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Outline

In this talk, we will address the following questions:
1. Whatis stigma?
2. How do we know stigma is an important topic in dementia?

3. What are the health impacts of stigma for people living with dementia (and
care partners)?

4. What are strategies we can use to overcome stigma and promote social
inclusion?



What is stigma?

STIGMA!

The possession of (or the belief that one possesses) some attribute, or characteristic that
conveys a social identity that is devalued in a particular social context

PUBLIC SELF-STIGMA? LABEL STRUCTURAL COURTESY
STIGMA? public stereotypes AVOIDANCE? STIGMA® STIGMAS

directed inwardly, Process whereby Intentional and Sometimes called
towards one’s self. individuals decline unintentional 'stigma by
stereotypes about or refuse to engage private and public association’, this is
disease and with specific types institutional rules, when the impacts of
disability and then of services in order regulations, and stigma are
discriminates to avoid being norms that experienced by
against them. labeled or discriminate against someone who
stereotyped. individuals with associates with the
stigmatized person who is
conditions. stigmatized.

When the general
public endorses

References: 1 Crocker, Major, Steele, 1998 | 2 Jones & Corrigan, 2014 | 3 Corrigan & Watson, 2002 | 4 Corrigan et al, 2004 | 5 Goffmann, 1963
—via Canadian Consortium on Neurodegeneration in Aging (CCNA) Stigma and Social Inclusion group



How do we know stigma is an important topic
in dementia?

Because people living with dementia, care
partners, clinicians, researchers, policy
makers and health charities &
organizations - in Canada and around the
world - say so!
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World Alzheimer Report 2012
Overcoming the stigma of dementia

Low levels of understanding about dementia lead o varous
misconceptions resulting in perpetuation of stigma which is prevalent in
most countries at various levels. People with dementia are often isolated,
or hidden, because of stigma or the possibility of negative reactions from
neighbours and relatives to behavioural and psychological symptoms.
The idea that nothing can be done to help people with dementia often
leads to hopelessness and frustration.

Urgent action is required to improve the understanding of dementia and
50 reduce stigma. It is with this aim that Alzheimer's Disease International
(A0 has produced this report on stigma to coincide with World
Alrheimer's Month 2012

Cwercoming stioma will help tremendousty with achieving ADIs vision of
an improved quality of life for people with dementia and carers.

Dr Jacob Roy Kuriakose
Chaimman
AFheimer's Disease Intemational

https://www.alz.co.uk/research/world-report-2012



SUMMARY POINTS

e Hesearch shows that public awareness of dementia is growing,
especially in high-income countries. However, public understand-
ing is mixed and there is a fear associated with dementia which
contributes to the stigma attached to the syndrome and the delay
or failure in seeking help.

* There is an urgent need for improving the awareness and under-
standing of dementia across all levels of society in order to improve
the quality of life for people with dementia and their caregivers.

* Awareness-raising and improved understanding can reduce the
stigma associated with dementia and reduce the fear of the
disease. Better understanding in society generally and among
those who provide the care should increase help-seeking and
help-giving.

https://www.who.int/mental_health/publications/dementia_report_2012/en/
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2025
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Surmmary At the First WHO Ministerial Conference on Global Action Against Dementia in PU b I IC awa re nESS a nd LI nde rSta nd | ng
March, 2015, 160 delegates, including representatives from 80 WHO Member States and
four UN agencies, agreed on a call for action to reduce the global burden of dementia by resea rCh doma i n (7 do ma i ns in a I I) .

fostering a collective effort to advance

Determine the effectiveness and cost-
effectiveness of dementia-friendly
communities, and other population
strategies that target stigma and
discrimination, and promote inclusion
and quality of life.
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Abstract

OBJECTIVES

To engage persons with dementia, friends, family, caregivers, and health and social care
providers to identify and prioritize their questions for research related to living with
dementia and prevention, diagnosis, and treatment of dementia.

DESIGN

The Canadian Dementia Priority Setting Partnership (P5P) followed James Lind Alliance
PSP methods. Results were compared with the World Health Organization research
prioritization exercise and the United Kingdom Dementia PSP.

SETTING

Canada.

PARTICIPANTS

In the first survey, 1,217 individuals and groups from across Canada submitted their
questions about dementia. 249 participated in the interim prioritization. For the final
prioritization workshop, the 28 participants included persons with dementia, friends,
family, caregivers, health and social care providers, Alzheimer Society representatives,
and members of an organization representing long-term care home residents.

RESULTS

The Canadian Dementia PSP top 10 priorities relate to health, quality of life, societal
issues, and dementia care. Five priorities overlap with one or both of the other two
prioritization initiatives.

CONCLUSION

These results provide researchers and research funding agencies with topics that
individuals with personal or professional experience of dementia prioritize, but they are
not intended to preclude research into other aspects of dementia.

Top 10 Priorities for Research from the Canadian
Dementia Priority Setting Partnership

1. What is the impact of stigmas associated with dementia and
mental health issues on persons with dementia and their families?
What are effective ways of reducing the stigma experienced by
persons with dementia and their friends, family and caregivers/care
partners?



LIVE
WITH
DEMENTIA

Let me help you understand. Dementia doesn't define
me. It's just part of my life story. Alzheimer Societies

across Canada are sharing stories like mine while providing AI y4 h eimer
programs and services to Canadians who live with dementia. »
Society

MY NEW YEAR’S RESOLUTION

is to end dementia stigma

Alzheimer

Society ilivewithdementia.ca | #ilivewithdementia

Read my story and learn how you can help at
illvewithdementla.ca #illivewithdementia




Area of focus 4.1:
Eliminate stigma and
promote measures that
create supportive and
safe dementia-inclusive
communities

STRATEGY
FOR CANADA

QOO

B+l
Publc Health ence de la santé
I @ I Agency of Canada :ugbique du Canada Cana.da.

CURRENT STATUS ASPIRATION
Widespraad stigmawithin communilies and alack o All paople living in Canada undersiand demeniia and
undarstanding of demantia. sligma no longer exists in Canada.




Alzheimer’s Disease
Iinternational

The global voice on dementia

World Alzheimer Report 2019

Attitudes to dementia

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.

https://www.alz.co.uk/research/world-report-2019



What are the health impacts of stigma for people
living with dementia (and care partners)?

J/ Help-seeking
(e.g., delayed diagnosis)

J/ Physical &
4/ Social connection mental health,

(e.g., changes to social . .
network, reduced social quallty of life

engagement) (for person living with
dementia and care

partners)
J, Access to health and

social care

(e.g., rehabilitation)?

NOTE: These are only some of the ways stigma can impact the health of people living with dementia and their care partners.

1 Middleton L, McAiney C, Wighton MB, Lisa Poole L, Marple R. Ensuring Rights to Health, Independence, and Rehabilitation among Canadians Living with Dementia. 2020 Conference Editorials.
https://sciencepolicy.ca/posts/ensuring-rights-to-health-independence-and-rehabilitation-among-canadians-living-with-dementia/
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Canadian Dementia Research Priorities

o Addressing Stigma e Access to Post-dx Info

e Emotional Wellbeing 0 Care Provider Education

Dementia-Friendly

e Impact of Early Treatment o
Communities

Implementation of
Best Care Practices

Non-Drug Approaches to
Management



Roger Marple
@rogerdoger99

Seen a Alzheimer's joke on facebook. Told the person
Joking about dementia wan't cool. The person said what
are we supposed to do? Tip toe around people with
dementia? My responce: Hear any good cancer or ALS
Jokes lately? Didn't think so... #EndStigma #dementia

#Alzheimers

3:19 PM - Feb 20, 2018 - Twitter Web Client



- Roger Marple 000
@rogerdoger99i

| had some Input towards this article along with some

other amazing people, and as a person living with
dementia, | sure approve this message. &

&, Laura Middleton @lauraemiddleton - Nov 12

"Rehabilitation is just a first step but an important one that can facilitate the
highest possible standard of health and independence”

@MaryBethWighton @llpoole @CarrieMcAiney @rogerdoger991
@CanadaDementia .

sciencepolicy.ca/posts/ensuring...



B Microsoft Bing hope in the face of alzheimer's 8 Q
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Hope in the face of Alzheimer's One might think that having a disease with
no cure wouldn't leave a person with much hope to draw on. The truth is, if
you'd asked me how | felt about the future after | was first diagnosed with
Alzheimer’'s disease, my answer would have been far from ‘hopeful. Then,
one day, that changed.

Hope in the face of Alzheimer’s | Alzheimer Society Blog
alzheimersocietyblog.ca/hope-face-alzheimers/

Was this helpful? o &
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End dementia stigm
" Speak up when you_ @
3 dementla jC

Alzheimer
Society

llivewithdementia.ca | #llivewithdementia



4 All of us fighting stigma of
dementia together




- . Roger Marple ooo
@rogerdoger991

| have always thought if we were all rowing our boats in
one direction towards making #dementia stigma go
away how quickly we could affect change. Challenging

the Alzheimers joke telling culture in public media
would be a good start. A world wide movement . That

IS my wish.

Alzheimer’s

) ;A DB 4 ¢ 2 8 4 s : 3 L Bt -
E[OF/R : : e e s s eerened Lo < “:‘.:'.’.2 Clinic
= : S
v E : :
MIUSTIMETVOL Sieay Ting 13 FAT
ANDITHIS RAZY O, W IEB 5 i
. 4
N \’\
AL i
! 7
AdrHrerme - 1 wish | could remember
that joke | heard about
| Torgot wha s L Alzheimer's.







TEAMWORK

Coming together is a beginning.
Keeping together is progress. Working together is success.

Henry Ford




The Dementia-Inclusive Choices for Exercise
(DICE) Project W A . T

Over-arching Aim:

To increase the quality and
number of physical activity
opportunities that meet the
needs of people living with
dementia.

> Overcome stiema

> Promote inclusion




The Human Rights Rationale
UN Convention for the Rights of Persons with Disability

Several articles directly support right to participation in physical
activity/exercise:

Article 25: Health

* Same range, quality, and standard of health care and programs in the person’s own
community

Article 26: Habilitation & Rehabilitation
* Effective measures to support maximum independence, full physical, mental, social
ability and full inclusion/participation in all aspects of life

Article 30: Participation in cultural life, recreation, leisure and Sport
* Participation on an equal basis in sport, recreation, leisure



The Human Rights Rationale:
Canadian Charter of Rights for People with Dementia

1
2
3.
4

To be free of discrimination of any kind
To benefit from all of Canada’s civic and legal rights
To participate in developing policies that affect my life

To access support so that | can live as independently as possible and be as engaged
as possible in my community

To get the information and support | need to participate as fully as possible in decisions
that affect me

To expect that professionals involved in my care are trained in dementia and human
rights, treat me with respect and dignity, offer me equal access to appropriate
treatment options

To access effective complaint and appeal procedures when my rights are not protected
or respected



Canadian Dementia Research Priorities

o Addressing Stigma e Access to Post-dx Info

9 Emotional Wellbeing 0 Care Provider Education

Dementia-Friendly

e Im f Early Treatmen it]
pact ot karly Ireatment Communities

Implementation of

° Health System Capacity Best Care Practices

Non-Drug Approaches to

o Caregiver Support Management

Reference: Bethell, J., Pringle, D., Chambers, L.W., Cohen, C., Commisso, E., Cowan, K., Fehr, P., Laupacis, A., Szeto, P. and McGilton, K.S. (2018), Patient and Public Involvement in Identifying Dementia Research
Priorities. J Am Geriatr Soc, 66: 1608-1612. doi:10.1111/jgs.15453



https://doi.org/10.1111/jgs.15453

The Clinical Rationale

Best evidence and
guidelines
recommend exercise
to improve
physical/cognitive
function in dementia

People living with
dementia recognize
the social/mental
benefits of exercise.

References: Van Alphen et al. 2016| Martin-Ginis et al. 2017 | Forbes et al. 2015

Mental Well-being

Confidence, identity

Physical Well-being

Functional abilities,
health, mobility

Social Well-being

PhySical Social support,

Activity engagement,
inclusion

Cognition?

Rate of change



Barriers and Facilitators to Exercise

among People with MCl/Dementia

4 )

CAPABILITY

Cognitive: changes to memory, attention, planning

Physical: mobility, fatigue, co-morbidities
g J
A )

Motivation

Lack of motivation, apathy
kEncouragement, social engagement, meaningful activities

\

Opportunity
Social: (fear of) stigma, care partner beliefs

Physical: transportation & accessibility; lack of programs
that meet needs & preferences

\_ J

References: Van Alphen et al. 2016 | Hobson et al. 2020| Bechard et al. 2020.




Barriers and Facilitators to Exercise

among People with MCl/Dementia
( )
CAPABILITY
Cognitive: changes to memory, attention, planning
Physical: mobility, fatigue, co-morbidities )
A )
Motivation
Lack of motivation, apathy
\Encouragement, social engagement, meaningful activities Public/Self stigma:
. \ Fear of or experience
Opportunity of people judging Structural stigma:
Social: (fear of) stigma, care partner beliefs h them lack of planning for
Physical: transportation & accessibility; lack of programs inclusion, accessible
\that meet needs & preferences 47— transportation

References: Van Alphen et al. 2016 | Hobson et al. 2020| Bechard et al. 2020.



4 )
CAPABILITY
Physical: mobility, fatigue, co-morbidities
Mental: cognitive impairment, apathy )
A )
Motivation
Apathy, lack of motivation
Encouragement, social engagement, meaningful activities

\_

~N

Opportunity
Physical: transportation & accessibility; lack of programs
that meet needs & preferences

\Socialz care partner beliefs/ support, (fear of) stigma )

References: Van Alphen et al. 2016 | Hobson et al. 2020| Bechard et al. 2020.

Barriers and Facilitators to Exercise
among People with MCl/Dementia

Some will be difficult to change.
Some could be improved with
access to exercise



4 )
CAPABILITY
Physical: mobility, fatigue, co-morbidities
Mental: cognitive impairment, apathy )
A )
Motivation
Apathy, lack of motivation
Encouragement, social engagement, meaningful activities

\_

~N

Opportunity
Physical: transportation & accessibility; lack of programs
that meet needs & preferences

\Socialz care partner beliefs/ support, (fear of) stigma )

References: Van Alphen et al. 2016 | Hobson et al. 2020| Bechard et al. 2020.

Barriers and Facilitators to Exercise
among People with MCl/Dementia

Some will be difficult to change.
Some could be improved with
access to exercise

Access to exercise programs could
provide encouragement, social
engagement, meaningful activity



Barriers and Facilitators to Exercise

among People with MCl/Dementia
)
CAPABILITY Some will be difficult to change.
Physical: mobility, fatigue, co-morbidities Some could be improved with
Mental: cognitive impairment, apathy ) access to exercise
— N
Motivation Access to exercise programs could
Apathy, lack of motivation >- provide encouragement, social
KEncouragement, social engagement, meaningful activities ) engagement, meaningful activity
'\
Opportunity ) By training exercise provider and
Physical: transportation & accessibility; lack of programs sur.)port staff, we cou.Id.: ]
] ds & pref >- * improve undertraining of dementia
that meet needs & preferences * improve inclusive practices
\Socialz care partner beliefs/ support, (fear of) stigma ) D * *maybe* reduce stigma

References: Van Alphen et al. 2016 | Hobson et al. 2020| Bechard et al. 2020.



Supports Needed for Exercise

ENABLEMENT:
Need for exercise providers who understand
the unique and diverse needs of people living with dementia
and can support them in exercise.



W h at we h dve d eve | O p e d Training for exercise providers:

 Understand dementia

Home  AboutUs ~  For People Living with Dementia For Exercise Providers ~  Account Contact .
B{I& E= Understand benefits of and

e recommendations for exercise
. among people living with

DICE Project dement

The goal of the Dementia-Inclusive Choices for Exercise

(DICE) project is to support the design, content and d ementia-in CI usive manner

delivery of exercise programs so that they meet the
needs and preferences of persons living with dementia

e Destigmatizing videos

Gain skills to provide exercise in a

* Included in training

.@:‘il m jlo . Regardmg dementia, exercise, and
PIEENELS & " Y delivery

nmﬂ.t‘} S5 =1pe s e Resources for people living with
ailAR 8 ~E ‘ dementia and their partners

DICE Project For People Living with Dementia For Exercise Providers




Final words...

For (quantitative) researchers: Few evidence-based stigma reduction
approaches and no ‘gold standard’ to evaluate stigma;?
»an important, emerging area of research!?

For providers: it is your responsibility to understand dementia and
promote inclusion of people living with dementia

For people living with dementia: you have a right to (and responsibility
for) inclusion

For everyone: knock off the dementia jokes!

References: 1 Herrmann et al, 2018| 2 Kim, Werner, Richardson & Anstey, 2019



Thank you!

Jennifer Bethell
Email: jennifer.bethell@uhn.ca

Roger Marple
Twitter: @rogerdoger991
Laura Middleton
Email: laura.middleton@uwaterloo.ca

hut jokes ahout dementia
aren’t funny. #AlzheimersisNoloke
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