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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 �rst 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 Non-
Governmental 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 �rst 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 de-
stigmatisation. 

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 �ght 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 �nding 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 dif�cult 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 �gures on prevalence and incidence 
of the disease for the �rst 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 high-
pro�le awareness campaigns people still delay seeking 
out help, advice and support when they �rst 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 �rst) 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 Community6-7 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. 

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 �eld, 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 in�uence 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 �gure 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 �gure 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 de�ne 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 
speci�cally 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 pro�le awareness 
campaigns, many people still delay seeking help when 
they �rst 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 �rst, 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 de�ne 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 

Anexo  (0142162)         SEI 00001-00021337/2020-84 / pg. 15



ALZHEIMER’S DISEASE INTERNATIONAL: WORLD ALZHEIMER REPORT 201914

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 �ndings 

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 �ndings? 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.

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 �nding of this survey reveals that currently 
just over 50% of people think that lifestyle factors are 
in�uential. These �gures form a baseline from which we 
can measure the impact of future global risk reduction 
efforts. 

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.

Knowledge

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

•	 78% are concerned about developing dementia 
at some point

•	 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

Behaviour 

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

•	 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
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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 dif�cult 
it is to judge appropriateness. “It is 100% offensive and 
inexcusable to joke about my symptoms, unless it is me 
joking about it!”

Dating and intimate relationships are another sensitive 
area. Respondents with dementia reported unfair 
treatment in relationships, the highest �gures in low 
/ lower middle-income countries (57.1%) and upper-
middle 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 speci�c country level 
�gures 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 South-
East 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 upper-
middle 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.

Although just over half of carers expressed positive 
sentiments about their caring role, and found it ful�lling, 
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 

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

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�
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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 in�uenced 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 �rst-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 HIV-
AIDS, 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.    

Anexo  (0142162)         SEI 00001-00021337/2020-84 / pg. 18



17ATTITUDES TO DEMENTIA

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 be-
come 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 in�uential 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, identi�es 
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).

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

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
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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, signi�cant 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 dementia-
related stigma, but limited evidence for or consensus 
about which are the most effective22,23. To date, the most 
promising approaches to reducing stigma include:

Figure 2. Three types of stigma 2,23

DEMENTIA DEMENTIA DEMENTIA

Self-stigma 
Negative behaviours by 
a person with dementia, 

directed inward. 

Public stigma 
Negative behaviours 

directed to a person with 
dementia. 

Courtesy stigma 
Negative behaviours directed to family, 

friends, or others who are close to a person 
with dementia.

Anexo  (0142162)         SEI 00001-00021337/2020-84 / pg. 20



19ATTITUDES TO DEMENTIA

1	 Specialised education about dementia-related 
stigma32,33.

2	 Social contact with persons living with 
dementia34,35,36.

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 �lm 40,41, for example.

4	 Changes to public policy (e.g., relating to 
employment, health insurance)42.

We also suggest that interventions aimed at any of 
the four components described above (i.e., power, 
stereotype, prejudice or discrimination) may break the 
cycle of stigma. For example, combatting dementia-
related stigma may involve:

•	 challenging negative stereotypes, assisted by 
increased awareness of speci�c stereotypes and of 
the ways they are perpetuated;

•	 challenging prejudices and attitudes by exposing 
where these come from (i.e., from stereotypes);

•	 mediating behavioural enactment of prejudices 
(discrimination); and/or

•	 acknowledging and adjusting power imbalances, 
achieved by promoting active involvement of persons 
living with dementia in research, advocacy, and care.

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. 
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CHAPTER 2 

Attitudes to dementia survey results
London School of Economics and Political Science. 

Contributors: Dr Sara Evans-Lacko, Jem Bhatt,  
Asst Prof Adelina Comas-Herrera, Dr Francesco 
D’Amico, Dr Nicolas Farina, Sophie Gaber, Prof Martin 
Knapp, Maximilian Salcher-Konrad, Madeleine Stevens, 
Emma Wilson

Attitudes to dementia survey results

This section of the report summarises the �ndings 
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 stigma-
related 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 
in�uence 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 
�ndings 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 �ndings across 
groups but also understand the speci�c experiences of 
certain groups. We generally categorise our �ndings 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 �ndings

We present survey �ndings 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 �rst, 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 anti-
stigma 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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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/lower-
middle 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 upper-
middle (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/lower-
middle (57.1%) income countries all experienced this 
form of unfair treatment with the greatest regional 
prevalence being in the African (66.7%), Western Paci�c 
(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. 

Anexo  (0142162)         SEI 00001-00021337/2020-84 / pg. 26



ALZHEIMER’S DISEASE INTERNATIONAL: WORLD ALZHEIMER REPORT 201926

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 upper-
middle (50%) and high (35.3%) income countries (see 
Figure 2). Respondents have reported dif�culties 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 Paci�c region (41.7%) and the region of the 
Americas (40.7%). Respondents from Western Paci�c 
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-in-
law 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 �ve 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
‘Just being ignored & no longer invited to social 

gatherings’ 71, female, US

‘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

‘You are ostracized’
‘I used to be active in a club, but now 

I am a non-person’  male, US

‘I used to volunteer in helping 
immigrants learn English until they 

found out I had dementia’  
60, female, Canada

Accessibility
‘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

Loss of contact
‘Old friends do not call’  

72, male, US

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

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

‘Feel I can no longer contribute’
‘I exclude myself sooner, because I can’t keep up’ 

58, male, Netherlands

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

46, female, Panama

Social Life and 
Family Relationships

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. 
‘They sometimes talk to my wife about things like 

I’m not even there, but I’m sitting right there’  
58, male, US 

‘My neurologist ignored my presence when my 
diagnosis was discussed with my husband’  

59, female, South Africa 

‘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 
“dif�cult” patient’ 56, female, UK 

‘Lack of Understanding’ 
’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 

Healthcare
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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 of�cials 
need to retrain in dementia awareness skills – 56, male, United Kingdom

Case manager who just wants to arrange things instead of talking about the dif�culties 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 speci�c 
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 �nal 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 �rst 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 “dif�cult” patient – 56, 
female, United Kingdom

I am �nding 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 �rst 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 �nances - 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 �nishes my sentence as I take time to �nd 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, �nances, 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 �nding 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 �nances 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 (justi�ably) 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 �oor – 55, 
female, Argentina 

At �rst 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 �oor 
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 ful�ls 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 upper-
middle-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 con�ict.

“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 �rst 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 
signi�cant 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 
satis�ed with your life? 23.5% of people living with 
dementia reported they were at most satis�ed ‘about 
once or twice’ in the last month. Respondents in low/

lower-middle (55.5%) and upper-middle reported being 
satis�ed 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 speci�c attitudes towards people living 
with dementia, the question of whether people would 
allow a person with dementia to move in with them, 
may re�ect 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 �gure 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
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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 
move in (% agree)

10 15 20

16.2

18.7

10.9Low-/lower-middle-income countries

Upper-middle-income countries

High-income countries

15 20 25

24.2

20.2

18.8Low-/lower-middle-income countries

Upper-middle-income countries

High-income countries

G
en

er
al

 P
ub

lic
H

ea
lth

ca
re

 
P

ra
ct

iti
on

er
s

Figure 6A. Intended secrecy and concealment of dementia among healthcare practitioners and the general public by World Bank income group

I would make an effort to keep 
my dementia a secret when 
meeting people (% agree) 
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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 pro�le 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. 

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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Figure 6B. Intended secrecy and concealment of dementia among healthcare practitioners and the general public by WHO Region
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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. 

•	 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

Just over half of the carers who answered the 
questionnaire expressed positive sentiments about their 
caring role and found it ful�lling. 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. 

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

Impact on health of providing care to 
people with dementia

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.

Impact on work of providing care to 
people living with dementia

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 in�uenced 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) 
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Figure 7A. Carers report of the impact of caring on their health, by World Bank income group
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Figure 7B. Carers report of the impact of caring on their health, by WHO Region
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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/lower-
middle 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. 

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 high-
income, 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 8B. Carers report of caring impact on work, by WHO Region
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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.

Enough competent physicians for the 
diagnosis and treatment of dementia

Just under 70% of the general public (71.6% in high-
income, 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 Paci�c 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 
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healthcare practitioners thought there enough competent 
physicians. Other countries might have elevated views of 
healthcare professionals, because they have limited �rst-
hand experience of them.

Healthcare practitioners (physicians 
and nurses) ignoring people with 
dementia

Around 40% of the general public think that healthcare 
practitioners (physicians and nurses) ignore people 

with dementia (38% in high-income, 49% in upper-
middle income and 32.5% in low/lower middle-
income 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 
in some European countries (59.3% in Iceland, 57.8% in 60 70 80
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Ireland, 74.2% in Norway, 85.4% in Romania and 72% in 
Russia).

•	 The respondents who identi�ed 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. 

•	 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 13C. Agreement that healthcare practitioners ignore the person living with dementia, by WHO Region (% agree)
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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). 

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 signi�cant at the P<.001 level.
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27If I had dementia, I would 
make an effort to keep my dementia 

a secret when meeting people

* It is important to 
remove family responsibilities 

from people with dementia 
so as not to stress them

It is better for people living with 
dementia to be forced into 
treatment with their doctor 

even if they do not want to go

* 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

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

People with dementia pose a risk 
to their neighbours unless they are 

in a hospital or nursing home

People with dementia 
are dangerous 

more often than not

* A person living with dementia is 
impulsive and unpredictable

Figure 14. Percentage of women and men agreeing with each statement – all statements represent responses from the general public except 
for the �rst one which refers to carers only  
*Indicates statistical signi�cance 
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62.1% of women. People answering these questions 
were members of the public who have not identi�ed 
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 �nding 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 re�ects 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 

Figure 15. Percentage of respondents agreeing that they are ‘often 
stressed between caring and meeting other responsibilities’, by 
gender* 
*Indicates statistical signi�cance
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Figure 17. Agreement among the general public that ‘I would take a genetic pro�ling 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 pro�ling 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 Paci�c, 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: South-
East Asia (48.1%), Eastern Mediterranean (31%), 
Western Paci�c (18.4%) European Region (10.5%), 
Americas (8.9%). 

•	 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 Paci�c 
Region (49.5%).

•	 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 

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 
Paci�c Region (54.8%), Americas (46.6%) and South-
East 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 / lower-
middle 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 
Paci�c Region (22.7%), the Americas (17.5%), Africa 
(16.3%), Eastern Mediterranean Region (11.4%), South-
East Asia (11.2%). There are important differences, 
worldwide, in both the availability of nursing homes and 
cultural and religious beliefs that may in�uence 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%)

•	 Signi�cantly 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%)

(v)	Apolipoprotein e (APOE) is a gene which is associated with a 
higher risk of developing Alzheimer’s disease.	
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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-�fth 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. 
This opens up for discussion the need for increased 
levels of awareness and training amongst healthcare 
practitioners and perhaps the �gure is exacerbated 

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 
dementia’s memory will never improve even with 
medical treatment (47.9%).

•	 About a quarter (25.2%) think that there is nothing 
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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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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.

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 also 

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

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. 

•	 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 �ndings 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 �ndings across groups but also 
understand the speci�c 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 
speci�c to each group.

The questionnaires were developed through a rapid 
review of previous work on stigma in dementia. Based on 
relevant studies, we �rst identi�ed 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 
signi�cantly 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 
identi�ed items were then mapped onto the identi�ed 
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 �eld 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. Speci�cally, this comprised 
three stages: (1) forward-translation, (2) back-translation 
and (3) focus group ‘concept checking’. The forward-
translation required the translator to have his/her local 
language as their �rst 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 �rst 
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 �exible 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 �eld 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.
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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 of�ces 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 identi�ers. All data has been treated as 
con�dential 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 semi-
autonomous 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-middle-
income 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 middle-
income 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 Paci�c Region (19.1%). A lower 
proportion of respondents came from the African Region 
(1.7%), Eastern Mediterranean Region (2.4%) and South-
East 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 �gures for each country. 

Table 4. Characteristics of survey respondents by key group

People living with dementia (n = 1,446) Carers (n = 18,377)

Gender Female Male Unspeci�ed Female Male Unspeci�ed

67.7% 30.8% 0.3% 82.4% 16.9% 0.1%

Education 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%

Age 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%

World 
Bank 
Income 
Group

Low 
income

Lower middle 
income

Upper-
middle 
income

High income Low 
income

Lower middle 
income

Upper-
middle 
income

High income

0.5% 8.9% 15.6% 70.3% 0.3% 3.1% 15.7% 78%

WHO 
Region

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 Paci�c 
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%. 

Healthcare Practitioners  (n = 14,124) General Public (n = 26,913)

Gender Female Male Unspeci�ed Female Male Unspeci�ed

82% 17.4% 0.1% 74.1% 25% 0.2%

Education 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%

Age Aged 18-
39

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%

World 
Bank 
Income 
Group

Low 
income

Lower 
middle 
income

Upper-
middle 
income

High income Low 
income

Lower middle 
income

Upper-middle 
income

High income

0.5% 10.3% 16.8% 69.8% 0.4% 8.3% 12.6% 75.1%

WHO 
Region

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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