been
largely overlooked. For example, SCUs often encompass multiple interventions (smaller unit size, homelike design, low level simulation, etc.). In evaluating
the impact of SCUs, studies should consider both
which design features are most essential and how
various design features work together or detract from

Focus on Multiple Populations and Diverse Environments.—Of the 71 studies reviewed, 12 clearly
addressed staff well-being or job performance as outcome measures of the design of dementia environments; only 7 studies investigated outcomes concerning family members’ well-being or satisfaction. With
greater focus on impacts for staff and relatives, research findings could provide a persuasive rationale
for design interventions that might otherwise be neglected. For example, in addition to impacts for resident well-being, research should examine the impacts of noninstitutional design on staff morale and
retention and on family visitation and satisfaction
with care (cf. Chapman & Carder, 1998; Hoglund,
DiMotta, Ledewitz, & Saxton, 1994; Regnier, 1997).
Improving staff and family well-being may also enhance caregiving.
In addition, studies should evaluate effective strategies for the therapeutic design of environments
other than long-term care and SCUs. Environmental
alternatives such as day care and assisted living often
have resident populations, care practices and philosophies, physical environments, and regulatory realities that differ dramatically from the more “institutional” options that have been the focus of much
existing research. Such environmental alternatives
may present new opportunities and new challenges
for therapeutic design interventions.

Table 2. Primary Types of Studies on Design and Dementia
Major Focus of Research
Conceptualiztion
of the Environment
Global

Discrete

Environment

People/Behavior

Studies of
environmental
comparisons

Studies of
environmental
services and
policies
Studies of problem
behavior

Studies of design
features

Target Research and Application to Stage of Dementia.—Research findings on the effects of design
interventions reveal important differences in response
according to residents’ level of cognitive and behavioral function (see also Columbo, Vitali, Molla, Gioia, &
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decisions and policies for dementia care environments (e.g., impacts of relocating residents to new
environments). Studies of problem behaviors investigate resident conduct that creates difficulties in caregiving (e.g., stressful aspects of bathing). One study
(Netten, 1993) fit more than one type (see Table 2).
Of these types, studies of design features (26 studies)
and of environmental comparisons (24 studies) predominate (compared with 15 studies of problem behaviors and 7 studies of environmental services and
policies). Studies should be evaluated according to
the type of research they represent. For example,
findings from studies of environmental comparisons
should indicate which type of environment is preferred and why.
The following sections analyze findings from existing studies with respect to their implications for application and future research.
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Focus on Quality of Life, as Well as Problem Behaviors.—In the studies reviewed, impacts on problem behaviors were the most common outcome measure used (followed by impacts on resident ADLs,
cognitive function, and social function). Because
problem behaviors generate much caregiver burden,
caregivers and administrators may especially appreciate this information. The emphasis on problem behaviors may also indicate, however, that many researchers and administrators do not fully appreciate
the potential of environmental design to improve
quality of life, beyond simply minimizing undesirable
conduct. For greatest impact, design professionals and
researchers must continue to educate administrators
and families on the potential role of environmental
design for improving quality of life in a comprehensive way. These recommendations, if implemented,
will ensure continued progress in the study and design of therapeutic environments for people with dementia.
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Appendix A
Notes
1. A small sample of design guidance includes Coons
(1987), Hiatt (1987), Hyde (1989), Lawton (1979), Pynoos,
Cohen, and Lucas (1988), Regnier (1997), and Zeisel, Hyde,
and Levkoff (1994).
2. MAGS is the magazine and journal article database of
over 1,500 scholarly and popular journals. CAT is the catalog
of the holdings of the entire University of California library
system. Search terms included “dementia” or “Alzheimer’s”
and the following: home, nursing home, special care unit,
SCU, day care, assisted living, design, environment, safety,
dignity, homelike, independence, security, wandering, activities, toilet, incontinence, kitchen, dining, resident room, privacy, bathing, continuum of care, aging in place, non-institu-
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tional, and barrier. Searches generating more than 400
references were discarded as overly broad.
3. Journals reviewed systematically included Ageing and
Society, Environment and Behavior, The Gerontologist, Journal of Architectural and Planning Research, Journal of Environmental Psychology, Journal of Gerontology: Psychological
Sciences, Journal of Gerontology: Social Sciences, and the
Journal of Mental Health and Aging.
4. Case studies and nonpeer-reviewed work, such as dissertations, were excluded, as were articles that reported only
design guidance, or that had only minor reports of research, or
incomplete descriptions of research design.
5. This period was identified as the time of greatest productivity in research on dementia and design. An earlier article by
Lawton and colleagues (1970) was also included. This article
evaluates the impact of a renovation to the Weiss Institute of
the Philadelphia Geriatric Center, a premier, experimentally
designed dementia care facility.
6. See Borup (1983) for a review of the extensive research
literature on the effects of relocation on older adults in institutional settings.
7. Wells & Jorm (1987) examine the use of an SCU for respite versus permanent care. The authors found beneficial impacts for family members associated with use of this SCU for
respite care.
8. “Global” studies of SCUs with special environmental
features include Annerstedt (1993), Bellelli et al. (1998), Benson et al. (1987), Chafetz (1991), Greene, Asp, and Crane
(1985), Holmes et al. (1990), McCracken and Fitzwater
(1989), Phillips et al. (1997), Skea and Lindesay (1996), Swanson, Maas, and Buckwalter (1993), Webber, Breuer, and Lindeman (1995). Table 1 describes only those studies of SCUs
that specifically note environmental features.
9. Swedish group living facilities compare to both group
homes and SCUs in the United States. These residences for 8–10
people are tailored—in design and in care plan—to the needs
of people with dementia. Emphasis is placed on involving
families and on making care more affordable than institutional
alternatives (Annerstedt, 1993).
10. Group living units in this study differ from traditional
nursing homes in that group living units use noninstitutional
design features and specialized dementia caregiving, in addition to small group size.
11. Evidence suggests that the prevalence and severity of
hearing loss is greater among people with dementia; however,
the cause and effect relationship between dementia and hearing loss is not well understood (cf. Gates et al., 1995; Rapcsak,
Kentros, & Rubens, 1989; Uhlman, Larson, & Koepsell, 1986;
Weinstein & Amsel, 1986).
12. Similar changes in other facilities are associated with
comparable results (cf. Hall, Kirschling, & Todd, 1986).
13. Circadian rhythms refer to daily activity cycles based
on 24-hr patterns.
14. Exaggerated, simple stimuli were hypothesized to be
most effective, since subtle or complex stimuli may be difficult
for people with dementia to comprehend (Hussian, 1982–83).
Conditioning occurred by reinforcing positive associations,
such as a favorite food, with one shape, and negative associations, such as loud clapping, with another.
15. Changes in furnishings were accompanied by changes
in care plans to reduce demanding tasks (e.g., bathing) in the
evenings, when most falls occurred. Full research methods are
not reported for this study.
16. Most of these studies are reported in a series published
in 1991–92 in the American Journal of Alzheimer’s Care and
Related Disorders and Research.
17. Calkins (1997) provides an excellent example of stageappropriate design guidance in her recommendations for design strategies to enhance care for people with late stage dementia.

ers, S. (1995). Bathing the Alzheimer’s patient in long term care:
Results and recommendations from three studies. American Journal of
Alzheimer’s Disease, 10(4), 3–11.
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Appendix B

• Moderate levels of environmental stimulation.
• Incorporate higher light levels, in general, and exposure
to bright light, in particular.
• Use covers over panic bars and door knobs to reduce
unwanted exiting.
• Incorporate outdoor areas with therapeutic design features.
• Consider making toilets more visible to potentially reduce incontinence.
• Eliminate environmental factors that increase stress in
bathing.

Recommendations for the Therapeutic Design and Planning of
Dementia Environments
• Incorporate small size units.
• Separate noncognitively impaired residents from people
with dementia.
• Offer respite care as a complement to home care.
• Relocate residents, when necessary, in intact units rather
than individually.
• Incorporate noninstutional design throughout the facility
and in dining rooms in particular.

Downloaded from https://academic.oup.com/gerontologist/article-abstract/40/4/397/641845 by guest on 23 October 2018

416

The Gerontologist

Mission/Vision

Therapeutic
Environment

Data Driven
process

Competent
Staff

Smooth
Transitions of
Care

Families as
Partners

Non-Med
Approaches

Physician
Support

3. Data Driven Dashboard
What is a data driven dashboard?
Data can be a powerful tool in an organization’s effort to mitigate antipsychotic drug use. A data driven dashboard is a tool
that helps organizations to track and inform staff on their progress in minimizing (as much as possible) the use of off-label
antipsychotic drugs.
Change Practice 3 encourages an organization-wide practice of using data to drive and inform quality approaches and
solutions, resulting in high levels of quality care that keep resident’s comfortable, safe and engaged without the threat of
off-label use of antipsychotic drugs

Processes:
Use the accompanying resources to track and respond to data trends
Use Casper Facility Level and Resident Level reports to create team discussions, individualized approaches and care plans
that decrease antipsychotic use
Use MDS data to identify specific behavioral and mood issues
Tie quantitative and qualitative data into committees and team discussions
Provide feedback through daily huddles-all shifts-engaging staff in day to day QI about residents and progress in using
individualized approaches, ideas for handling challenges and monitoring progress
Utilize the QAPI Workbook to manage challenging issues

Indicators:
Indicators
•
•
•

Because of resident level Casper data, staff work with identified residents to create supports and approaches that
mitigate discomfort and behaviors that disrupt wellbeing
Skilled leaders are able to create compelling stories from their data that motivate their staff to continue their efforts

Use these Resources:
•
•
•

Data Driven Dashboard
A Person-Centered Approach to QAPI
Quality Assurance Performance Improvement (QAPI) Workbook
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Common (APD) Medications:

Facility:
Quarter:
Our guiding principles for person-centered dementia care is to support our residents
without the use of unnecessary medications:
These medications can have serious, life-threatening side effects,
such asstroke, falls and pneumonia.

According to the FDA black box warning, they may increase the
risk ofdeath for elderly residents.
They are not designed to treat many of the symptoms associated
with dementia.

When used for staff convenience, they are a chemical restraint

Our facility has committed to assessing if our resident may have a need they cannot
express or be in a situation they don’t understand before jumping to a medication.

First Generation
 Chlorpromazine (Thorazine)
 Fluphenazine (Prolixin)
 Haloperidol (Haldol)
 Loxapine (Loxitane)
 Molindone (Moban)
 Perphenazine (Trilafon)
 Thioridazine (Mellaril)
 Thiothixene (Navane)
 Trifluoperazine (Stelazine)
Second Generation
 Aripiprazole (Abilify)
 Asenapine (Saphris)
 Clozapine (Clozaril)
 Iloperidone (Fanapt)
 Lurasidone (Latuda)
 Olanzapine (Zyprexa)
 Paliperidone (Invega)
 Quetiapine (Seroquel)
 Risperidone (Risperdal)
 Ziprasidone (Geodon)

We ask, “Is it for me, or is it for you?”

APD=Antipsychotic Drug, PRN-As Needed, GDR=Gradual Dose Reduction
Q1 2022
Jan-Mar

Partnership Measures

Q2 2022
Apr-Jun

Q3 2022
Jul-Sep

% of staff members trained using the Maine Partnership
Toolkit (Target 100% by Q4 2020)
# of APD prescriptions written as PRN
% of residents on APD for dementing illness with
associated behavioral symptoms
% of residents on multiple APDs.
% of residents with GDR for at least one APD this quarter

Other Cultural Changes Made:
Lighting

Reduced Noise

Shift Change/Huddle

Other:

Redefined “activity”

Enhanced Sleeping and Waking

Restructured bathing

Other:

Q4 2022
Oct-Dec

Mission/Vision

Therapeutic
Environment

Data Driven
process

Competent
Staff

Smooth
Transitions of
Care

Families as
Partners

Non-Med
Approaches

Physician
Support

4. OBVIOUS & DEMONSTRATED COMPETENCIES
What are obvious and demonstrated competencies?
High level skills and competencies are at the heart of great dementia care. They are easy to spot within an organization
because they are reflected in the resident’s wellbeing and affect. You know that you are in the presence of pros when you
see residents who are contented, engaged, comfortable and secure

Processes:
Use the accompanying resources to develop and track staff competency
Operates under the leadership of a well-qualified person (i.e. Coach or Champion) with skill and experience in dementia
care
Defines dementia care competencies for staff and works corporately and individually with staff to gain the necessary skills
Identifies advanced skills and career ladder opportunities
Offers dynamic, on-going, short, in-service education intended to advance the knowledge and skill of new hires, and all staff
on an annual, “as needed” and review basis
Provides Just-in-Time coaching and education
Evaluates the success of education based on low rates of APM and staff injuries, high staff satisfaction and self-determined
skill, low levels of fear, high levels of attendance

Indicators:
•
•
•
•

Staff have special knowledge of each resident and can initiate individualized approaches to ensure their wellbeing
Staff know how to easily resolve behavioral issues and conflict
Staff have special knack in understanding the needs of their resident
Staff can identify changes in individual mood and behavior and intervene

Resources:
1.
2.
3.
4.

Direct Caregiver Competency Guide.pdf
Staff Competency List
Antipsychotic Flow Chart
Alzheimer
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Direct Care Provider Competencies Checklist
Providing care for people with dementia can be challenging for care partners because of the
variedsymptoms that can be present in people with changing cognitive abilities, including
“behavioral expressions” that can be easily misunderstood.
Our facility has committed to assessing if our resident may have a need they cannot express or be
in a
situation they don’t understand before jumping to a medication.

We ask, “Is it for me, or is it for you?”

Understanding Dementia
Understands the different types of Dementia and knows the difference between irreversible and reversible
Dementia.
Understands the difference between Alzheimer’s disease and Dementia.
Knows the causes and symptoms of Dementia.
Understand factors relating to an individual’s experience of Dementia.

Educational Components









Understanding Dementia
Communication
Reduction of Preventable Hospitalization
Dining and Nutrition
Pain Management
Empowering the Person
Palliative and End-of-Life Care

Completed

Date of
Competency
Assessment

Reassessment
Needed?

Communication

Completed

Date of
Competency
Assessment

Completed

Date of
Competency
Assessment

Reassessment
Needed?

Completed

Date of
Competency
Assessment

Reassessment
Needed?

Completed

Date of
Competency
Assessment

Reassessment
Needed?

Reassessment
Needed?

Understand the factors that can influence communication and interaction with individuals living with
Dementia.
Understand how to respond to behaviors that can challenge those supporting individuals living with
Dementia throughperson centered approaches.
Uses culturally appropriate ways to communicate with the person living with Dementia and their families.
Uses positive and respectful communication that can be understood by the individual, and actively listens
and responds in arespectful and caring manner.
Uses simple and clear terms that individuals living with Dementia and their families can understand.

Reducing Unnecessary Readmissions
Assists family and individuals with dementia in medication management
Ensures the safety of individuals with dementia to prevent injury related to falling
Understands the appropriate use and misuse of psychotropic medications
Understands that the individual with dementia can have comorbid conditions and is attentive to abnormal
signs andsymptoms.

Dining and Nutrition
Understands meal preferences of the individual.
Creates a pleasant and calm environment during meals by recognizing individual preferences of the resident.

Pain Management
Is aware of the nonverbal signs of pain and that behavioral changes may be a symptom of pain
Observes and listens carefully to the individual if they try to communicate any difficulty or distress
Understands that failure to manage pain can result in behavioral symptoms
Routinely monitors for verbal and nonverbal signs of pain and recognizes it as a “fifth vital sign”

Empower the Person living with Dementia

Completed

Date of
Competency
Assessment

Reassessment
Needed?

Completed

Date of
Competency
Assessment

Reassessment
Needed?

Supports and encourages the individual to engage in meaningful activities.
Provide information and advice to support individuals in undertaking desired occupational and nonoccupational activities.
Recognizes the importance of sleep and rest for individuals with Dementia and maintains an appropriate
environment.
Is aware that sleep habits (time, temperature of room, lightening, etc.) may vary from individual to
individual. Understandsknowing the person and their life-story is important to provide the appropriate
environment.
Recognizes and honors the importance of pleasurable activities in a person’s life including sexual activity, the
need for
intimacy, and feeling close to others.
Contribute to the protection of individuals living with Dementia from harm and abuse

Palliative and End of Life Care
Understands the meaning of palliative care for persons living with Dementia.
Understands the individual’s code status, the chains of communication within the facility, and where
they can go to getadditional help in advocating for the person.
Provides psycho-social and spiritual support to the person and family.
Understands the cultural and traditional preferences of the individuals living with Dementia and their
families.

Adapted from www.aging.ga.gov/dementia-resources
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Executive Summary
With the increasing number of individuals with dementia, including Alzheimer’s, it is crucial to improve education, training and
organizational support for direct care workers (DCWs). A dementia-capable direct-care workforce will address the need for
highly competent DCWs who can deliver quality and comprehensive person-centered care to people living with dementia.
This competency guide is designed in response to the pressing need to focus on workforce development for DCWs. While
DCWs are often considered the “eyes” and “ears” of the long-term care system, they face multiple challenges in their
workplace such as low wages, few benefits, heavy workloads and lack of professional respect. These factors impact staff
retention, recruitment strategies and career-ladder development as well as the continuity of care for long-term care services
recipients. Evidence shows that high-quality training and receptive organizational culture can improve both the quality of care
for recipients and the job commitment and retention of DCWs.
This competency guide aims to help educators and employers of DCWs choose high-quality DCW education and identify
strategies to improve work environment in ways that support both learning and quality of care.
In this guide, “competency” describes the ability of the individual to integrate multiple knowledge, skills, and attitudes into
effective performance or demonstration. The Georgia Alzheimer’s and Related Dementias Collaborative adopted the Centers
for Medicare and Medicaid Services (CMS) framework to create this guide.

Competency
Area

A broad category within a competency set containing related information that describes knowledge, skills
or abilities for effective work performance.

Competency
Description

A statement describing themes of knowledge, skills or abilities for effective work performance within
a discrete competency area.

Skill
Statement

A description of a competency standard that incorporates a highly specific, observable
action (related to a competency area) that may be demonstrated by the worker.
Fig. 1. Source: CMS DSW: Set of core competencies for the Direct Service Workforce, (2013, p. 55)

The first section contains a compendium of topics essential to person-centered care for every client but particularly for
persons living with dementia. The second section contains information on active learning strategies and organizational
support strategies that can be provided to DCWs to enhance the learning and care process.
To develop this guide, we have used peer-reviewed literature, other identified high-quality training materials, and state-based
or international resources that were associated with successful strategies to improve competencies of the DCWs or care of
persons living with dementia.
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Frequently Asked Questions
How was this guide created and for what purpose?
This guide was created by the Direct Care Worker (DCW)
Competencies subcommittee of the Georgia Alzheimer’s
and Related Dementias (GARD) State Plan Collaborative
Workforce Development work group. Its purpose is to
develop a dementia-capable, culturally competent workforce
and implementing a career and training model for Georgia’s
direct care workforce. It is created for employers to
understand the needs of the competency areas that DCWs
may have or areas in which they are unfamiliar or in which
they want to gain more knowledge/skills. The purpose of the
guide is to help employers and educators provide education
for DCWs and identify strategies to improve the work
environment in ways that support effective and meaningful
learning, as well as providing quality of care and quality of life
for individuals living with dementia.
What are the benefits of having a dementia-capable
workforce?
The number of persons living with dementia is increasing,
with an estimated 5.7 million Americans currently living
with Alzheimer’s, and many living with various symptoms
and types of dementia not included in these numbers.
Alzheimer’s disease is now the sixth leading cause of death.
One in three seniors dies with Alzheimer’s or another
dementia, and it kills more than breast cancer and prostate
cancer combined (Alzheimer’s Association, 2018). Having a
workforce that is educated and prepared to deliver personcentered dementia care and support benefits the people
living with dementia, family caregivers, direct care workers
(DCWs), agencies employing caregivers, and the entire state
aging network. A dementia-capable workforce will provide
people living with dementia higher quality, person-centered
dementia care that improves quality of care and quality
of life. Family members can have time to engage in other
activities, including the ability to work. DCWs have higher
job satisfaction and lower stress with less career burnout.
As a result, employing agencies benefit from decreased
staff turnover, increased productivity of staff, improved
communication with families, and increased marketability to a
growing part of the health care sector.
Who is the intended user of this guide?
This guide is designed for the employers and educators of the
DCWs.
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Which types of settings can use this guide?
This guide can be used by all settings that employ DCWs,
including home- and community-based services and longterm care settings such as personal care homes, assisted
living communities, nursing homes, palliative care and
hospice.
Why is this guide targeting direct care workers?
Direct Care Workers (DCWs) are the ones who work most
closely with individuals living with dementia. DCWs are often
considered the eyes and ears of the long-term care system
and play a crucial role in the daily lives of those receiving
care. However, DCWs face many challenges. When they do
not have enough knowledge or skills, the care they provide to
clients is negatively impacted. This guide identifies the types
of knowledge and skills needed for providing ideal dementia
care. Some DCWs find dementia care unusually demanding.
Understanding and being able to identify competencies that
need to be developed among DCWs is a critical first step.
This guide will assist employers in identifying the critical
education and training that are valuable in helping DCWs
learn the skills and knowledge needed to create a dementiacapable workforce.
Why is competency-based education so important?
Competency describes the acquisition of the knowledge,
skills, and abilities for effective performance. Providing
care for people with dementia can be challenging for
care partners because of the varied symptoms that can be
present in people with changing cognitive abilities, including
“behavioral expressions” that can be easily misunderstood.
Unlike other illnesses, the unique characteristics of dementia,
such as impaired communication, disorientation, confusion
and behavioral changes require DCWs to possess certain
levels of understanding and unique strategies for caregiving.
It is harmful to people living with dementia when staff
do not have adequate competency and education, and it
is irresponsible to put DCWs into positions that they do
not know how to handle. Therefore, an awareness and
understanding of competency-based education helps
educators and employers choose high-quality education for
DCWs. This also helps to identify strategies to improve the
work environment in ways that support meaningful learning,
which will improve quality of care and well-being for the
people with dementia and their care partners.

How does this guide help leaders and staff educators to
support direct care workers and deliver high quality of
care?
It is vital to understand the varied needs of your DCWs. The
ability to identify and focus on the areas they are unfamiliar
with will enable them to provide better care and improve
outcomes for clients. While there are many educational
resources available, it may be difficult for educators and
employers to identify and select the high-quality, best
resources from among all the different options. This guide
will help employers purposefully choose the best educational
resources for DCWs and identify strategies to improve work
environments to ensure they will learn and enhance the skills
needed to provide person-centered care and support. This
guide contains a compendium of topics essential to personcentered care and information on active learning strategies,
as well as organizational support strategies that can be
provided to DCWs to enhance the learning and care process.
Also contained in this guide is a reference to resources that
trainers and educators can refer to when identifying and
assembling the training needed for their specific DCWs.
Does this guide provide access to training directly?
The guide does not provide access to training directly.
However, it encourages employers to support and provide
active learning among DCWs and be better able to choose,
develop, and implement the best person-centered dementia
care education. It provides information regarding priority
topics for the trainings, key training elements for DCWs, and
appropriate tools and resources for choosing or developing
appropriate training materials along with strategies for
implementation.

5

How to use this guide
This guide is designed for the employers and educators of direct care workers (DCWs). It is important to understand the needs
of the competency areas that your DCWs may have, or areas with which they are unfamiliar.
Check the skill statements in each competency areas to understand the expected skill development of DCWs upon
completion of training sessions.
Review active learning strategies that are mentioned in this guide to enhance the learning capabilities of your DCWs. For
additional information, you can access a list of national and state resources along with resources for education and training by
visiting the following website: aging.ga.gov/dementia-resources.

Introduction
As the number of individuals with dementia is increasing, we are in even greater need of a competent direct care workforce
that can deliver quality and comprehensive person-centered care to all people they serve, but this approach is specifically
important for people living with dementia. In a recent review of the literature, Gilster, Boltz, and Dalessandro (2018) outline
the major evidence-based practice recommendations to improve the quality of the dementia care workforce. These
recommendations include:
a) orienting and training new staff and providing continuing education to incumbent staff;
b) developing systems for collecting and disseminating person-centered information;
c) encouraging communication, teamwork, and interdependence/interdisciplinary collaboration;
d) establishing an involved caring and supportive leadership team;
e) promoting and encouraging resident, staff and family relationships; and
f) evaluating systems and progress routinely for continuous improvement.
This guide addresses the first recommendation of establishing orientation and training systems for initial and ongoing
education which provides the important groundwork for the preparation of a dementia-capable workforce.
While there are high-quality educational resources available, it may be difficult for administrators, nurse educators, and
employers to identify and select them among all the different options. The two sections of this implementation guide are
designed to help employers of direct care workers: a) choose high-quality education (i.e., topics and content); and b) reinforce
learning in ways that support improved practice to ensure that direct care workers learn and enhance the skills needed to
provide person-centered care and support to all individuals in their care, but particularly for those living with dementia,
including Alzheimer’s disease.
To help those choosing educational resources for DCWs, this implementation guide includes:
• Topics that should be included in DCW training
• Elements to review in order to identify the best resources for training
• Strategies to support the accrual and application of skills to practice from the peer-reviewed literature
• References
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Section 1
Priority Topics/Competencies for Direct Care Worker Training
Developing a successful training agenda for direct care workers (DCWs) can be overwhelming because of their varying
backgrounds, values, and educational experiences. The purpose of this section is to help employers of DCWs identify some
key topics to address as they develop a training agenda for their direct care workforce. The goal of this section is to introduce
the topics that should be included in DCW training.
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Understanding Dementia
Destigmatizing dementia and helping DCWs understand the concerns of people living with Alzheimer’s and dementia is
essential for DCWs to become successful care partners. Understanding dementia is crucial to reduce the stigma attached to the
individuals living with dementia. DCWs must know that dementia is not a specific disease but is a syndrome or impairment, and
there is a possibility that the brain is still capable of learning and growing to adapt to the shift in perception.
What is dementia?
“Dementia is not a disease but is a term describing a group of symptoms affecting memory and at least one other thinking
skill such as concentration, language, judgement, sequencing, visuospatial skills, and orientation which interfere with daily
functioning” (Hand-In-Hand: A Training Series for Nursing Homes, n.d., p. 6).
“Dementia is the loss of cognitive functioning- thinking, remembering, and reasoning- and behavioral abilities to such an
extent that it interferes with a person’s daily life and activities.” (National Institute on Aging, 2017).
“Dementia is not a specific disease. It’s an overall term that describes a wide range of symptoms associated with a decline
in memory or other thinking skills severe enough to reduce a person’s ability to perform everyday activities.” (Alzheimer’s
Association, n.d.)
Causes of dementia
According to National Institute on Aging (2017), the causes of dementia depend on the types of brain changes that may be taking
place in the human body. There are various disorders and factors that can contribute to developing symptoms of dementia.
1.

Neurodegenerative disorders: These are progressive and result in irreversible loss of neurons and brain functions.
Some of the neurodegenerative disorders that cause dementia are as follows:

- Alzheimer’s disease (AD): It is the most common type of dementia in people over the age of 65. AD is a slow
progressive brain disorder that gradually impairs cognitive skills such as memory and thinking skills and, eventually,
the ability to perform simple tasks of daily life.

- Vascular dementia: It is caused by the injuries to the vessels that supply blood to the brain.
- Frontotemporal disorders (FTD): This type of dementia is caused by brain diseases that affect the frontal and
temporal lobes of the brain. In some cases, FTD is also related to progressive neuromuscular weakness. Symptoms
can vary greatly among individuals because different parts of brain are affected.

- Lewy body dementia (LBD): It affects many parts of the brain and is most common type of dementia after
Alzheimer’s and vascular dementia.
2. Other factors: Some of the factors that are responsible for dementia or dementia-like symptoms include side effects
of medicines, chronic alcoholism, infections or tumors in the brain, vitamin B12 deficiency, depression, thyroid or
endocrine problems, electrolyte problems, dehydration, normal pressure hydrocephalus, head injury and human
immunodeficiency virus (HIV).
3.

Risk factors of dementia: Age, alcohol use, atherosclerosis, diabetes, Down syndrome, genetics, hypertension, mental
illness, and smoking.

4. Symptoms of dementia: Challenges with memory, concentration, orientation, language, judgment, visuospatial skills,
and sequencing. Physical discomfort such as constipation, acute or chronic pain, and lack of sleep can make the
symptoms of dementia even worse.
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Alzheimer’s vs. Dementia
Alzheimer’s and Dementia are often used interchangeably by many people because they believe that it gives similar meaning,
so it is important to have a clear idea of what both terms mean. According to the Alzheimer’s Association, “Alzheimer’s is a
type of dementia that causes problems with memory, thinking and behavior. Whereas, dementia is the umbrella term for a
wide range of symptoms associated with a decline in memory or other thinking skills.”
Skill statement
The direct care worker:
• Understands different types of dementia and knows the difference between irreversible and reversible dementia
• Understands the difference between Alzheimer’s disease and dementia
• Knows the causes and symptoms of dementia
• Understands the risk factors of dementia
• Promotes early diagnosis by increasing awareness about dementia, reducing conflicting messages, and decreasing
stigma
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Person-Centered Care
The American Geriatric Society expert panel on personcentered care (2016, p.16) states “person-centered care
means that individuals’ values and preferences are elicited
and, once expressed, guide all aspects of their health care,
supporting their realistic health and life goals. Personcentered care is achieved through a dynamic relationship
among individuals, others who are important to them, and all
relevant providers.”
Person-centered care can help DCWs see individuals living
with dementia beyond their diagnosis. It honors and respects
an individual’s choices and their unique needs while caring
for them so that they can be empowered to live meaningfully.
Important here are guidelines for using appropriate language
that is not demeaning and does not cause stigma, looking at
the individuals with dementia as whole people who need to
be fully engaged, and examining the ways to provide care and
support while always keeping person-centered thinking in
mind and putting the person before the task.
Using an intersectional approach to person-centered care
is necessary for DCWs to fully understand the unique health
and social care needs of the individual. Person-centered
dementia care that is intersectional avoids commonly
made assumptions that persons living with dementia are
homogeneous (Hulko, 2016). Instead, this approach focuses
on various socio-cultural factors (such as age, class, disability,
ethnicity, gender identity, immigration status, marital status,
national origin, race, religion, sexual orientation, etc.) that
influence an individual’s journey with dementia.
Understanding behavioral expressions of individuals living
with dementia is crucial in providing person-centered care.
The behavioral expressions in individuals with dementia are a
major form of communication, expressions of unmet needs,
and can often be a response to a care partner’s behaviors.
Some of the reasons behind behavioral expressions
include health conditions, medications, environment,
communication, the task, unmet needs, personality or
life story, and YOU (Hand in Hand with Person-Centered
Dementia Care, 2013).
Approaches to respond to behavioral expressions:
• Learn to prepare yourself or others to respond.
• Understand that the behavioral expressions can
usually be prevented.
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•

Learn to respond to the behavioral expressions “in the
present.” Be with the person.

“To Dos” for responding to behavioral expressions:
• Dig deeper and understand why the individual is
showing these behavioral expressions. Behavioral
expressions may be the result of a lack of meaningful
activities, changes in routines such as change of
roommate, unfamiliar caregiver or loud noises. Side
effects of medications can also cause behavioral
expression in an individual, as could underlying
physical illness, such as an undiagnosed urinary tract
infection.
• Understand the life story of the person. Understand
that each person with dementia is a unique individual.
See things from their perspective and respond to it in
a personalized approach.
• Reassure and let them know that you are there for
them.
• Take time to understand and respond to the
behavioral expressions of individuals with dementia.
This can help reduce stress.
“Don’ts” for responding to behavioral expressions:
•
•
•

Confront
Argue
Criticize

•
•

Raise your voice
Ignore, shame or
ridicule

Some conditions that can cause symptoms similar to
dementia and result in behavioral expressions include:
•
•
•
•
•
•
•
•

Alcoholism
Hypoglycemia
Systemic Lupus
Erythematosus
Asthma
Cirrhosis
Hypertension
Hyperthyroidism
Hypothermia

•
•
•
•
•
•
•

Hypothyroidism
Meningitis
Seizure disorder
Shock
Syncope
Transient Ischemic
Attacks
Brain cancer

Skill statement
The direct care worker:
•

Values choice and dignity of the individual living with
dementia, always asks them what they prefer, offers choices,
and strives to do things “with” the person and not “to” them.

•

Motivates and empowers a person by honoring the
individual’s goals and preferences.

•

Understands and assesses the needs of the person with dementia
by getting in their shoes. Recognizes that person-centered care
is not about more things to do but how we do things. Soon it
becomes what we do every day. (Hand in Hand: A Training Series
for Nursing Homes)

•

Utilizes the strengths of the person and helps in enhancing
the abilities of a person with dementia by providing the right
amount of support and opportunities. (Dementia Action
Alliance, Person-Centered Dementia Values and Principles)

•

Supports and understands that the holistic dimensions such
as emotional, social, physical, sexual and spiritual needs are
important to the individuals living with dementia. (DAA).

•

Understands that the care partners need to work together
with the individuals living with dementia at their pace by placing
the person’s needs before tasks. (DAA)

•

Recognizes how knowing the individual’s socio-cultural
background and life experiences (e.g., age, class, disability,
ethnicity, gender identity, immigration status, marital status,
national origin, race, religion, sexual orientation, etc.) can
help in providing them quality care and quality of life.

•

Understands that the differences in backgrounds between
DCW and the individual living with dementia, families, and
other staff can cause tensions. DCW should be willing
to work according to the preferences of individuals with
dementia and their families. This includes recognizing the
value of and empowering families of choice as care partners.

•

Understands the causes of behavioral expressions in
individuals with dementia and appropriate ways to respond
to them.

•

Recognizes conditions that may cause behavioral
expressions other than dementia.

•

Understands the importance of managing the environment
where the individual sleeps, eats and performs activities.

•

Understands that knowing an individual and their preferences
is important to maintaining the appropriate environment
such as level of light, sound, temperature, etc.
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Communication
Communication is vital while building relationships with individuals living with dementia and their family members. Positive
and meaningful relationships can be established by using respectful verbal, nonverbal and written communication that is easy
to understand by the individuals with dementia.
Skill statement
The direct care worker:
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•

Understands that brain changes in people with dementia make a difference in the way they function and behave.
People living with dementia experience the world differently, so DCWs try to understand their experience by being
with them in their world.

•

Personalizes the care provided. It helps when DCWs understand the feelings and emotions of the person living with
dementia so that the care can be tailored according to their individual preferences and to their current strengths.

•

Recognizes that adjustment in the ways of acting and interacting with people living with dementia is needed while
meeting their needs.

•

Understands that words matter and uses words that are empowering and enriching. Avoids using words such as “patient,”
“victim,” or “sufferer” or labeling an individual with the disease as “demented.” (Dementia Action Alliance, 2017)

•

Uses culturally appropriate ways to communicate with the person living with dementia and their families. (CMS DSWSet of core competencies for the Direct Service Workforce, 2013)

•

Uses positive and respectful verbal, nonverbal and written communication that can be understood by the individual,
and actively listens and responds in a respectful and caring manner. (CMS DSW- Set of core competencies for the
Direct Service Workforce, 2013)

•

Uses simple and clear terms that individuals being supported and their families can understand. For instance,
simplifying acronyms such as ADLs (activities of daily living), and IADLs (instrumental activities of daily living). (CMS
DSW- Set of core competencies for the Direct Service Workforce, 2013)

Reduction of Preventable Hospitalization
Hospitalizations can be reduced by avoiding or treating health problems in outpatient settings with adequate primary care or
disease management. Hospitalization of the individual with dementia can cause unintended and adverse health consequences
such as delirium, falls and complications related to medical procedures that may lead to higher levels of care (Alzheimer’s
Association, 2017). Thus, avoiding preventable hospitalizations in individuals with dementia is one of the primary quality-ofcare goals.
Often, the unnecessary use of psychotropic drugs actually begins when people living with dementia are hospitalized. In
addition, psychotropic drugs can result in preventable hospitalization due to medication side effects, which can deteriorate
medical and cognitive status. Psychotropic drugs are divided into three categories: Antidepressant drugs, Anxiolytic and
Sedative-Hypnotic drugs, and Antipsychotic drugs. Some of the adverse effects of misuse of psychotropic drugs include
excessive sedation, dry mouth, constipation, urinary retention, blurred vision, confusion, increased heart rate, cognitive
impairment and falls, forgetfulness, psychomotor slowing, morning hangover effect, irritability and agitation, orthostatic
hypotension, pseudo-parkinsonism, and other adverse effects. The side effects of psychotropic drugs are more prominent in
older adults, therefore understanding the causes of behavioral problems and using non-pharmacological management before
psychotropic medications is recommended by Omnibus Budget Reconciliation Act (OBRA) of 1987 (Alzheimer’s Association, 2017).
Skill statement
The direct care worker:
•

Understands that the individual with dementia can have comorbid conditions and is attentive to abnormal signs and
symptoms

•

Understands the value of documenting the comorbidities in medical records of individuals with dementia

•

Assists family and individuals with dementia in medication management

•

Ensures the safety of individuals with dementia to prevent injury related to falling

•

Understands the appropriate use and misuse of psychotropic medications
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Dining and Nutrition
Nutrition management is essential to maintain the health and well-being of every person. Ensuring adequate and appropriate
food and fluid intake is especially important for those living with dementia. People living with dementia may often forget to
eat or drink without reminders, and sensory changes may affect their ability to see, taste, smell, and enjoy food, resulting in
dehydration and exacerbation of health issues.
Culture change shifts the focus of dining and nutrition from the task of “feeding” residents to being a major enjoyable focal
point of the day. Residents are encouraged to actively participate in the entire experience from helping set an attractive table,
helping prepare food, sharing recipes, enjoying enticing aromas, choosing what to eat and drink, and cleaning up after the
meal.
Skill statement
The direct care worker:
•

Understands meal planning must be done according to the food preferences of the individual.

•

Allows individuals to choose their meal time.

•

Encourages each individual to participate as much as they can and want to in the meal preparation.

•

Pays close attention to the presentation and plating of food to increase its attraction.

•

Creates a pleasant and calm environment during meals by guiding discussions and eating with residents, if appropriate.

•

Recognizes nutritional issues and pays close attention to issues that affect it such as poor dental health or difficulty
swallowing. Reports any finding to the qualified professionals.

Pain Management
Pain is often unrecognized and untreated among individuals living with dementia. Pain is a very individual experience, making
its recognition even more complicated for those with dementia since they are often unable to report it, describe it, or even
recognize it. Yet, they are at high risk for experiencing pain due to a medical condition, a fall, or other injury.
Skill statement
The direct care worker:
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•

Tries to learn from family members about the person’s past experience of pain and how they acted or expressed pain

•

Is aware of the nonverbal signs of pain and that behavioral changes may be a symptom of pain

•

Observes and listens carefully to the individual if they try to communicate any difficulty or distress

•

Understands that failure to manage pain can result in behavioral symptoms leading to unnecessary use of
psychotropic medications

•

Routinely monitors the pain and recognizes it as a “fifth vital sign”

•

Records and reports observations and signs of pain to the nursing staff

Prevention and Reporting of Abuse
CMS defines abuse as “willful infliction of injury,
unreasonable confinement, intimidation, punishment and
deprivation of goods or services that are necessary to attain
or maintain physical, mental and psychosocial well-being.”
Abuse can be verbal, mental, physical or sexual, and includes
neglect, involuntary seclusion and misappropriation of the
individual’s property. (Hand in Hand: A Training Series for
Nursing Homes)
For more information about the types and warning signs of
abuse, and a list of mandated reporters in Georgia, please
visit aging.ga.gov/abuse-neglect-and-exploitation-riskadults-georgia.

Skill statement
The direct care worker:
•

Understands their role as a mandated reporter of
elder abuse and the statues around immunity from
any civil or criminal liability when reporting abuse.*

•

Is knowledgeable of and capable of identifying the
signs of abuse, neglect or exploitation of all types.

•

Facilitates the immediate safety of an individual when
abuse has occurred. (CMS Set of Core competencies
for the Direct Service Workforce)

•

Understands that abuse can be prevented by
understanding and knowing the individual, putting
themselves in the shoes of people living with
dementia and stepping into their world.

•

Knows the person well enough to recognize subtle
changes indicating something is wrong. It can help
DCWs to recognize other signs of abuse such as
fear, hesitation to talk, loss of eye contact, changes
in mood and behaviors, depression, crying, being
suspicious of others, aggressiveness, withdrawing
and isolating, changes in attitude toward care
partner, and nervousness.

DCWs are considered the front-line defense against elder
abuse. As such, DCWs need to understand their role as
mandated reporters of abuse and how to properly alert the
appropriate authorities when abuse is suspected.* According
to Georgia Division of Aging Services’ Adult Protective
Services (aging.ga.gov/abuse-neglect-and-exploitationrisk-adults-georgia), there are three main ways to report
suspected abuse, neglect or exploitation:
•

In any setting: Call “911” or local law enforcement.

•

In a person’s home or other community setting:
Contact the Georgia Division of Aging Services’
Adult Protective Services at: aging.ga.gov/adultprotective-services-aps or 1-866-552-4464 (Press
“3”)

•

Can use the SAFE acronym when any abuse is
happening. Tries to safely STOP the abuse, stays
ALERT and alerts others, becomes a FRIEND to
anyone involved in the situation by remaining calm
and assuring, and calls 911 if there is an EMERGENCY.

•

In long-term care facility or residence: Contact
the Georgia Department of Community Health,
Healthcare Facility Regulation (HFR) at: 1-800-8786442

•

Follows the proper procedures of reporting
suspected or witnessed abuse to local law
enforcement AND the proper state agency, in
addition to reporting it to the nursing staff or
supervisor.

In Georgia, mandated reporters of abuse are required by law
(O.C.G.A. § 30-5-4) to report suspected abuse to local law
enforcement AND to the appropriate state agency regardless
of the setting (aging.ga.gov/forensic-special-initiatives-unitfsiu).

*NOTE: Each state has different reporting requirements,
methods for reporting, and immunity from civil or criminal
liability when reporting. Please contact your local state
agencies for more information at ncea.acl.gov/resources/
state.html.

When abuse, neglect or exploitation is suspected involving
a person with dementia, it is important to speak with the
individual in private and separated from any potential
perpetrators. The conversation should be held in a quiet
setting with minimal distractions.
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Empowering the Person and Enriching Their Life
Empowering individuals is one of the most important elements of good care for people living with dementia. This helps to
maintain and promote the best quality life for the individual. Some of the person-centered strategies that can be helpful in
achieving activities of daily living, and keeping them engaged and active, include:
•

Creating a safe environment: Environmental management and safety should be the priority while caring for individuals
with dementia. This includes avoiding slippery floors, keeping sharp objects away, appropriate lighting, comfortable
clothing, etc.

•

Maintaining a routine: Understanding and maintaining a routine of activities the individual likes can be helpful and
encouraging. The routine becomes manageable if the individual is offered the opportunity to do basic activities of daily
living at the same time and in the same order each day.

•

Providing physical and mental exercise: Choosing the activity according to the interests and current ability of the
individual can be helpful in keeping them active. Examples: games, puzzles, stretching, dancing, etc. (Always focusing
on what is most meaningful and purposeful to them.)

•

Using assistive devices: Specially designed forks and spoons make it easier for individuals to feed themselves.
Similarly, something as simple as a cane can help with mobility. Other assistive devices could be grab bars, raised toilet
seats, picture phones, etc., which can be helpful to maintain or prolong the independence of individuals living with
dementia.

Skill statement
The direct care worker:
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•

Supports and encourages the individual to engage in meaningful activities. The activities can help in maintaining
functional abilities, promoting quality of life and well-being.

•

Understands the person-centered approaches and strategies to use to successfully accomplish the activities of daily
living and instrumental activities of daily living in partnership with the person with dementia.

•

Always respects the individual’s preferences while helping them engage in activities. For example, understanding and
respecting a desire for dignity and privacy for certain activities, such as bathing and using the bathroom, especially in
new situations with new caregivers.

•

Becomes an advocate and helps individuals to advocate for what they need or want

•

Supports the individual in getting needed services, supports, and resources

•

Understands and recognizes that it is important for the individual to do things that give them meaning and purpose
and a reason to engage with others

•

Recognizes the importance of sleep and rest for individuals with dementia and maintains an appropriate environment
for them (including paying attention to noise)

•

Is aware that sleep habits (time, temperature of room, lightening, etc.) may vary from individual to individual.
Understands knowing the person and their life-story is important to provide the appropriate environment.

•

Recognizes and honors the importance of pleasurable activities in a person’s life including sexual activity, the need for
intimacy, and feeling close to others

Palliative and End-of-Life Care
“Palliative care is comprehensive treatment of the discomfort, symptoms and stress of serious illness. The purpose of palliative
care is to address distressing symptoms such as pain, breathing difficulties or nausea, among others” (National Institute
of Nursing Research, 2011, p.1). Although a terminal diagnosis is not necessary to receive palliative care, it is important to
communicate and plan end-of-life (EOL) care in advance to achieve a comfortable and dignified death.
Competency in this area could include helping family care partners understand palliative and hospice care and dispelling
existing myths. Nurses and CNAs in senior living communities may not necessarily understand hospice. Families need accurate
information from educated, trustworthy professionals across the continuum of care. To ensure care at end of life is persondirected; the individual’s goals of care must be properly documented in advance directives and properly communicated.
DCWs may also utilize social workers or other professionals to help advocate for people across care settings for palliative care
and at the end of life.
Skill statement
The direct care worker:
•

Understands the meaning of palliative care and helps in alleviating symptoms

•

Starts communication about the individual’s care goals as early as possible because individuals living with dementia
lose their ability to communicate their decisions about their care

•

Understands the individual’s code status, the chains of communication within the organization, and where they can go
to get additional help in advocating for the person

•

Provides psycho-social and spiritual support. Often, individuals with dementia derive a sense of comfort and familiarity
from music and religious rituals which they enjoyed in the past.

•

Understands the cultural and traditional preferences of the individuals

•

Supports the family care partners during the grieving process
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This section discusses strategies identified
through the peer-reviewed literature that
have helped long-term care organizations
successfully support their direct care
workers (DCWs) to improve care quality and
enhance the skills needed to work with a
variety of clients.
Research has shown that quality training
curricula are useful in improving the skills of
DCWs but it should be paired with strategies
that support the application of training.
The curriculum should also consider the
variations in organizational size, evaluation
practices of training, DCW integration, and
DCW’s input in developing care planning
(Kemeny & Mabry, 2015; Williams et al.,
2016).
The Center for Medicare and Medicaid
Services (CMS, 2014a), created a list of core
competencies and skills as a guideline for
the DCW training, but it does not address
the method of transfer of skills to practice
(Kemeny & Mabry, 2015). Most of the
literature focuses on the content of training,
but there are very few studies that identify
the interactive methods of training, such
as demonstration, role play, intervention
delivery in the DCW’s workplace, selfreflection, and hands-on activities (Kemeny
& Mabry, 2015; Williams et al., 2016).

Section 2
Key Training Elements for Direct Care Workers

Evidence indicates that active learning
among DCWs can be improved when
supported through ongoing supervision,
evaluation, and motivational systems
(Kemeny & Mabry, 2015; Williams et
al., 2016; Morgan, Haviland, Woodside,
& Konrad, 2007; Surr et al 2017). Also,
learning about the work and educational
experiences, age, challenges, strengths and
values of the DCW trainees can be helpful
in motivating and supporting the DCWs in
active learning (Williams et al., 2016).
This section will provide an overview of
key strategies that focus on delivering
the content of the curriculum, as well as
supporting and motivating active learning
and application to practice for DCWs.
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Active Learning Strategies
Does the training selected employ active learning strategies?
Active Learning Strategies: Learning that is long-lasting
for trainees takes place when the learners are involved in a
meaningful learning experience. It is essential to consider
basic questions:
•

Where does learning take place?

•

What are the learners doing when learning?

•

How are learners going to receive the experience?

•

What do learners need to know?

•

How can learners be encouraged to change behaviors?

How to achieve active learning: Identifying strategies for
supporting active learning and application to practice
1.

Create an inclusive and safe learning environment by
developing a learning culture in the organization and
redesigning spaces that best suit different aspects of a
learning experience.

2. Make the context real to the work of the DCWs by
designing the interventions that are focused on the
actual role and work of the DCWs. For example:
Create brief videos of DCW/resident caregiving
interactions that can be a useful tool in promoting the
self-awareness of the person-centeredness of their
caregiving.
3.

Train DCWs in their workplace to link theory and
practice with the daily routine of the organization.

4. Use a variety of methods and a change of
environment can also be helpful in stimulating the
learning process of DCWs who will have diverse
learning styles.
5.

Use role play, scenarios, discussion, and peer learning
strategies to get content across that can help them
to figure out their own answers through practicing
behaviors.

6. Encourage DCWs to use sensory skills such as
active listening, observing, self-awareness, and selfmanagement. Sensory intelligence is very important
in the active learning process.
7.
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Help DCWs practice and extend their emotional
intelligence through self-management strategies.
Emotions often can act as the gatekeeper in any
learning experience.

8. Use minimal lecture-only or reading-only strategies
for content delivery.
9. Understand the DCW’s personal starting points such
as background, experiences, challenges, strength,
values, personal feelings, etc. to increase the level of
engagement in their learning process.
10. Help DCWs understand their own learning styles and
promote engaged learning.
11. Administer the training content in a cohort approach,
which can help DCWs learn together and help each
other, facilitating a team approach.
12. Provide multiple “booster sessions” to help DCWs
review scenarios and solve any existing problems.
13. Create tools and curriculum that are written at the
appropriate reading level.
14. Deliver shorter (90 minutes is recommended) and
more frequent sessions. A combined total of eight
hours of training on a specific dimension appears to
be most effective.
Does the training selected motivate DCWs to achieve and
practice active learning?
1.

Does the selected training provide opportunities to
use new skills?

2. Do instructors provide real-time feedback upon
implementation of new skills?
3.

Are there strategies for rewarding/incentivizing DCWs
upon successful implementation of the skills?
-

Incentives can help to ensure attendance and
completion of the training, and effective use
of the skills learned into practice. It can also
help DCWs feel valued and promote better
engagement in the learning process.

4. Is learning scheduled so it is convenient to workers
and does not make them rush their regular work?
-

5.

Teaching modules before, after or between the
DCW’s shifts (or times when care is lighter) is
often a useful strategy. Provide adequate “backfill”
so workers can truly be off regular duties while
learning.

Are employers encouraged to pay their hourly rate
during the training and provide stipends if possible?

Does your long-term care organization provide support to DCWs in active learning?
To encourage the DCWs to get involved in the learning process, the organization needs to build a support system for them.
The training and role of supervisors are valuable in helping the DCWs to learn the skills. However, leadership and management
support is the most important factor affecting the transfer of learning into practice. The employers can support DCWs
by creating time and space for learning at work and by identifying and developing the appropriate curriculum or course
according to the needs of the DCWs.
1.

Providing flexible work schedules for helping DCWs to attend training

2. Encouraging and celebrating the successes of DCWs
3.

Supporting DCWs through management buy-in is crucial in accessing effective training

4. Involving DCWs in developing the training program of other interdisciplinary teams such as physicians, nurse
practitioners, palliative care staffs, social workers, etc.
-

The contribution of DCWs enhances the training program by making it more relevant to practice, and honoring
their important roles in the organization.

The implementation of educational programs among DCWs can be challenging because of socioeconomic conditions and
low job quality. Often it is organizational culture, lack of buy-in from the management, and inaccessibility of resources to
DCWs that can be barriers to learning, causing low-quality care to the residents. However, overcoming these barriers can have
a large impact on learning and motivation of the DCWs, which can result in improved care and increased quality of life.
When the leadership and management have gone through the same educational experiences, when they “walk the talk”
and model what has been taught, and recognize and celebrate person-centered dementia care in action, an organizational
learning culture comes to life that can truly benefit everyone in the organization and increase well-being for all.

Conclusion
The Georgia Alzheimer’s and Related Dementias Collaborative, specifically the Direct Care Worker Competencies
subcommittee of the Workforce Development work group, compiled this guide to provide information and support to help
employers of direct care workers choose dementia care training that is high-quality, infused with active learning, competencybased and person-centered. This guide also emphasizes that training without support from leadership and the workplace is
largely unsuccessful in improving application of knowledge to practice. We are asking employers who use this guide to begin
to think about the wraparound supports that workers and organizations need to successfully apply their learning to practice
and sustain strategies to empower people in their care to live more fully. At the heart of workforce development and personcentered care are the meaningful relationships among care partners needed for successful communication, collaboration,
care and support. Sustaining these relationships is vital to developing a dementia-capable workforce in Georgia and beyond.

GARD Ongoing Resources & Activities
As a collaborative, we continue to collect resources and promote activities to support a dementia-capable workforce. Please
see the website below for additional information and resources to support your efforts toward improving the lives of those
living with dementia and those who care for them: aging.ga.gov/dementia-resources
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Anti-psychotic med (AP) prescribed prior
to hospitalization

Yes

No

Gather info re: behaviors
prompting order, length of
time on AP and GDR
attempts

Hospital stay for acute behavioral
needs?

Yes

Follow CMS GDR
requirements

No

Did the resident experience
Acute Delirium during hospital stay?

No

Was AP used for dementia sx i.e. wandering, not sleeping, repetitive questions, anxiety, crying out, prior aggression but now physically incapable?

No

Yes

If now resolved, ask for
D/C order

AP initiated at home or other
facility to manage physical violence/aggression?

Yes
Monitor and document behavior x 4
weeks. Reports of aggression toward residents?

Yes

Inform provider
and request GDR;
Educate staff and
family

No

Reports of no, or staff only aggression. Monitor staff approach on shifts behavior occurring to ensure staff not stimulating response

Yes

Report to Provider and
Mgr; Monitor and follow
CMS GDR guidelines and/
or provider document
clinical rationale for ongoing AP use

Re-Educate Staff
and Family as
needed. Inform
Provider and
request GDR

20 Questions to Change the Direction of
Dementia Anxiety and Aggression
People living with dementia are people; they respond normally when they are threatened,
demeaned and made to feel powerless: they resist, lash out, become agitated or try to flee.
Blaming the disease leads us in the wrong direction. What we should be doing is asking
ourselves questions to reset the compass ; questions such as:
1. What might I and/or others have done to precipitate this situation, and how can I
rectify it as quickly as possible with as little disruption as possible?
2. Would I behave the same way in similar circumstances? How would I feel? What
would I want?
3. How can I defuse the situation? (Hint: do not tell people who are upset or agitated
to “calm down!”)
4. What is threatening the person? How can I remove the threat?
5. How can I help this person feel more at ease?
6. What unmet need might this person be expressing? Is s/he in pain or experiencing
another kind of physical discomfort? Is s/he hot, cold, wet, thirsty, hungry, etc.?
7. What environmental factors might be contributing to his/her anxiety, and how can
I neutralize them?
8. Is my tone of voice conciliatory and respectful?
9. Is my body language relaxed and open?
10. Can the person see and hear me properly?
11. Have I surprised him/her in some way?
12. What action can I take right now to restore calm?
13. How can I meet her/his immediate need?
14. How can I meet her/his deeper need?
15. Have I said I’m sorry?
16. What more can I do to empathize?
17. Could I ask for the support of someone else who might be more effective in
dealing with this situation?
18. What could I do differently next time?
19. What can I learn from this?
20. How can I share that learning with others? How can apply my knowledge to
engage more effectively with this person and others who live with dementia in the
future?
© 2015 MyAlzheimersStory.com All Rights Reserved
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5. HOSPITAL TRANSITIONS PROCESS
Why the need for a defined hospital admissions process?
Organizations that provide life-giving/life enhancing care to elders with dementia are often concerned when the necessity to
send them off to the hospital arises. Because staff have set up a structured environment where they know the resident so
well, can anticipate their needs, support their well-being, optimize scheduling practices and routines that favor the
resident’s needs and ensure proper rest, a trip to the hospital can be a disruption of seismic proportion. Hospital staff,
responding to acute conditions, will sometimes initiate the off-label use of antipsychotic meds. For many people with
dementia, it can take weeks, even months to return to their baseline abilities.
This segment of the Change Package considers those things that an organization can do to effectively mitigate the
disruption.

Processes:

Use the accompanying resources to consider ways to prevent the harmful disruption caused by hospitalizations
Establish pre-emptive strategies such as a TIPS team and a BAT team to ensure that residents who present with high-risk
care challenges are reviewed monthly

Utilize the free INTERACT Tools (sign in required) at https://pathway-interact.com/interact-tools/interact-toolslibrary/interact-version-4-0-tools-for-nursing-homes/
•

Engaging Your Hospitals – Tip Sheets, SNF/NF Capabilities List, SNF/NF – Hospital Transfer Form, SNF/NF – Hospital
Data List

Take time to explore the Decision Guide with families so they might gain an understanding of the care that is possible within
your organization
Ensure that well-crafted Advance Directives are in place

Indicators:
•

•
•

Staff have special knowledge of each resident and can articulate the care necessary in the event of a change in
condition
Staff know how to call for a BAT team review
Staff have a sense of confidence that they can handle emergencies and recognize when a hospitalization is necessary

Resources:
1.
2.
3.
4.
5.
6.

Hospital Transfer Form
Dementia Friendly Interventions
Interact tools
TIIPS Team
BAT Team
Decision Guide
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My name is:
But I like to be called:
I am living with a form of dementia, which may make traditional communication challenging. Here
are a few helpful tips. Please contact my caregiver,
at
:
Foods that I like to eat are

Topics I enjoy talking about include

Topics that are concerning or confusing to me are

Things I can do on my own are
Go to the bathroom

Get out of bed

Get dressed

Comb my hair

Brush my teeth

Walk without help

Things that I need help with include
Things that make me upset/anxious are

When I am upset/anxious, I

Things you can do to make me feel better when I am upset/anxious:
When I am in pain, I
Consistent with FDA black box warnings about anti-psychotic medications for individuals living
with dementia, I am presently not taking an anti-psychotic medication due to increased risk of death
and other adverse events. My care team and I are committed to non-drug related interventions.
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Abstract
Objectives To identify features of programmes and
approaches to make healthcare delivery in secondary
healthcare settings more dementia-friendly, providing
a context-relevant understanding of how interventions
achieve outcomes for people living with dementia.
Design A realist review conducted in three phases: (1)
stakeholder interviews and scoping of the literature to
develop an initial programme theory for providing effective
dementia care; (2) structured retrieval and extraction of
evidence; and (3) analysis and synthesis to build and refine
the programme theory.
Data sources PubMed, Cumulative Index to Nursing and
Allied Health Literature (CINAHL), Cochrane Library, NHS
Evidence, Scopus and grey literature.
Eligibility criteria Studies reporting interventions
and approaches to make hospital environments
more dementia-friendly. Studies not reporting patient
outcomes or contributing to the programme theory were
excluded.
Results Phase 1 combined findings from 15 stakeholder
interviews and 22 publications to develop candidate
programme theories. Phases 2 and 3 identified and
synthesised evidence from 28 publications. Prominent
context–mechanism–outcome configurations were
identified to explain what supported dementia-friendly
healthcare in acute settings. Staff capacity to understand
the behaviours of people living with dementia as
communication of an unmet need, combined with a
recognition and valuing of their role in their care, prompted
changes to care practices. Endorsement from senior
management gave staff confidence and permission to
adapt working practices to provide good dementia care.
Key contextual factors were the availability of staff and
an alignment of ward priorities to value person-centred
care approaches. A preoccupation with risk generated
responses that werelikely to restrict patient choice and
increase their distress.
Conclusions This review suggests that strategies such
as dementia awareness training alone will not improve
dementia care or outcomes for patients with dementia.
Instead, how staff are supported to implement learning
and resources by senior team members with dementia
expertise is a key component for improving care practices
and patient outcomes.
Trial registration number CRD42015017562.

Strengths and limitations of this study
►► Applying realist methods enabled a theory-driven

explanation of how dementia-friendly healthcare
can be supported in hospital settings.
►► The process of the review facilitated the development
of a new programme theory, which can be used
to inform future initiatives that support people
living with dementia in hospital environments.
►► The involvement of stakeholders from the outset
ensured the plausibility and relevance of the findings
for hospital environments.
►► The extent of evidence to support some elements of
the programme theory was limited, especially where
interventions lacked specificity about process and
patient outcomes.

Introduction
There is increasing recognition that hospital
staff and services need to understand the
complexity of caring for and treating people
living with dementia.1 At any one time, 25%
of hospital beds are used by people living
with dementia, rising to a higher proportion
on some wards.2 Comorbidities are common
and many people are admitted to hospital
for reasons not directly related to their
dementia.3–5 Healthcare outcomes for people
living with dementia are variable across the
country and are inequitable when compared
with outcomes for people without cognitive
impairments.5 Adverse incidents occurring
during admissions, such as falls, poor nutrition and hydration, infections, and the onset
of delirium, contribute to longer stays and
reduced functional abilities, which may result
in admission to a care home.6–8
A number of factors may impact on the
disparity of health outcomes for people
living with dementia, including a lack of
focus and leadership for dementia in hospitals5; healthcare staff who have inadequate
knowledge and training in dementia and
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Dementia-friendly
The concept of dementia-friendly developed from initiatives to promote age-friendly communities.19 It was first
used to describe physical and social environments that
promoted inclusion, acceptance and accessibility for
people living with dementia,20 21 and includes initiatives
supporting the independence and safety of people living
with dementia.22 In the UK, this includes the Dementia
Friends initiative23 and the Dementia Engagement and
Empowerment Project.24
At the patient level, dementia-friendly healthcare is
the practice and organisation of care that is aware of the
impact dementia has on a person’s ability to engage with
services and manage their health. It promotes the inclusion of people living with dementia and their carer in
treatments, care decisions and discussions, with the aim
of improving outcomes for the patient and carer.16 17 25–27
Interventions to promote dementia-friendly healthcare environments have been diverse in terms of their
design and application in practice.27–29 This review of
the evidence acknowledges that the effectiveness of
programmes to address the known problems of being a
patient with dementia is contingent on multiple factors,
such as staff knowledge and skills in dementia care,
the care environment, and the competing demands on
staff time and attention. The review objectives were the
following:
1. to identify how dementia-friendly interventions in
hospital settings are thought to achieve the desired
patient and carer outcomes
2. to develop evidence-based explanations to understand
what it is about dementia-friendly interventions in
hospitals that works for people living with dementia
and their carers, in what circumstances and why.
Realist methodology
Realist review is a theory-led method that applies the principles of realism to evidence review.30 31 In realism, change
is not directly achieved by an intervention, rather change
2

Box 1

Glossary of realist terms

Context: refers to factors, including but not limited to, personal, social,
organisational or policy aspects that influence the way resources are
engaged with to generate outcomes. For example, staff’s professional
focus may influence how they use information about a person’s social,
rather than medical, history, or an organisation’s expectations for
dementia care may affect how staff prioritise their work with patients
with dementia.
Mechanism: includes the resource the intervention provides (such as
training, assessments of pain or access to biographical information
about the patient) and the reasoning of the subjects, in this case
the reasoning of staff (such as recognising the benefit of working
differently).32
Demi-regularity: a semipredictable pattern of outcomes. For example,
the provision of meaningful activities for patients with dementia will
reduce their boredom and distress in hospital, leading to a reduction in
the onset of behaviours that are challenging for staff.
Outcome: the intended (or unintended) result. Patient outcomes of
interest included patient well-being, medication use (specifically
analgesic and antipsychotic), access to assessments, evidence of
inclusion in care decisions, reduced distress, adverse incidents (such
as falls or hospital-acquired infection), length of stay, reduction in the
onset of behaviours that challenge, and maintenance of functions
(such as activities of daily living).
Context–mechanism–outcome configuration: specifies the
relationship between the features (context, mechanism and outcome).
It is the unit of analysis that supports synthesis across studies to build
and refine the programme theory.

is generated through the influence of intervention
resources and contextual factors on human reasoning.
A realist approach seeks to explain how the relationship
between these elements (context and mechanism) leads
to particular outcomes (box 1).30
Realist review was appropriate for this study as the
evidence base for dementia-friendly interventions is in its
early stages. As such, theory building derives from a variety
of sources and study types. Complexity is inherent in both
design and implementation of the interventions: they are
multicomponent and rely on human agency that is influenced by individual, service and organisational pressures.
Realist enquiry acknowledges these features and incorporates them to develop an explanatory account of how
different aspects influence reasoning and outcomes.33
Methods
Realist review methods were used to develop a theoretical understanding of what supports effective dementia
care in hospital settings. There were three overlapping,
iterative phases: (1) defining the scope of the review
informed from key literature and stakeholder interviews;
(2) structured searches, screening and data extraction;
and (3) analysis and synthesis leading to refinement of
the programme theory. A fuller account of the review
protocol is available in Handley et al.34
The phases did not follow a linear format, but informed
and refined understanding throughout the review,
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dementia care9 10; difficulties faced by healthcare professionals when assessing the risk and benefits of treatment
options11; widespread use of care practices that are
detrimental to people living with dementia, such as the
use of antipsychotics for behavioural management12;
stigma and discrimination towards people living with
dementia13 14; and confusing, unsafe environments.15
The National Dementia Strategy16 aimed to improve the
quality of care for people living with dementia in general
hospitals through leadership that addresses quality
improvements in dementia care, defined care pathways
and the use of liaison mental health teams. It also highlighted the importance of education and training to
break down the stigma associated with dementia and to
develop dementia awareness within the healthcare workforce. To address these ambitions, interventions have
been designed and implemented with the aim of creating
dementia-friendly healthcare in hospitals.17 18

Open Access

Changes to the review process
One change was made to the review process subsequent
to the published review protocol.34 The expert steering
group workshop was not held. However, emerging findings and the refined programme theory were shared
with the with Alzheimer’s Society research network
monitors (RP, JW, PM) who were volunteer representatives with experience of caring for family members living
with dementia. They commented on the resonance and
relevance of the inferences that contributed to the developing theory throughout the review process. Review
findings were presented and discussed at a seminar on
dementia-friendly healthcare with 75 participants, 19 of
whom worked in hospitals. The findings are being taken
forward for testing in a realist evaluation.
Phases of the realist review
Phase 1: defining the scope of the review — concept mining and
theory development
Evidence from interviews with stakeholders and a scoping
of the literature were used to (1) identify the range of
dementia-friendly interventions in healthcare settings
both in the UK and internationally, (2) determine possible
theoretical assumptions about how and why interventions were thought to work (or not), and (3) clarify what
were understood to be the significant mechanisms for
change. Stakeholders, defined as people with experience
in designing, implementing and using dementia-friendly
interventions, were identified from knowledge within the
team, internet searches and dementia-specific conference abstracts. They were purposively sampled from a
range of settings (academia, healthcare, commissioning,
social work, the community) and backgrounds (nursing,
education, physiotherapy, research, person living with
dementia).34 Stakeholders were not further involved
in the development of the emerging context–mechanism–outcome configurations (CMOCs) or building the
programme theory. Ethical approval for the interviews
was secured from the University of Hertfordshire Ethics
Committee (HSK/PG/UH/00339).
Data from interviews and the literature were coded
using framework analysis,35 with emerging themes and
competing accounts discussed and debated among the
authors (MH, FB, CG) and with the Alzheimer’s Society
research network monitors (RP, JW, PM). Mapping this
evidence demonstrated limited understanding at the
point of staff interaction with patients and how this influenced patient outcomes. A decision was made to focus
the review on how interventions led to patient outcomes.
Handley M, et al. BMJ Open 2017;7:e015257. doi:10.1136/bmjopen-2016-015257

Data from the interviews and literature were scrutinised
for demi-regularities (see box 1, glossary of realist terms)
and informed hypotheses set out in the form of ‘If… then
statements’. These statements were used to define the
conditions thought to be necessary to achieve (1) staff
outcomes, such as taking action to investigate the cause
of patient behaviours and applying best practice with
people living with dementia; and (2) patient outcomes,
such as reduced distress, reduction in adverse incidents
and improved well-being. Discussions among the authors
based on these statements led to the development of a
conceptual framework.30 Three overlapping theoretical
propositions were generated to explain what supports
the implementation and uptake of interventions that
promote dementia-friendly healthcare within a ward
based environment.
Phase 2: retrieval and review
Searching for relevant studies
Informed by the theoretical propositions derived from
the work in phase 1, search terms were revised. The inclusion/exclusion criteria were refined to focus on studies
that reported patient outcomes and provided information about the characteristics and role of change agents
(staff who supported the implementation and uptake of
interventions).
Searches were limited to 2000–2016 to reflect the impact
of the work of Kitwood and Bredin36 on dementia care
practices that recognise the importance of person-centred care and the promotion of personhood. In addition
to the electronic database searches (box 2), we undertook extensive lateral searching, including forward and
backward citations, and contact with experts. Additional
searches were performed as emerging themes around
the management of pain and behaviours that challenge
became apparent. These were purposive searches that
applied the same inclusion criteria. Theory development
continued until theoretical saturation was achieved37 38
(box 2).
Study screening and data extraction
Search results were downloaded into EndNote bibliographical software and duplicates were deleted. One
author (MH) screened the titles and abstracts identified by the electronic search and applied the selection
criteria to potentially relevant papers. Full texts of
potentially relevant manuscripts were screened for relevance (whether the study has contributed to specific
propositions relevant to the theory building) and rigour
(whether they were of sufficient quality to provide credible evidence to help refine specific components of the
proposition).30 31 Appraisal of the contributions and reliability of evidence from papers continued throughout
the synthesis through discussion with the other authors.
Data were extracted by one author (MH) using
a bespoke data extraction form organised to establish contributions and challenges to the theories,
and strengths and weaknesses of the studies. Study
3
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leading to new interpretations and building of evidence.
Sources were identified and revisited, new evidence was
incorporated, and inclusion criteria were reconsidered as
new theoretical understanding developed. The RAMESES
(Realist and Meta-narrative Evidence Syntheses: Evolving
standards) publication standards informed the preparation of this report and has been vetted against RAMESES
criteria (see online supplementary files 1 and 2).

Open Access
Phase 2 search terms and search strategy

Searches initially run September 2015, search alerts scanned to
February 2016, language restricted to English, date restricted 2000–
2016

Search terms:
(dementia AND (friendly OR appropriate OR awareness OR champion
OR liaison OR ward OR environment OR education OR training OR
nurse specialist OR lead* OR person centred care) AND (hospital OR
acute care OR secondary care))

Additional search terms developed from work in phase 1:
dementia AND (change agent OR champion OR knowledge transfer OR
knowledge translation OR opinion leader)

Additional search terms reflecting emerging themes in
phase 2:
Searches ran January 2016, search alerts scanned to February
2016(dementia AND (pain) AND (hospital OR acute care OR secondary
care))(dementia AND (behaviour* OR BPSD) AND (hospital OR acute
care OR secondary care))

Databases:
Cochrane Library (including CENTRAL, CDSR, DARE, HTA) (244),
CINAHL (610), PubMed (4253), NHS Evidence (819) and Scopus (410)

characteristics such as design, setting, participants and
sample size were also recorded.31 The data extraction
form was piloted by MH and shared with the team for
comment (see online supplementary file 3). To reduce
the potential for bias during data extraction, a sample
of the papers and their completed data extraction
forms (6/28) were shared with FB and CG to appraise
the extraction process and identified data. Information about the role and work of the change agent, the
resources provided by the interventions, the contextual features of the settings (eg, workforce, knowledge
of dementia), explicit and implicit theories for how
interventions were anticipated to work, and patient and
carer outcomes were extracted. Coded data from all the
papers and their contribution to theory development
were shared with FB and CG. Challenges to interpretations were discussed to test credibility. Evidence from
the studies was first mapped to capture the complete
range of possibilities of how different approaches and
resources triggered different responses from patients,
family and staff. After discussion among the authors,
data were organised into tables to reflect the theoretical
propositions they addressed (see online supplementary
file 4) and to assist comparison of data across studies.
Phase 3: analysis and synthesis
Data synthesis was led by MH and emerging findings
were discussed with the team (CG and FB) and the
research network monitors (RP, JW, PM). Deliberations
assisted the refinement of propositions, ensuring that
emerging theories were plausible and clear. Discussions
of papers included the key characteristics of members
of staff who support the implementation and uptake of
4

interventions, resources, and new ways of working with
people living with dementia (change agents); resources
from interventions and how they were thought to influence staff reasoning; the impact of context; and possible
undesired outcomes (such as stigmatising practices and
broad application of strategies at the expense of individual needs). The focus was on understanding how
patient outcomes were achieved through the actions
of staff and what had supported the staff to behave
in particular ways. Recurring patterns in context and
outcome (demi-regularities) detectable across studies
were explained by explicit or implicit mechanisms. This
led to the development of CMOCs designed to explain
what it is about an intervention that works, for whom
and in what circumstances. The configurations were
used to refine components of the initial theoretical
propositions against the evidence.

Findings
Phase 1
Evidence from 15 stakeholders was combined with literature on interventions aimed at improving healthcare for
people living with dementia (22 papers) to generate three
initial propositions for developing dementia-friendly
hospital environments. Interventions described in the
literature can be seen in table 1.
A key contextual factor to emerge from phase 1
related to the role of change agents, although there
were competing accounts of how a change agent might
work and the responses they might trigger in staff. There
appeared to be three distinct roles for change agents’
activities that could lead to improved outcomes, and these
were the following:
►► to support staff awareness and learning
►► to possess the authority to institute and sustain
changes
►► to be a resource for staff as a clinical expert.
Change agent characteristics (eg, supportive peer facilitator, organisational authority, clinical expertise) were
considered to differently influence how staff engaged
with interventions, and this in turn would impact on
patient outcomes (table 2).
Phase 2
Evidence from 28 papers, 12 of which were identified
and included in phase 1 of the review (see online supplementary file 5), led to the development of six CMOCs
that explored the components of the three theoretical
propositions developed in phase 1 (an overview of the
selection process can be seen in figure 1). These configurations are interconnected, representing key elements
from the theories and how they relate to other factors
(table 3). The CMOCs and supporting evidence are
discussed below. Illustrative examples of evidence from
the literature that guided CMOC development are
supplied in online supplementary file 6.
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Box 2

Open Access

Intervention

Papers

Schemes to identify people living with dementia admitted to the ward: for example, a butterfly symbol
51
above the patient’s bed to help identify people who have dementia, linked to a training programme and
the collection of biographical history from the family carer
Dementia champion: healthcare staff (mainly nursing staff) are trained to champion dementia care
27 39 40 70–72
issues, providing support to peers
Dementia nurse specialist: senior nurse working across the hospital as an expert in dementia to advise
staff on treatment, care practices and liaise with community services

59 73

Staff training and education: training in dementia awareness and dementia care

9 10 28

Liaison psychiatry/mental health teams: specialist teams working across the hospital to assess mental
health of patients and advise staff on treatment and care

74 62

Environmental adaptations: changes to clinical areas, including signage, new furniture and improved
flooring and lighting

15 75

Specialist units for people living with dementia: include physical adaptations and specialist staff to treat 41 45 52 55 58
the medical and psychological needs of people living with dementia
Use of person-centred care: model of care that prioritises the needs of the person
46

CMOC 1: understanding behaviour as communication to improve
staff’s ability to respond
Studies frequently reported that where staff understood
behaviour that challenged as communication of an unmet
need, they were more likely to investigate the underlying
cause rather than attempting to control and restrict the
behaviour.15 39–44 By addressing the unmet need, staff
reduced patient distress44–50 and maintained independence, for example by supporting mobility and toileting
needs.51–54 Inappropriate and negative staff responses
arose from lack of understanding and misinterpretation
of behaviours that challenge, for example, interpreting
the patient as being deliberately difficult.55 56
Strategies employed to reframe staff understanding of
behaviours included training in dementia10 15 46–48; the
use of biographical tools, completed in partnership with
informal carers39 41 44 51 57; assessments of cognition, pain
and psychological needs42 45 52 58; and access to experts in
dementia care.39 40 44 45 52 59 Common to these interventions was that they supported staff to consider potential
causes of behaviours and provided strategies to address
the unmet need, such as the development of individualised care plans57 59 and personalised strategies for
reducing distress.44 51 Training to recognise behaviours as
the expression of an unmet need47 60 and knowledge of
a patient gained through continuity in their care46 48 60
helped staff become aware that particular care practices
were unsuitable and to adapt their work in a way that
benefited the individual. However, personalisation of
practices appeared to occur in pockets of activity rather
than as an ethos of care provision. Even when staff understood behaviours that challenged as communication of
an unmet need and were supported to work well with
people living with dementia, staffs' ability and willingness
to address psychological needs was limited. Conflicting
work demands, staff fatigue, long shifts and difficulty in
identifying and resolving patient issues resulted in staff
Handley M, et al. BMJ Open 2017;7:e015257. doi:10.1136/bmjopen-2016-015257

responding to behaviours by ignoring and disengaging
from the patient.45 50
CMOC 2: the role of experiential learning and creating empathy to
encourage reflection for responsibilities of care
Staff training that improved awareness of the impact
of dementia and that addressed negative concepts was
found to be a prerequisite for supporting good dementia
care. While the literature suggested training had a positive impact on knowledge and confidence for working
with people living with dementia, more work is needed to
understand how this works in practice.10 39 47 51
Training strategies that employed experiential learning
techniques and cultivated empathy in staff for people
living with dementia prompted reflection on current
practices. Evidence suggested these training sessions
produced ‘lightbulb moments’ for staff where they
gained a sudden realisation of the problems faced by
people living with dementia.39 47 53 This appreciation for
the importance to adapt care practices prompted staff to
work in ways that would better support the patient, and
improved staff satisfaction with their work.51 61
Furthermore, one study reported how staff associated
the portrayals of people living with dementia in training
materials to their own relatives. This encouraged staff to
see people living with dementia as individuals and motivated them to take responsibility to put their learning
into practice.47
The use of reflection and examples of good care practices in recognisable situations gave staff a framework
for working well with people living with dementia and
demonstrated the benefit to their own work.47 53 However,
these practices were often referred to by staff as ‘going the
extra mile’ or being additional to their workload rather
than being an expectation of their role. Staff needed to
be confident additional time spent with patients would
not be viewed negatively by colleagues or impact on the
5
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Table 1 Papers included in phase 1
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Dementia-friendly interventions in hospitals improve
outcomes for people living with dementia and their
carers if…

Evidence from stakeholders and preliminary scoping and
supporting references

… a change agent supports staff to reframe their
understanding of dementia and respond appropriately to
people living with dementia through learning and resources
that address patient needs in an individual way. Then staff
will have increased awareness of dementia and the impact
dementia has on a person, and build confidence in their
ability to recognise and address distress.

Emphasis on training and education that improve staff confidence
in working with people living with dementia; breaking down
negative assumptions and supporting staff to see the person
rather than the diagnosis; use of resources to get to know the
person
References 9 10 28 39 40 46 51 70 72 76 77
Stakeholders (SK01, SK02, SK03, SK04, SK05, SK06, SK07,
SK09, SK10, SK11, SK12, SK13, SK14)
Example quote: “we’re starting to do some training with our staff
as well just to try and help everyone to know how to approach
and how to feel empathy towards these patients who have
dementia.” (SK12)
… a change agent with organisational and clinical
Strategic planning, prioritising good dementia care, providing
resources that support staff to work in new ways, changes to
authority communicates the priorities for dementia care
systems and processes
and addresses staff concerns around managing risk and
workplace disruption in person-centred ways. Staff are
References 15 40 41 45 46 52 55 58 75
Stakeholders (SK05, SK06, SK07, SK08, SK10, SK11, SK14,
supported by training and resources that improve the
involvement in decision-making and safety of people living SK15)
Example quote: “…however good people’s ideas are, if they don’t
with dementia, then staff will understand they have the
permission and encouragement to adapt practices in ways have some kind of sign-off at a fairly senior level then they’re not
really going to have it ‘cos they’ll never be a priority and because
that are beneficial for people living with dementia.
there are so many targets to be met in general, unless there’s
some kind of strategy or policy in writing I don’t think it can
change much really.” (SK08)
… a change agent with clinical expertise in dementia and
Assessments of cognition, mental health and psychosocial needs;
dementia care supports staff with assessments and care
role-modelling good dementia care; supporting staff to perform
planning, then staff will identify and resolve the care needs care in a person-centred way, direct care planning and address
of people living with dementia.
complex issues such as decisions of best interest, access to
mental and social care information
References 45 55 58 59 62 74 78
Stakeholders (SK04, SK09, SK11, SK14, SK15)
Example quote: “we had mental health nurses came to work with
us and they had a really important part in role-modelling how it
looked, how to approach things.” (SK14)

requirements to manage the ward effectively, to support
adaptations to care practices.46 47
CMOC 3: clinical experts who legitimise priorities for care
Change agents influenced staff working practices through clinical expertise and organisational
authority.39 40 44 45 48 49 52 59 62 Experts in dementia care
supported staff in the use of assessment tools and
person-centred care planning,52 62 role-modelled appropriate behaviour and communication for working with
people living with dementia,39 45 and provided professional advice for complex situations, such as decisions
around best interests.40 59 Access to experts in dementia
care was suggested to reassure and encourage staff to
provide good care for people living with dementia.
Endorsement of these practices was communicated by
clinical experts with organisational authority at the ward
level46–48 52 63 and across the organisation.41 47 49 They
addressed staff apprehensions to adaptations to care
practices that previously prioritised medical and physical
6

needs, ward routines, task-focused ways of working, and
organisational expectations for the completion of documentation and risk reduction.41 48 49 52 63 Our review found
that when change agents in authority communicated new
expectations for standards of care and changes to procedures, they validated the priorities for care and legitimised
staff’s adaptation of care practices accordingly.41 47 52 63
However, the impact of changes to staff’s work needed to
be recognised and supported.41 44 45 48 52 54 63 For example,
studies reported there was reduced capacity to work with
previous levels of patient allocation,41 48 54 and changes to
risk management strategies, such as encouraging mobility
in a frail patient population at risk of falls, required staff
training.52 63
There was limited evidence that new practices were
adopted by staff and embedded into everyday practice
directly through their contact with dementia experts.
Instead, it appeared that the experts maintained responsibility for dementia care, either personally or by providing
Handley M, et al. BMJ Open 2017;7:e015257. doi:10.1136/bmjopen-2016-015257
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Table 2 Initial theoretical propositions developed from phase 1
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Flow diagram of searches and evidence retrieval.

direction. The use of experts alone could potentially
concentrate responsibility for dementia care in a small
staff group rather than create a culture where all staff are
responsible. Evidence from one paper45 suggested that
even when ward staff as a whole were better able to work
with people living with dementia, they would defer issues
unrelated to physical or medical healthcare to dementia
experts.
CMOC 4: staff with confidence to adapt working practices and
routines to individualise care
The ability of staff to organise their work around the
needs of people living with dementia rather than being
restricted to the ward routine was linked to the provision
of person-centred care.45 46 48 50 54 60 Where staff could
incorporate getting to know the person, or recognise
and respond directly to expressions of distress and unmet
needs, patient well-being reportedly improved, evidenced
through observations of positive mood.46 48 50 60 Clarity
in staff’s responsibility for patient care was an important
resource for improving their autonomy and encouraging
Handley M, et al. BMJ Open 2017;7:e015257. doi:10.1136/bmjopen-2016-015257

them to respond in timely, creative ways to meet individual needs.46 48 60
Flexibility in working practices was suggested to be a
factor in improving functional outcomes for people living
with dementia. One study54 attributed gains in mobility
after hip surgery to therapy staff using their professional
judgement to recognise optimal times that a person
living with dementia would engage with a physiotherapy
session, rather than risk the session being rejected. Additional factors that supported therapy staff to work flexibly
included training in dementia care, reduced patient lists
and treatment rooms located on the ward.64
CMOC 5: staff with responsibility to focus on psychosocial needs
Time constraints and staffing resources limited staff
capacity to provide good dementia care. This was often
addressed by employing staff with a specific role prioritising psychological, emotional and social needs through
the use of cognitive and psychosocial assessments, therapeutic activities, supervising mealtimes and managing
risk.10 45 48 50 52 55 56 The use of these staff and the activities
7
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Figure 1
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References

Continued

Staff supported to be flexible in their role and working environment (context), where their responsibilities for patient 45 46 48 54 60
care have been clarified (mechanism resource), may be responsive or adaptive in their decision-making (mechanism
reasoning) to provide care and treatment to a person in a timely, individualised manner (outcome).
However
Changes to staff capacity or environmental adaptations (context/mechanism resource) may need to be recognised
and addressed by management (mechanism reasoning) to support staff to provide responsive care (outcome).
Staff with responsibility Where there is provision of activities and therapies for people living with dementia that support their interests and
10 44–46 48 50 52 53 56
to focus on
abilities (context) by staff with a role to address psychological, emotional and social issues (mechanism resource)
58 61
psychosocial needs
and responsibility (mechanism reasoning) for maintaining functional and cognitive abilities (outcome), this can
provide other healthcare staff with time to prioritise physical and medical needs (outcome).
However
Where staffing resources are limited (context), staffing for activity and therapy can be reallocated to maintaining
patient safety (mechanism resource), which may require staff to prioritise safety concerns (mechanism reasoning),
limiting their ability to meet psychosocial needs (outcome).

Staff with confidence
to adapt working
practices and routines
to individualise care

39–41 44–49 52–54 59 60
Clinical experts who
Clinical experts who have the authority to legitimise priorities and standards for dementia care endorsed by the
legitimise priorities for organisation (context) provide support for staff to develop skills in dementia care (mechanism resource) and can help 62 63
care
staff feel confident of the expectations for their role (mechanism reasoning) to adapt working practices (outcome).
However
By focusing the responsibility for dementia care in select staff (context/mechanism resource), there may be a
reduced sense of responsibility for dementia care in the wider workforce (mechanism reasoning), reducing the ability
of experts to embed good dementia care practices across the organisation (outcome).

Where behaviours that challenge are understood as communication of an unmet need (context), through training,
10 15 39–57 59 60
resources and support from experts in dementia care (mechanism resource), staff will feel they have improved
capacity and capability to influence the situation (mechanism reasoning), making it more likely they will identify and
address the need (outcome).
However
Conflicting work demands, patient characteristics (context) and staffing resources (mechanism resource) may
lead staff to feel they are unable to make a difference (mechanism reasoning), meaning patient need might not be
recognised, investigated or addressed (outcome).
10 39 46–49 51 53
The role of experiential Access to training (context) that promotes experiential learning and empathy towards people living with dementia
learning and creating (mechanism resource) can encourage reflection that identifies deficiencies in current working practices, helping staff
empathy to encourage to understand their responsibilities for care (mechanism reasoning) and leading them to take more time with people
reflection for
living with dementia (outcome).
responsibilities of care However
Where good dementia care practices (mechanism resource) are not considered legitimate working practices
(context), staff may consider these practices as additional to their workload (mechanism reasoning), leading to
inconsistent provision of care (outcome).

Understanding
behaviour as
communication to
improve staff’s ability
to respond

Full context–mechanism–outcome configuration

Context–mechanism–outcome configurations and supporting evidence
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References

10 15 41 43–45 51–53 56–58
63

Full context–mechanism–outcome configuration

Where procedures and expectations for care are set out to address risk in a person-centred way (context), and
are encouraged and reinforced through ward leadership (mechanism resource), staff may feel confident to address
risk proportionately (mechanism reasoning) and may support patients with dementia to maintain function and
abilities in a less restrictive way (outcome).
However
Resources will need to be compatible with environmental features and staff capacity (context/mechanism resource)
or staff may not feel there is a value to their work or for the patient (mechanism reasoning), making it unlikely they
will adapt care practices (outcome).
Building staff
confidence to provide
person-centred risk
management

Continued
Table 3
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they provided improved patient experience,48 assisted
orientation to time and place,50 reduced distress45 48 50 and
reduced the onset of behaviours that challenged staff.45
Studies reported how activities were sometimes deliberately scheduled to cover known times of high need within
the patient population, such as during the afternoon
when ‘sun-downing’ might occur52 or when staffing levels
were stretched, such as during mealtimes. For example,
activities coordinators offered social dining opportunities where they could support conversations and
prompt patients to eat.44 45 48 50 Although studies reported
improved nutritional intake, this was not formally evaluated.
Patients with more severe physical illness or cognitive
impairment may not be able to participate in activities,45 55
although it is possible they may have benefited indirectly
as healthcare staff had more time to address their physical
and medical needs. While this was referred to in two of
the interviews, this was not explored in any of the papers.
Ward-wide staffing levels and skill mix impacted on
staff ability to prioritise emotional, psychological and
social needs.45 48 At times of staff shortages, ward management prioritised safety and managing risk over other
non-medical needs.45 48 Risk management techniques,
such as the use of ‘specials’, could be applied in a way
that also addressed psychosocial needs. Two studies45 48
described how staff allocated to monitor patients at risk of
falls engaged the patients in games, activities and conversations. However, this was not always the case as staff
assigned as ‘specials’ were often junior team members,
had not received training in dementia care and were
unclear of the purpose of the role beyond monitoring
the patient. This resulted in a lack of interaction with the
patient and increased patient distress.56
CMOC 6: building staff confidence to provide person-centred risk
management
We found evidence that addressing risk in a way that
supported a person’s abilities, choices and independence
improved mobility,52 53 reduced adverse incidents44 and
improved patient and carer satisfaction.41 45 57 Training,
for example, on new skills and procedures for managing
risk from change agents with clinical expertise and
organisational authority ensured staff understood the
benefits to patients and had confidence to implement
approved working practices.52 57 63 Structural factors
influenced the way risk was addressed. For example
wards with locked door access meant patients could
be monitored from a distance without restricting their
movement around the ward,41 43 45 52 and could help staff
to perceive 'wandering' behaviours as positive rather
than challenging.
In open wards, alternative methods were developed
to easily identify patients considered at risk of leaving
the ward, such as the use of wrist bands and different
coloured hospital clothing, allowing staff to monitor
them from a distance and intervene as necessary.10 47 53
Identification methods were supported by staff training
9
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t the appropriate way to encourage patients to return to
their ward.10 53
Refined programme theory
From data in phase 1 we hypothesised that the existence of a change agent was important for improving
hospital care for people living with dementia. However,
work in phase 2 suggested that a reliance on single initiatives, such as a change agent, was insufficient to change
staff behaviour. Additional contextual factors were also
necessary in order for staff to make use of the resources
interventions provided and use them in their practice with
people living with dementia. The six CMOCs have been
incorporated into a refined programme theory to suggest
what needs to be in place to encourage best practice for
dementia care in hospitals (figure 2). Figure 2 presents
the programme theory. The preliminary CMOC suggests
that resources that promote dementia awareness and
an understanding of what constitutes ‘good’ dementia
care are often initially implemented in situations where
staff have limited understanding of how to provide care
that addresses the needs of people living with dementia.
These resources support staff to recognise the benefit of
working well with patients with dementia and provide
them with a common understanding of what good care
looks like. This preliminary outcome then becomes part
of the new context. Contextual factors, such as organisational endorsement of dementia care practices and
clarity in staff responsibilities to patients with dementia,
encourage staff to value resources, reinforcing improvements to care provision. It is anticipated that this will lead
to improved patient outcomes, although evidence on
outcomes was limited.
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Discussion
Our review demonstrates how consideration of different
contextual components in hospitals, hospital staff and
patients was fundamental to how the resources of an
intervention might influence staff reasoning to adopt
good dementia care practices. These changes in care
practices may then lead to improved healthcare outcomes
for people living with dementia. Developing an understanding in staff of the difficulties dementia presents for
people with the condition helped them to recognise the
need to approach care differently. Previous reviews of
dementia care in hospital settings have identified training
as an important strategy to improve staff knowledge of
dementia and confidence to work well with people living
with dementia, but have provided limited evidence for
how this affects patient outcomes.29 65 66 Findings from
this review would suggest that training as a single strategy
is not enough to influence staff to adapt the care they
provide for people living with dementia. The culture
of care within an organisation needs to support staff to
provide good care for people living with dementia, legitimising practices so they are valued by staff. This means
organisations need to recognise the impact this has on
staff workload and roles and the changes that are necessary to ensure care provision can be adaptive to the needs
of the patient. Staff needed to have a clear understanding
of the expectation for care standards, and be confident
that these changes are accepted by colleagues and senior
staff if they are to improve the way care is provided for
people living with dementia. Managerial endorsement for
staff to work flexibly within their role, using practices and
resources that enable them to get to know the person, will
help staff to recognise and address signs of distress and
implement best practice in dementia care.
Handley M, et al. BMJ Open 2017;7:e015257. doi:10.1136/bmjopen-2016-015257
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Figure 2 Refined programme theory: context–mechanism–outcome configuration (CMOC) for best practice for care of people
living with dementia admitted to the hospital.
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could be made from the data; further development is
needed.
Available evidence clustered around the training for
staff and organisational support for changes to care practices. There was less evidence on how the introduction of
staff providing activity and therapy for people living with
dementia impacted on the practices of other staff. This
review does, however, provide a programme theory that
can be used as the basis for future evaluations. Our review
also highlights the importance of focusing on patient-related outcomes. It was clear from the initial interviews
that while there was a shared understanding of the
importance of dementia-friendly care, less attention has
been paid to how different approaches enhanced patient
outcomes. By focusing on outcomes as the basis for inclusion, this review addresses a knowledge gap about how
different resources and approaches for dementia-friendly
healthcare are effective for patients.

Conclusion
The programme theory that has emerged from this review
has the potential to improve how interventions to support
dementia-friendly care in hospitals are designed and evaluated. The review highlights what needs to be in place to
maximise the impact of training and the key characteristics
for staff acting as change agents to influence colleagues
to practise good dementia care. Specifically, the elements
of interventions need to be relevant to provide ward staff
with the awareness, authority and resources to provide
personalised care with support from staff with the relevant
expertise. Educational interventions should focus on how
staff can identify with the experience of being a patient
living with dementia, combined with opportunities for
staff to share their experiences of addressing behaviours
they find challenging and accommodating person-centred practices within ward routines and priorities. This
review provides a timely contribution and challenges the
assumption that dementia awareness initiatives in acute
care settings alone are sufficient to improve patient care.
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Turner et al65 suggest that to achieve the type of culture
where person-centred care is valued, training in dementia
should be aimed at a managerial level. Findings from
this review would support their opinion; in the included
studies, change agents in senior positions, who understood dementia and the associated impact on patient
experience and care of the patient, were reportedly able
to positively influence the culture of care.41 44 46 47 49 52 61
They communicated their vision for good dementia care,
addressed processes within and between departments,
provided resources that supported staff’s work and considered the impact of changes to roles and responsibilities.
However, even with this endorsement, there were still
times, such as concerns for managing risk and resource
shortages, where staff responsibilities were reorganised to
prioritise physical over psychological well-being.
Limited time and resources and a preoccupation with
managing risk are commonly cited factors that impacted
on the ability of staff and organisations to sustain dementia-friendly hospital environments.29 56 65 67 68 Employing
staff who have a responsibility for the psychosocial needs
of the patient can potentially improve patient experience
of care while also making time available for nursing and
medical staff to focus on the physical and medical care
needs of the patient. However, it is essential that contextual factors, such as staff awareness in dementia and
dementia care, and staff clarification of their role and
responsibilities, are addressed before staffing resources
are implemented into the setting. Moyle et al56 demonstrated how the use of ‘specials’ without training in
dementia care, a clear understanding of their role and a
prioritisation of risk management over addressing psychosocial needs resulted in poor outcomes for patients, such
as increased agitation and reduced autonomy. A review
on special observation69 underlined the importance of
clarity in the purpose of the role and adequately trained
staff to optimise the role’s therapeutic potential. Where
responsibilities for care are assigned solely by the patient’s
symptoms, this can lead to a narrow reactive approach
to dementia care. Staff will still need to work as a team,
rather than creating new tasks to focus on.
The initial aim of the review was to develop, test and
refine a programme theory for how dementia-friendly
interventions influence outcomes for people living with
dementia during hospital admissions. However, testing
the theory was problematic; evidence was limited, much
was descriptive, and there were few evaluations of interventions and approaches, and limited descriptions of
setting and component parts of the interventions which
impacted on the development of CMOC. Moreover, most
studies included in the review reported little information around patient characteristics (eg, type and severity
of dementia), which meant we were unable to establish
how the characteristics of people living with dementia
interacted with the components of the interventions
to influence outcomes. With these considerations, it is
recognised that the proposed CMOCs were constrained
by the evidence that was available and the inferences that
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GO TO THE HOSPITAL
OR STAY HERE?
A Decision Guide for
Residents, Families, Friends
and Caregivers

1

Did you know that almost half of transfers to the
hospital may be avoidable?
This Guide will help you understand why these
transfers are made and how you can be involved in
the decision.
CHANGE IN CONDITION

The question of sending you to the hospital or keeping you here
may come up if your condition changes. This change could
be a fever, shortness of breath, pain, an injury from a fall, or
other change in your condition. If this happens, your medical
provider has the responsibility to explain the change and the
decisions that may need to be made to provide you the best
possible treatment.

WHY THINK ABOUT THIS NOW?

This information is being provided to you so that you can
make an informed decision if the question of going to the
hospital arises.
It can be difficult to weigh the pros and cons of a transfer to
the hospital when you become ill or to decide what treatment
you prefer in the middle of a crisis.

IF IT IS NOT AN EMERGENCY

If this is not an emergency, the nurse will assess your condition:
• Ask you what happened, how you feel, where it hurts
• Listen to your heart and lungs
• Take your temperature, blood pressure, oxygen level
• Test your blood and urine
You can ask for the results and tell the nurse if you think your
doctor, family, a friend or caregiver need to be called. If you
have concerns about going to the hospital, this is the time to
express them.

“I want to be
involved 100%.”
(Patient)

“We do our
best to keep
them here. We
do tests first,
the proper
assessment,
diagnostic tests,
whatever we
can do here
before we
would transfer
to the hospital.”
(Nurse)

IN AN EMERGENCY
In a life threatening situation, the staff may call 911 to transport
you to the hospital emergency department right away unless
you have given them a Do Not Hospitalize request. They will
also call your doctor or other medical provider (such as nurse
practitioner or physician assistant) and a family member, friend
or caregiver. You have the right to tell the staff ahead of time
who you want called in an emergency.
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REASONS TO PREFER BEING TREATED HERE

“It depends on
what is going
on, the severity
of the illness.
Give me a run
down on what
the hospital can
do for me and
what they can
do for me here.”
(Patient)

Many tests and treatments can be provided in the nursing home:
• Medications
• X-rays
• Blood tests
• Oxygen
• Wound care
• Checking on you and reporting to your doctor or other
medical provider
• Comfort care (pain relief, fluids, bed rest)
• IV (intravenous) fluids in some facilities
• Physical or Occupational Therapy
• Speech Therapy
You can ask your nurse, doctor or other medical provider what
else can be done for you here.

REASONS TO PREFER BEING TREATED IN THE
HOSPITAL
Hospitals can provide more complex tests and
including:

“I don’t want to
push the panic
button and send
her to a hospital
if it can be kept
under control
here.” (Son)
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treatments

• Heart monitoring
• Body scans
• Intensive care
• Blood transfusion
• Surgery

THERE ARE ALSO RISKS TO GOING TO THE
HOSPITAL
Being transported to the hospital can be stressful. You are likely
to have to explain your concerns to nurses and doctors you
do not know. You are also at greater risk for skin breakdown,
exposure to infections or falling in an unfamiliar place. You
may feel more comfortable staying here and being cared for
by staff who know you. You should carefully consider all
factors when making your decision.

BEING INVOLVED IN THE DECISION
You have the right to know what is happening to you, what
treatments are available, the risks and benefits of these
treatments, how decisions about your care are being made
and how you are involved in making them.
You may want to talk to the following people about your choices:
• Nurses
• Doctors and other medical providers
• Social workers
• Spiritual advisor
• Family members
• Close friends
• Caregivers
These are very personal decisions. It’s up to you who you talk
to and whose opinions you respect.
You can make your preferences known by:
• Talking with the people listed above
• Putting your wishes in writing and telling people where
the documents can be found
• Completing advance directive documents including:
• Power of attorney for healthcare
• Health care proxy (naming someone to make health
care decisions for you if you cannot)
• Living will (specifies your preferences for end of life
care)
• Request for a DNR (do not resuscitate) toallow a
natural death or DNH (do not hospitalize) order
• Physician Orders for Life Sustaining Treatment
• (POLST), Medical Orders for Life Sustaining Treatment
(MOLST), or similar form that is accepted in your state

“They (resident
and family)
can only make
an informed
decision if they
have all the
information.”
(Doctor)

WHAT CAN WE DO TO HELP YOU WITH THIS
PROCESS?

If you still have questions, please ask your nurse, social worker, doctor,
nurse practitioner or physician assistant to talk with you. They may
recommend others talk with you as well, such as a legal advisor.
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INFORMATION FOR FAMILY, FRIENDS
AND CAREGIVERS OF RESIDENTS WHO
CANNOT EXPRESS THEIR WISHES
1.

How can the resident participate in the decision about
transfer to the hospital?
The resident’s wishes always need to be respected.
Alternate forms of communication should be considered.
If the resident has an advance directive that appoints
someone as the health care proxy or durable power
of attorney, that person may make decisions for the
resident based on what the resident would want if able
to express his/her wishes. Advance directives should also
be consulted.

“I usually ask
her, what do you
think? I explain
and go over
everything with
her.” (Husband)

2.
“Letting the
family know,
making sure
they are aware
of the tests
being done,
the results,
definitely
helps with the
decisions. Her
well-being is
my primary
concern.”
(Sister)

4

If the resident cannot express his or her wishes, should we
still tell him or her what is happening?
Yes. The resident has the right to know what is happening
and should be treated as if he/she understands the situation.
Some people may become anxious or frightened if they are
moved to an unfamiliar place without explanation. Be sure
to use simple, direct words (“You are sick”, “Your doctor
thinks you should go to the hospital”), a quiet voice and a
calm manner when explaining the situation to the resident.

3.

How can I (as a family member, friend, or caregiver) be
involved in the decision?
You may need to complete some legal forms to do this. Ask
your doctor, other medical provider or the social worker
here for more detailed information. It’s best to do this before
a question about treatment or hospital transfer comes up.

FAQs
(Frequently Asked Questions)
ABOUT TRANSFERS TO THE HOSPITAL
1. What is a “medical provider”?
Your medical provider may be a physician (MD), doctor
of osteopathy (DO), nurse practitioner (NP) or physician
assistant (PA).
2. Why would my doctor or other medical provider consider
sending me to a hospital?
If you experience an injury or a serious change in condition, your
medical provider may recommend you go to a hospital for treatment.
3. When would staying here be the best choice for me?
If we are able to provide the care you need, then staying here
may be the best choice.
4. What kind of care can be provided here?
This varies from one facility to another but most are able to give
you medications by mouth or injection, IV (intravenous) fluids
except blood transfusions, order common lab tests and x-rays,
and make periodic checks on your condition.
5. What other reasons would I have for preferring to be cared
for here?
There are several reasons. The staff and routines are familiar to
you. The staff already know you, your health history and your
needs and there is less disruption to your routine if you stay
here. The transfer itself may be tiring, even stressful for you. You
may be at greater risk for complications in the hospital.
6. When would going to a hospital be the best choice for me?
Hospitals have more equipment and staff than nursing homes.
They can do more complex lab tests, x-rays and scans, monitor
your condition more closely, give blood transfusions and do
complex procedures such as surgery.
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FAQs (Frequently Asked Questions)
continued
7. What is a hospitalist?
		
Hospitalists are doctors who have specialized in providing
hospital care. In many hospitals, it will be a hospitalist that will
oversee your care, not your primary care provider.
8. Who will make the final decision as to whether I should be
sent to a hospital or stay here?
		
If you are able, you may make the final decision. Consulting
with your medical providers, family and friends may help you
make a sound decision.
9. How much say do I have in making this decision?
Person-centered care requires that you decide if you are able.
People differ in terms of how much information they want
and how much of a say they want to have. If for some reason
you decide you want to be transferred or stay here against the
advice of your medical provider and nurses, you may be asked
to sign a form taking responsibiity for your decision.
10. What happens if it’s an emergency?
If 911 is called, you will receive on-the-spot treatment from
the EMTs (ambulance crew) and then be sent to the nearest
hospital.
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FAQs (Frequently Asked Questions)
continued
11. Can I request a certain hospital?
You may make this request but in an emergency, the EMTs will
take you to the closest hospital if it can provide the care you
need. If it is not an emergency and your preferred hospital is close
by, they may be able to take you there.
12. Will my family, friends, or caregiver know where I am? Will
they know what is happening to me?
Sometimes during a 911 emergency, there isn’t time to call family
members, friends or caregivers until you are on your way to the
hospital. You can ask that they be called as soon as possible. Both
your medical provider and nursing home staff have a responsibility
to keep them informed. Make sure the staff know in advance
who you want contacted and how to reach them.
13. Will I be able to continue receiving physical, occupational,
or speech therapy if I go to the hospital?
That depends on why you are going to the hospital and how
sick you are. If therapy has to be discontinued, it will begin
again when you are ready.
14. Will I return here after I am discharged from the hospital?
In most cases, you will return here but in some instances going to
a rehabilitation hospital, assisted living facility, a different nursing
home or even going home may be the better choice for you.
15. Will the facility hold my room for me while I’m in the hospital?
Most of the time, the nursing home will hold your room for several
days. But these policies vary so you should ask someone at the
nursing home what their policy is and how it will affect you.
16. What happens to my personal belongings if I am transferred
to the hospital?
Your personal belongings can be stored for you here.
17. Why are we talking about this now?
It is difficult to carefully consider options and your personal
preferences in the midst of a crisis, such as being sick enough
to be sent to the hospital. You may be upset, worried, or feeling
too bad to talk about your preferences with your medical
provider and your family, friends or caregiver at that time.

7

FAQs (Frequently Asked Questions)
continued
18. Why is this decision so important?

“It’s my lungs.
There’s nothing
they can do for
me any more so
I would rather
stay here where
they know me
and I can be
comfortable.
It would be
different if,
when they were
finished, they
could say ‘you
can get up out
of that chair
and go to the
ball’. But that
is not going
to happen.”
(Patient)

There are several reasons why this decision is important. Sometimes
residents, their family members, friends or caregivers become
very anxious when a resident becomes ill and ask that the person
be sent to the hospital when treatment could be provided here.
There are some risks and discomfort associated with being sent
to the hospital. The transfer itself, a new environment, new staff
and new routines can be sources of discomfort. The risks include
falls, skin breakdown (pressure sores) and more exposure to
potentially dangerous infections. Both the transfer and hospital
care are very expensive. Some of these expenses may not be
covered by your insurance. You may want to ask about this so
that you can consider this information in making your decision.

COMFORT CARE, PALLIATIVE CARE, AND HOSPICE
CARE AS WELL AS ADVANCE DIRECTIVES
1.

What is the difference between hospice and palliative care?
Hospice care and palliative care are similar but hospice care
is intended for those who are in the final months of their life
(usually 6 months or less) while palliative care can continue
for many months, even years. hospice care focuses on pain
control, symptom management, emotional and spiritual support.

2.

What is “comfort care”?
Comfort care or palliative care focuses on easing pain and
other symptoms such as nausea, fatigue, depression, breathing
problems, constipation or diarrhea that are the result of your
illness or the treatment of your illness. Palliative care teams
also help you cope with your illness, providing practical
solutions, emotional and spiritual care. The goal is to preserve
your peace, comfort and dignity as much as possible.

3. What happens if I am getting hospice care when I go to the
hospital?
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If you go to the hospital, you may have to re-qualify for hospice
after returning here. If there is time, hospice should be called
before you are transferred to the hospital.

4.

What are advance directives? Should I have them?
Advance directives are documents that tell your health care
providers what kind of care you want to receive if you are
unable to be involved in the decision. You can say you don’t
want certain treatments such as CPR (resuscitation) if your
heart stops, to be put on a breathing machine if you can’t
breathe on your own, or if you want a feeding tube if you
cannot eat. You can also state that you want all the treatment
available if that is your preference. You can designate someone
to make decisions for you if you cannot (or do not want to) do
it yourself.

5.

If I have advance directives, will my wishes be honored?
To make sure that your wishes are honored, review them with
the staff, your family, a friend, or care provider ahead of time.
Be sure a copy is on your chart at the hospital and available
here as well. It’s a good idea to give copies of your advance
directives to your family, a friend, or caregiver and medical
care provider ahead of time. You can update your advance
directives at any time.

6.

Once I have expressed my wishes in advance directives, can
I change my mind?
Yes, you can change your mind and your advance directives at
any time. If you want to change your advance directives, tell
your care provider, family, friend or caregiver what changes
you would like to make.
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Decision Tree
GO TO THE HOSPITAL OR STAY HERE?
A CHANGE IN YOUR
CONDITION OCCURS
DO I KNOW
HOW SICK I
AM?

YES

NO
DO MORE TESTS
ASK MORE QUESTIONS

MILD

VERY SICK

HOW SICK
AM I?
MODERATE

YES

CAN I BE
TREATED
HERE?

NO

WOULD I
PREFER TO GO
TO HOSPITAL?

TREAT IN NURSING HOME,
WATCH CLOSELY

NO

YES

SEND TO HOSPITAL
FOR TREATMENT

YES

NO

IS EFFECTIVE
TREATMENT
AVAILABLE IN
HOSPITAL?

WOULD I
PREFER TO
STAY HERE?

NO

YES

COMFORT CARE IN
NURSING HOME

Continuing the Conversation...
What Residents Say About Going to the
Hospital or Staying in the Nursing Home When
a Change in Condition Occurs
“I make my own decisions. I am capable at this point and don’t
need anybody else.”
“I listen to the doctor, listen to the nurses and then I come to my
own decision.”
“My son and three daughters would help me make the decision.
We would talk it over.”
“I would leave it to the people who work here, my doctors and
the nurses. They know more about it than I do. They just tell me if
I have to go.”
“I have had instances when I have stayed here and others when I
needed to go to the hospital. I would rather stay here. I have been
happy here and been treated very well.”
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What the Families Say about Going to the
Hospital or Staying in the Nursing Home When
a Change in Condition Occurs
“This would be something we would discuss. If I thought she
needed to go to the hospital, if she would get the best treatment
there, I am more likely to recommend it to her.” (Daughter)
“No one wants to see a parent in the hospital – it really stresses me
out but I realized she was in good hands. She was in intensive care
but came out and is back to normal now.” (Son)
“I think families should know what is happening, that is very
important. I want to be in the loop. The most important thing to
me is the honesty of the staff, them being level with me about the
problem. Then I could make the correct decision. He has to be
comfortable with the decision.” (Wife)
“Lord knows, whatever they think they can cure, that would be
alright.” (Husband)
“If it was cancer where there is no cure, then no question we would
want hospice to come here. But if it was a serious infection I think
he should go to the hospital to be treated.” (Wife)
“I want to be fully involved in the decision, want to know all the
facts. Absolutely.” (Brother)
“My brother has power of attorney but we all make the decisions
concerning him together.” (Daughter)
“I would want to know how serious it is and what outcome is
expected.” (Lifelong friend who is health care surrogate)
“If it was just minor, then the nursing home can take care of it.
Here they can do oral antibiotics, things like that. Depends on
what it is.” (Stepdaughter)
“I would discuss it with my husband but I am more involved
because I am here every day.” (Daughter-in-law)
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What Care Providers Say About Going to the
Hospital or Staying in the Nursing Home When
a Change in Condition Occurs
“We try treating the
patient in the facility
prior to transfer. We
tell the patients, ‘we
can take care of this
here for now. But we
have to watch it and if
it’s not getting better,
we will send you to the
hospital’.” (Doctor)
“Most long term residents want to be involved in the decision
because they prefer to be treated here. Rehab patients, too, if they
are making good progress.” (Nurse)
“Most families want to have a voice. Patients, too, if they can.”
(Doctor)
“Some families are very involved; others just leave it to the facility
and the doctor but want to be kept informed.” (Nurse)
“The doctor is usually the gatekeeper.” (Administrator)
“Sometimes we say you need to go and they say no – that is their
choice. They have a right to insist on what they feel is best after you
have explained it to them, reassured them.” (Nurse)
“The benefit of them staying here is that they know the staff.” (Nurse)
“It’s about the resident. I prefer they be treated here if possible. We
try to respect their preferences, get the doctors involved and the
family as well.” (Administrator)
“They might be more comfortable here. But if we can’t manage the
pain or if they need some diagnostic test or procedure we can’t do
here, they truly need to go to the hospital.” (Social worker)
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7. PROCESS FOR GRADUAL DOSE REDUCTION
Why the need for GDR?

The Maine Dementia Care Partnership chose GDR as the seventh principle believing that the other six principle need to be in
place before executing GDR. Knowing the resident, creating a structured environment, anticipating resident needs,
supporting their well-being, optimizing scheduling practices and routines that favor the resident’s needs and ensure proper
rest are all practices that can assure success once deciding to initiate a gradual dose reduction. The MDCP encourages
organizations to work on these steps before initiating GDR based on the experience of members who have took the hasty
step of GDR before training staff, engaging in person centered care, educating families, creating a therapeutic environment
and establishing individualized interventions.

Processes:
Identify specific individuals for dose reduction based on CASPER and MDS data
Identify the alternative strategies that will be implemented to ensure comfort of the resident and success of the GDR

Indicators:
•
•
•
•

Staff will have an array of strategies they will use to comfort and care for residents
Staff will follow established policies pertaining to GDR
Assurance that the strategies will be recognized in the individualized plan of care
A review process that ensures the comfort of the resident and success of the GDR

Resources:
1. Example of GDR policy
2. Resident Prioritization Tool
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EXAMPLE GRADUAL DOSE REDUCTION POLICY
PURPOSE
1.

To ensure the facility follows CMS regulations for proper management of antipsychotic medications in residents with
dementia who have behavioral issues/concerns.
To provide the facility with a deeper understanding and recommendations regarding the management of responsive
behaviors associated with cognitive impairments in older adults undergoing a gradual reduction in antipsychotic
medication.

2.

POLICY

[Name of Facility] will use antipsychotic medications appropriately working with an interdisciplinary team to ensure appropriate use,
evaluation, monitoring and person-centered programing.
1.
2.
3.
4.

The facility will comply with State and Federal CMS regulations related to the use of antipsychotic medications in the longterm care environment to include regular review for continued need, appropriate dosage, side effects, risks and /or benefits.
The facility supports the appropriate use of antipsychotic medications that are therapeutic and enabling for residents
suffering from mental illness.
The facility supports the belief that all behaviors are communication and will investigate the underlying causes of behavioral
symptoms so the appropriate treatment of environment, medical, and/or behavioral interventions can be utilized to meet
the individual needs of the resident.
Efforts to reduce dosage or eliminate of antipsychotic medications will be performed by an interdisciplinary team and
ongoing as appropriate for the clinical situation of the resident.

PROCEDURE

To comply with this policy, each employee of the interdisciplinary team must comply with the following requirements:

ADMISSION:
1.
2.
3.
4.

5.
6.
7.

All residents admitted to the facility on a previously prescribed antipsychotic will be immediately reviewed for drug
appropriateness. The nurse will collaborate with an interdisciplinary team to attempt to determine the reason why the
antipsychotic medication(s) was initiated and confirm diagnosis.
If the antipsychotic medication started led to a delirium, tapering/discontinuing the antipsychotic medication if the
underlying cause of delirium has been treated. Physician orders will be obtained for recommended gradual dose reductions.
The order will reflect the following information:
The nursing staff will initiate a behavior sheet with specific behaviors for which the antipsychotic medication was originally
prescribed.
An interdisciplinary care plan will be established and include person-centered non-pharmacological interventions. The care
plan should address any underlying causes of responsive behaviors, non-pharmacological approaches and
interventions/approaches in managing responsive behaviors. The non-pharmacological interventions should include family
input.
Involve available resources if management of responsive behaviors continues to be a challenge. Follow the outline noted for
non-pharmacological approaches to care.
Include [Name of Facility] consultant pharmacist
Consider all team members and discuss the care approaches to trial, risks and benefits, intended goal(s) and the observation
period. All members of the team including family should be included in the discussion.

LONG-TERM CARE RESIDENTS:
1.
2.
3.
4.
5.

6.
7.
8.

Monthly interdisciplinary meetings will review all residents on antipsychotic medications and/or on a gradual dose reduction.
This includes anti-anxiety/hypnotic, antipsychotic and antidepressant classes of drugs).
Physician orders will be obtained for recommended gradual dose reductions. The order will reflect the following information:
Systematically determine if the behavior/symptom(s) are likely related to medical condition, use of an antipsychotic drug, the
current medication regime, psychosocial/unmet need an/or environmental cause.
The nursing staff will initiate a behavior sheet with specific behaviors for which the antipsychotic medication was originally
prescribed.
An interdisciplinary care plan will be established and include person-centered non-pharmacological interventions. The care
plan should address any underlying causes of responsive behaviors, non-pharmacological approaches and
interventions/approaches in managing responsive behaviors. The non-pharmacological interventions should include family
input. Involve available resources if management of responsive behaviors continues to be a challenge. Follow the outline
noted for non-pharmacological approaches to care.
Include [Name of Facility] consultant pharmacist.
Involve available resources if management of responsive behaviors continues to be a challenge. Follow the outline noted for
non-pharmacological approaches to care.
Consider all team members and discuss the care approaches to trial, risks and benefits, intended goal(s) and the observation
period. All members of the team including family should be included in the discussion.

NON-PHARMACOLOGICAL APPROACH:
1.
2.
3.

4.
5.

A life story of the resident will be completed and utilized to identified person-centered interventions for resident
engagement. This approach ensures that interventions are tailored to meet the unique situation for each resident
recognizing their life experiences, preferences, routines and cultural traditions.
The monthly therapeutic recreation calendar will be reviewed to identify person-center activities of interest to the resident.
An occupational and/or speech therapy consult should be considered to support the team during the gradual dose reduction.
An assessment for cognitive function should be performed. A physician’s order should be obtained to assist the
interdisciplinary team on possible approaches during activities of daily living such as; peri-care, bathing, un-dressing, eating
and sleeping.
A person-centered tool kit should be developed either by the Occupational Therapist and/or Therapeutic Recreation
Specialist to assist all staff in engaging the resident in a positive manner.
Social services, nursing and therapy should engage family members in conversation regarding responsive behavior and to
help problem-solve strategies to prevent or better manage the resident when responsive behavior occurs.

MONITORING:
1.
2.
3.
4.
5.
6.

Team members should spend time tracking the frequency and severity of the responsive behavior(s) to help the team in
determining if there are possible triggers.
All interdisciplinary team members will monitor the efforts of non-pharmacological approaches and interventions on
responsive behavior that is the focus of treatment. Continue with these interventions if any movement toward the desire
outcome(s) as identified in the care plan is observed.
Document all non-pharmacological approaches and interventions that achieve the desired outcome in the resident health
record.
Document all the gradual dose reductions attempts, failures or unsuccessful non-pharmacological interventions in the
resident health record.
Consult with the facility pharmacist using a tracking tool.
The following is a list of behaviors that antipsychotic medications are not indicated to manage:
a. Wandering
b. Insomnia
c. Unsociability
d. Poor self-care
e. Impaired memory
f. Fidgeting or nervousness
g. Inappropriate voiding
h. Hoarding
i. Repetitive vocalizations
j. Restlessness or pacing
k. Indifference to surroundings.

CATEGORIES FOR SPECIFIC NON-PHARMALOGICAL INTERVENTIONS:

The focus on non-pharmacological interventions and activities is considered best-practice and is considered the first line of defense in the
management of most behavioral and psychological symptoms dementia. The categories are as follows:

1.

2.

3.

4.

5.
6.

7.

Environmental Modifications
a. Natural wandering areas
b. Reduced stimulation
c. Light therapy
d. Enhanced environment
Sensory Enhancement /Relaxation
a. Massage/touch
b. Individualized music: Music and Memory
c. Music Therapy
d. Acupuncture
e. Controlled multi-sensory therapy: Snoezelen
f. Aroma therapy
Social Contact
a. Pet therapy
b. Stimulated interactions: Family videos, pictures
c. Individualized social contact
Cognitive/Emotional-oriented Interventions
a. Reminiscence Therapy
b. Stimulated Presence Therapy
c. Validation Therapy
Behavior Therapy
a. Differential reinforcement
b. Stimulus control
Structured Activities
a. Outdoor walks
b. Exercise
c. Physical activities
d. Recreational activities
Training and Development
a. Understanding of resident specific underlying causes of responsive behavior(s)
b. Understanding of the functional cognitive assessment
c. Review of resident specific life story; recognize resident life experiences, preferences, routines and cultural
traditions incorporating them into the resident’s daily life.
d. Knowledge/skill of person-center interventions: communication/approach and environmental factors.
e. Encourage person-center activities/programs
f. Knowledge of resident person-centered tool kit
*This sample policy is provided with permission of its author, The Cedars, ©2019.
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8. PHYSICIAN/MEDICAL DIRECTOR ENGAGEMENT
Why the need for Physician Medical Director Engagement?
The Maine Dementia Care Partnership recognizes the vital part physicians and medical directors play in the ability to reduce
and prevent the use of off label antipsychotic drugs. Their engagement and support is critical in minimizing the off-label use
of antipsychotic drugs. Creating a collaborative environment with a shared philosophy is the work intended for Care Practice
8.

Processes:
Create a regular touch base with physicians using the tools in section 3 & 7 to establish a regular point of communication
around off-label antipsychotic drug use
Encourage peer to peer physician education using exemplars within the nursing home community who have had success at
minimizing off-label antipsychotic drug use
Identify ways to promote physician buy-in to the "shared philosophy"

Indicators:
•
•

Medical Director and physicians are part of the QAPI process and work
Medical Director and physicians work with staff to find appropriate interventions and life giving support to residents

Resources:
SAMSHA Guidance on Inappropriate Use of Antipsychotics

Guidance on Inappropriate Use of Antipsychotics:

Older Adults and People with Intellectual and Developmental Disabilities in Community Settings

WHAT IS THE ISSUE?
Behavioral manifestations of conditions such as dementia and IDD are
common, at times escalating to the point of agitation and aggression that
can be dangerous for both the person as well as caregivers.1,2 Although
approaches to care aimed at behavioral modification should be first-line
for challenging behaviors, older adults and people with disabilities are
often prescribed sedating medications such as antipsychotics as a way to
manage disruptive behavior. These prescribing practices can expose
these individuals to significant risk and should be used only when
clinically indicated.

WHO IS THIS GUIDANCE FOR?
This guidance is intended primarily for
physicians and other prescribers as well
as support staff, administrators, and
caregivers working with people with
dementia and persons with intellectual
and developmental disabilities (IDD) in
community settings.

The example of inappropriate antipsychotics use in elderly people living in nursing homes is illustrative. Both first and
second generation antipsychotics are associated with increased stroke risk and increased overall mortality in people with
dementia.3 In 2008, the Food and Drug Administration (FDA) issued an advisory and black box warning that “the treatment
of behavioral disorders in elderly patients with dementia with … antipsychotic medications is associated with increased
mortality.”4 Subsequently, the Department of Health and Human Services (HHS) Office of the Inspector General (OIG)
issued a report that found 14 percent of elderly nursing home residents had Medicare claims for second generation
antipsychotic drugs, and 88 percent of those were prescribed for dementia despite the FDA’s warnings.5
Following the OIG’s recommendations, the Centers for Medicare & Medicaid Services (CMS) created the National
Partnership to Improve Dementia Care in Nursing Homes to promote public reporting, state-based coalitions, research,
training, and revised surveyor guidance.6 In 2015, the Government Accountability Office (GAO) reported that “among
Medicare Part D enrollees with dementia living outside of a nursing home [in 2012], about 14 percent were prescribed an
antipsychotic,” compared to about one third of older adults with dementia who had spent more than 100 days in a nursing
home.7 The GAO report recommended continued focus on reducing antipsychotic use for people living with dementia in
nursing home settings, and to expand the focus to other settings. Attention to this issue has been a focus of consumer
advocacy groups8 and for the HHS National Alzheimer’s Project Act’s Advisory Council.9
In the case of IDD, in one study nearly 40 percent of all adults with IDD were dispensed an antipsychotic medication, and
56 percent of a sub-cohort of group home residents were taking antipsychotic medications.10 Furthermore, 29 percent of
those prescribed an antipsychotic medication did not have a documented psychiatric diagnosis, despite the lack of
evidence that antipsychotics confer a clinical benefit to people with IDD.10 These trends are even more concerning for
children and youth on long-term antipsychotic treatment given that they are physically and emotionally more vulnerable
to the adverse effects.11

PEP19-INAPPUSE-BR

SAMHSA’s mission is to reduce the impact of mental illness and substance abuse on America’s communities

PRESCRIBERS AFFECTED
Affected prescribers are physicians and
other prescribers caring for Medicare
and Medicaid beneficiaries with
dementia or IDD. Older adults and
people with disabilities often receive
health care services through Medicare,
Medicaid, or both. While the majority of
efforts
through
CMS’s
National
Partnership
have
focused
on
antipsychotic use in nursing homes,
many people living with dementia or IDD
are in community settings such as their
own homes, group homes, assisted living
facilities, and other congregate settings.
People living in the community often
have their medications prescribed by
primary care providers who are required
to regularly review and complete
medication lists, in part to reduce
polypharmacy
and
discontinue
inappropriate prescriptions. A subset of
Medicaid beneficiaries enrolled in home
and community based services (HCBS)
programs are required to have a personcentered plan to address individual
needs, including any challenging
behaviors associated with dementia or
other cognitive impairment.12 Overall,
therapeutic
approaches,
including
medication utilization in community
settings, are less monitored and
regulated than in nursing homes and
hospital settings and therefore need
special attention to ensure appropriate
prescribing practices.

PRINCIPLES OF CARE
Given the complexities of working with older adults and people with
disabilities, the following general principles should be considered in
developing and implementing an actionable care plan for each
individual.

ASSESSMENT
A person-centered planning process is needed to begin the
assessment process. Behavioral symptoms should be carefully
assessed based on the underlying disorder(s), disease stage, and
possible contributing factors such as medication regimen, time of
day, staff or caregivers, environmental stressors and unmet needs.
It is critical to distinguish behavioral manifestations of conditions
like dementia and IDD from other potential causes. Dementia and
IDD frequently co-occur with both mental and physical
comorbidities. Many physical conditions manifest as delirium and
should be promptly identified. Causes can include infection,
electrolyte disturbances, constipation, pain, sleep disturbance,
sensory impairment, and polypharmacy. If a medical cause of the
altered mental status or behavioral disturbance is identified, the
underlying condition should be treated and mental status
monitored carefully.13
If no medical etiology is identified and the behavioral symptoms are
recurrent, then psychiatric comorbidities should also be considered.
Symptoms of depression, anxiety and psychosis are possible in both
dementia and IDD and should be addressed on a case by case basis.
Before
suspected
psychiatric
conditions
are
treated
pharmacologically, any environmental stressors should be identified
and addressed using strategies such as positive interventions,
environmental modifications, and careful transition from or to a
particular setting. If environmental approaches are insufficient,
antidepressants can be considered for certain older adults and
persons with IDD as treatment for depressive and anxiety disorders,
in combination with appropriate non-pharmacologic approaches to
care.13

If an individual is determined to have active psychosis (such as
auditory or visual hallucinations, or delusions including paranoia),
the treatment strategy will vary depending on the underlying condition(s).13 Older adults with a history of primary
psychotic disorders are treated differently than those who manifest psychosis as part of a late-life disorder, given that
the balance between benefit and risk of antipsychotic treatment are different with chronic mental illnesses than new
onset psychosis due to dementia.14 In the case of IDD, co-occurring psychotic disorders are more common and
therefore may require antipsychotic prescriptions when psychosis has been detected.10
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PRINCIPLES OF CARE (cont.)
Workforce Training

GOALS OF CARE
All aspects of a person-centered care plan—including both
pharmacologic and non-pharmacologic approaches to care—
should always be regularly assessed and reviewed. Informed
consent is necessary and should include discussion of the care
plan with the person or a legal representative. It is important to
include individuals themselves, people close to them, and their
caregivers in these conversations from the outset and
incorporate person-centered principles across all areas of care
(e.g., communication preferences, use of technology, work or
volunteer status, finances, housing, and advanced care
planning).15

CARE PLAN: Non-pharmacologic approaches to care
for behavioral disturbances
If an alternate diagnosis (e.g. delirium, mental disorder) has been
excluded as the cause of a behavioral disturbance, then nonpharmacologic treatments should be considered as first-line
interventions. Each behavior should be clearly identified and
documented in order to make a relevant treatment plan, and
positive behavioral management strategies should be tried
before considering medications. Even if medications are added,
behavior management interventions should continue.

The Geriatrics Workforce Enhancement
Program (GWEP), administered by the
Health
Resources
and
Services
Administration (HRSA), provides support to
develop a health care workforce that
maximizes patient and family engagement
to improve health outcomes in older adults
by integrating geriatrics and primary care.
Each grant recipient is required to have
strong reciprocal partnerships between
academia, primary care delivery sites and
systems,
and
community-based
organizations. GWEP grant recipients
educate and train inter-professional teams
of health professions students, faculty,
practitioners, direct care workers, patients,
families, and caregivers on appropriate use
of antipsychotic medications in older adults
living in the community. In addition, HRSA
developed a resource for caregivers that
describes additional helpful strategies,
titled, “Training Curriculum: Alzheimer’s
Disease and Related Dementias.”19

There are many interventions that can have significant benefit for people experiencing behavioral symptoms.16 For
example, the American Association of Geriatric Psychiatry’s principles of care for people with dementia recommends
day-to-day living be structured to maximize a person’s current abilities and function.15 Strategies include modifications
such as helping individuals maintain a routine schedule, avoiding demanding or challenging tasks, focusing on creating
a positive environment, and leaning about and providing opportunities to engage in activities that are important to the
person.
A range of techniques can yield significant improvements for each individual. Principles of applied behavior analysis
include evaluating behavior using the Antecedent-Behavior-Consequence (ABC) Model, avoiding or reducing
experiences that trigger behaviors, and employing strategies that promote alternative behaviors such as positive
phrasing, praising desired behaviors, relaxation techniques, distraction, and tangible reinforcers.17 Results of other
approaches remain inconclusive as to behavioral benefits, such as music therapy, aroma therapy, massage, and
multisensory stimulation.18
Clinicians should review previous behaviors and responses to interventions whenever possible, including via behavioral
charting review and caregiver report.13 Care should be tailored to the individual with a person-centered,
multidisciplinary approach that addresses psychosocial aspects of care.
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PRINCIPLES OF CARE (cont.)
CARE PLAN: Pharmacologic treatment for severe behavioral disturbances
Medications are only indicated as a last resort if aggression, agitation or psychotic symptoms cause severe distress or
an immediate risk of harm to the individual or others.20

Dementia:
The American Psychiatric Association released a comprehensive “Practice Guideline on the Use of Antipsychotics to
Treat Agitation or Psychosis in Patients with Dementia” in 2016, which reviews the evidence for antipsychotics in this
population.13 In general, it describes the following principles:

Principles for Prescribing Antipsychotics for People with Dementia with Behavioral Disturbances
•
•
•
•
•
•

Antipsychotic medications should be avoided when possible;
If indicated, dosage should be started as low as possible with modest increases only when
necessary;
Second generation antipsychotics are preferable over first generation antipsychotics due to more
favorable side effect profiles;
Medications should be discontinued if no clinical benefit is observed;
Discontinuation may need to be considered for those who experience side effects even if there is
improvement in behavioral symptoms; and
Taper should be attempted for ALL patients within 4 months of treatment with close monitoring.

As a general principle, the side effect profile of antipsychotics should be aligned with patient risk. For example, second
generation antipsychotics may cause metabolic syndrome and weight gain, which should be avoided in an overweight
person with diabetes.21 In the case of Parkinson’s disease and Lewy Body Dementia, in particular, hallucinations are
common, yet these individuals are at particularly high risk of side effects of antipsychotics, which should therefore be
avoided whenever possible.22

Intellectual and Developmental Disabilities:
IDD: For people with IDD who do not have psychotic disorders (e.g. Autism Spectrum Disorder, Down Syndrome), the
use of antipsychotics has scant evidence of efficacy, has been shown to cause significant side effects, and should
therefore be avoided.10 If a person with IDD has had challenging behaviors without psychosis and has been maintained
on antipsychotic medications, taper and discontinuation of such medications should be attempted periodically.23
Tapering of antipsychotic doses should be monitored carefully and guided by each individual’s symptoms and behaviors.
A tapering schedule of decreasing the dosage every 2 to 4 weeks with the goal of discontinuation after 14 weeks has
been reported to improve behavioral symptoms in some individuals with IDD.24
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PRINCIPLES OF CARE (cont.)
MONITORING AND REASSESSMENT
If an antipsychotic medication is prescribed, vital signs and side effects should be monitored closely. Though side effects
of these medications vary considerably, common effects can include sedation, dizziness, postural hypotension and
confusion which can increase the risk of falls.21 Extrapyramidal symptoms (e.g. tardive dyskinesia, Parkinsonism) are
common in people with dementia and IDD using antipsychotics and should be monitored with standardized tools such
as the Abnormal Involuntary Movement Scale (AIMS) or the Dyskinesia Identification System: Condensed User Scale
(DISCUS).25 Antipsychotic medications may lower the seizure threshold and induce seizure activity in this population,
particularly for people with existing seizure disorders.26
Persons with dementia or IDD should be periodically reassessed to determine if antipsychotics are needed as part of
regular review of the person-centered care plan. In particular, if an antipsychotic medication is prescribed in the course
of treatment for behaviors resulting from medical causes such as delirium—a practice that is common but should be
limited given lack of clear efficacy—the antipsychotic should be reconsidered following resolution of the delirium and
should not be continued long-term.27 It is generally not appropriate to replace an antipsychotic with an alternate class
of medication such as a benzodiazepine or mood stabilizer for the purpose of sedation.

PREVENTING CAREGIVER BURNOUT
Symptoms of stress and burnout are common among both paid and unpaid caregivers of people with dementia28 as
well as caregivers of people with IDD.29 In addition to addressing behavioral manifestations early, it is important to link
caregivers to services and supports, which could include respite care, information and assistance, counseling, and
training.30

5

SUMMARY
 Behavioral manifestations of dementia and IDD are common and require careful
assessment and management.
 Physical and psychiatric causes of behavioral symptoms should be identified and treated
accordingly.
 Goals of care should be discussed when dementia or IDD results in behaviors that
endanger the individual or their caregivers, and a clear person-centered care plan should
be made with specific behavior modification strategies.
 Non-pharmacologic approaches to care should always be attempted first unless clinically
contraindicated, including helping individuals maintain a routine schedule, avoiding
demanding or challenging tasks, engaging in activities that are important to the person,
and focusing on creating a positive environment.
 If antipsychotics are required for behaviors that are dangerous to the individual or to
others:
• Risks and benefits should be discussed with the person or the legal representative
to obtain informed consent.
• Second generation antipsychotics are preferred, though potential side effects must
be considered in the context of each individual.
• Dosage should be started as low as possible with modest increases only when
clinically indicated.
• Symptoms should be monitored regularly.
• Side effects should be monitored closely.
• Medications should be discontinued through tapering when necessary if no clinical
benefit is observed.
• Taper should be attempted for all patients within 4 months of treatment with close
monitoring.
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ADDITIONAL RESOURCES
National Partnership to Improve Dementia Care in Nursing Homes
https://www.cms.gov/Medicare/Provider-Enrollment-andCertification/SurveyCertificationGenInfo/National-Partnership-to-Improve-Dementia-Care-inNursing-Homes.html
CMS Hand in Hand: A Training Series for Nursing Homes
https://surveyortraining.cms.hhs.gov/pubs/ClassInformation.aspx?cid=0CMSHIH_ONL
HRSA Training Curriculum: Alzheimer’s Disease and Related Dementias
https://bhw.hrsa.gov/grants/geriatrics/alzheimers-curriculum
The Administration on Aging’s Eldercare Locator
https://eldercare.acl.gov/Public/Index.aspx
The Administration for Community Living’s National Family Caregiver Support Program
https://acl.gov/programs/support-caregivers/national-family-caregiver-support-program
National Alzheimer’s and Dementia Resource Center
https://nadrc.acl.gov/
National Center on Advancing Person-Centered Practices and Systems
https://www.hsri.org/project/national-center-on-advancing-person-centered-practices-and-systems
The American Psychiatric Association Practice Guideline on the Use of Antipsychotics to Treat Agitation or
Psychosis in Patients with Dementia
https://psychiatryonline.org/doi/pdf/10.1176/appi.books.9780890426807
National Nursing Home Quality Improvement Campaign’s Dementia Care and Psychotropic Medications
Toolkit
https://www.nhqualitycampaign.org/goalDetail.aspx?g=med
Nursing Home Toolkit: Non-Pharmacological Approaches to Address Behaviors
https://www.nursinghometoolkit.com/nonpharmacological.html
CDC’s Health Aging Program: Implementing a Community-Based Program for Dementia Caregivers: An
Action Guide using REACH OUT
https://www.cdc.gov/aging/caregiving/activities.htm
Alzheimer's Association 2018 Dementia Care Practice Recommendations
https://www.alz.org/media/Documents/alzheimers-dementia-care-practice-recommendations.pdf
STAR-VA Intervention for Managing Challenging Behaviors in VA Community Living Center Residents with
Dementia
https://www.nhqualitycampaign.org/files/STAR-VA_Manual_2017.pdf
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