
Stigma is difficult to define, but you 
know it when you feel it. That was 
the message which started the second 
day of the Salzburg Global session, 
Changing Minds: Innovations in Dementia 
Care and Dementia-Friendly Communities.

The message was delivered by William 
Hu, assistant professor of neurology at 
Emory University, as he moderated a 
discussion which explored how stigma 
around dementia varies from country 
to country and the different ways it is 
being addressed.

Raising awareness of dementia and 
improving education is not just about 
providing communities with a greater 
understanding. It’s also about changing 
the self-perception of those living with 
dementia.

Chris Roberts, a Dementia Friends 
Champion and Ambassador for the 
Alzheimer’s Society, said parts of the 
media had accentuated the stigma 
around dementia, and that society had 
reached a point where people failed 
to realize there was a beginning and a 
middle to every illness.

Roberts, who has a diagnosis of 
mixed dementia, vascular damage and 
Alzheimer’s, suggested people should 
stop using the word “dementia” and 
start referring to the different conditions 
by their own names.

Participants considered the different 

ways in which the stigma around 
dementia is reinforced. They reflected on 
the misuse of language and the patient 
and carer roles which are often assigned 
at the point of diagnosis. 

One participant said stigma should be 
challenged from the ground up through 
education. This point was echoed by 
another participant who called for 
a change in curriculum that would 
provide more opportunities for students 
to interact with people living with 
dementia. 

Participants shared experiences among 
themselves throughout the session. The 
group heard how one man living with 
dementia in Nigeria was unable to 
openly share his experience, despite 
wanting to. The people around him 
would not let him. The stigma was so 
strong they feared they would be 
accused of witchcraft.

To reduce the stigma, a new behavioral 
change will have to be generated. In 
Indonesia, the media has played an 
important role in this regard. A series of 
multimedia campaigns have increased 
interest in the subject and has led to 
requests for more people with dementia 
to tell their stories.

Advocates and people living with 
dementia can continue to breakdown 
barriers by engaging with people from 
their own countries and communities.
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Write! Tweet! Post!
If you’re interested in writing either an  
op-ed style article for our website 
or the session report, or a personal 
reflection blog post while you’re here 
this week, please let Salzburg Global 
Communication Associate Oscar Tollast 
know or email your submission directly to 
otollast@salzburgglobal.org.

If you do intend to write for your own 
organization either while you’re here 
or after the session, please make sure 
to observe the Chatham House Rule 
(information on which is in your Welcome 
Pack). If you’re in any doubt, do not 
hesitate to contact Oscar.

We’ll be updating our website 
with summaries from the panels and 
interviews with our Fellows, all of which 
you can find on the session page:  
www.SalzburgGlobal.org/go/587.

You can also join in the conversation 
on Twitter with the hashtag #SGShealth 
and see all your fellow Fellows and their 
organizations on Twitter via the list  
www.twitter.com/salzburgglobal/lists/
SGS-587.

We’re updating both our Facebook 
page www.facebook.com/SalzburgGlobal 
and our Flickr stream www.flickr.com/
SalzburgGlobal with photos from the 
session during this week and also 
after the session. (If you require non-
watermarked images for your own 
publication, please let Oscar know.) 

We will also be posting photos 
to Instagram www.instagram.com/
SalzburgGlobal. Use the hashtag 
#SGShealth and we might feature your 
photos in the newsletter!

@stephleclair73 Attending Salzburg Global Seminars 

Changing Minds: Innovations in Dementia care and 

Dementia Friendly Communities with @NU_SocialWork

Reducing Stigma Around Dementia 
Participants began Wednesday’s discussions by reflecting on the stigma surrounding dementia 
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“Soulful calling.” That’s how DY 
Suharya describes her work in raising 
awareness on dementia and working 
toward improving the quality of life 
of people with dementia and their 
caregivers. She is the founder of 
Alzheimer Indonesia, and the regional 
director of Alzheimer’s Disease 
International (ADI) Asia Pacific Region, 
overseeing 17 countries.

“I have this lifetime commitment to 
share with people, especially in the Asia 
Pacific, how you deal with it, how you 
prevent, reduce your risk, and how you 
empower, equip and provide support for 
people with dementia and caregivers, 
and advocate for person-centered care,” 
says Suharya. She raises the point while 
speaking at the Salzburg Global Seminar 
session, Changing Minds: Innovations 
in Dementia Care and Dementia-Friendly 
Communities.

The Asia Pacific countries are diverse, 
but there are some commonalities in 
terms of challenges with dementia 
care. One of the biggest challenges 
is providing support for people with 
dementia and their caregivers, which 
Alzheimer’s Disease International is 
trying to solve through Dementia Care 
skills training modules, supported 
by Master Trainers from Alzheimer’s 
Disease Association Singapore and other 
ADI members. The program gives local 
carers tools with which to provide high-
quality care.

“If you ask me about challenges, these 
countries are in a very different place 
in terms of where they are, and what 
they need varies. But one thing for sure 
is they need a pool of talent or a pool of 
experts or trainers.”

Suharya’s mother has been the 
inspiration behind her work. She was 
diagnosed with dementia in 2009, but 
now Suharya knows that her mother 
was displaying typical symptoms long 
before that without anyone realizing 
it. It caused a lot of tension between 
Suharya and her mother. “We had our 
arguments in the past because I did not 
know what’s going on in her brain.” 

It drove her to look for work 
opportunities abroad, so she wouldn’t 
have to spend time at home. She ended 

up working as a journalist, and later 
as a public health communication 
consultant for organizations like the 
World Bank, WHO and UNICEF. She 
says, “I did everything that would take 
me away from Indonesia.”

One day, she received a call from 
her father, informing Suharya of her 
mother’s diagnosis. In 2012, she decided 
to come back home after 15 years of 
living abroad, gathered together her 
friends and asked them for help in 
setting up Alzheimer Indonesia, which 
launched in 2013, on her mother’s 
birthday. Campaigning to raise 
awareness of the early symptoms of 
Alzheimer’s has remained a prominent 
part of her work. 

“Because of my experience, I feel 
like I can activate people’s highest 

potential...”

Suharya’s mother passed away six 
months ago, but her legacy continues 
in her work. “If not for my mom, I 
wouldn’t be here. It’s a thank you to her. 
Because of my experience, I feel like I 
can activate people’s highest potential, 
because my potentials were activated 
through my mom and inspired through 
the journey of caring for her with the 
support of my dad and siblings.”

In four years, Alzheimer Indonesia 
has grown in size and stature. This has 
included a comic book launch, film 
festival and choir concert being some of 
the highlights. There are now support 
groups in 21 cities in Indonesia, a 
WhatsApp support group and more than 
1,000 volunteers. “Everything I dreamed 
of four years ago,” remarks Suharya. 
The newest campaign, called “Love 
Your Parents,” wants to remind young 
people to be understanding toward the 
struggles their parents with dementia 
might have, to respect their parents and 
spend quality time with them. 

“You cannot raise your voice to a 
person with dementia. You cannot make 
the same mistakes that I did. You cannot 
be angry because you’re accompanying 
your parents to a bank, and they don’t 
know where their ATM card is or how to 
use the telephone.”

Suharya describes herself as a 
big believer in collaboration and 
partnerships. As the session progresses, 
she hopes to see some of the discussion 
and initial plans held during the session 
realizing themselves in the future. 

She says, “I’m expecting a concrete 
collaboration that works as a platform 
to people who share similar goals – 
whatever they are good at. I like to 
connect people, and I like to make 
things happen.”

DY Suharya - My Work is a Thank You to My Mom
Founder of Alzheimer Indonesia discusses her career path and hopes for the session

Mirva Villa | press@salzburgglobal.org

DY, pictured above, has more than 20 years of experience in public health, public private 
partnerships and communication
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“Earlier diagnosis is not optional; 
it is a human right.” This was one 
argument put forward during a late 
morning discussion on the second 
day of Changing Minds: Innovations in 
Dementia Care and Dementia-Friendly 
Communities.

Session co-chair Albert Mulley invited 
participants to share their views on the 
advantages and disadvantages of earlier 
diagnosis and the net value it would 
bring in different contexts. 

Participants also considered how 
families and supporters could be better 
assisted after diagnosis in planning and 
shared decision making for the future.

Mulley, managing director for 
global health care delivery science at 
The Dartmouth Institute, suggested 
earlier diagnosis provided the potential 
to identify populations at risk. One 
participant, who lives with dementia, 
said a timely diagnosis did allow him 
to explain his irregular behavior, but it 
was more important to him to have the 
correct diagnosis.

One participant indicated diagnosis 
as a concept hadn’t been examined 
enough, arguing, “We say diagnosis, 
but we mean prognosis. We want to 
know what happens in the future.”

A timely diagnosis could serve both 
a social and medical function, par-
ticipants heard. It enables people to 
explain how they’re feeling and allows 
their peers to understand what they’re 
going through. 

If someone receives a timely diagno-

sis, they are able to access the best kind 
of support: that of their peers. One par-
ticipant said, “How can you have access 
to peer support if you don’t know who 
your peers are in the first place?”

An early diagnosis does not come 
without its downsides, however, as the 
group soon learned.

One participant argued moving up 
the time of diagnosis allows people to 
be able to control further aspects of 
life, as well as giving more peace of 
mind. He added, “On the other hand, 
earlier diagnosis has the chance of 
increasing stigma.”

Participants were also reminded 
to err on the side of caution when 
scanning for certain diseases before 
they became medically apparent. One 
participant warned it was more likely 
non-progressive diseases would be 
found.  

The downside of an early diagnosis, 
and the potential of misdiagnosis that 
comes with it could be the risk of the 
patient developing mental health con-
ditions, such as anxiety or depression. 

If a timely diagnosis is to be made, it 
is important to ensure the structure of 
both public and private health systems 
are renewed.

While highlighting an area of the 
Pacific Islands that only has access to 
two dementia specialists, a participant 
used this as an example to argue how 
important it was to develop tools that 
allow timely diagnosis regardless of 
context and location.

Photos from the first two days 
of Changing Minds: Innovations in 

Dementia Care and Dementia-Friendly 
Communities

Supporting People with Dementia 
From the Point of Diagnosis 

Salzburg Snapshots
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“They can start by reporting the 
correct news and not just anything 
they come across. By not reporting 
on correct news they’re giving people 
false hopes. They also need to be very 
conscious of the language they use. 
Dementia is negative enough without 
using negative language which is 
derogatory and not very nice at all. ‘My 
name is Chris. I live with dementia. I do 
suffer, my family suffers but I’m not a 
dementia sufferer. My name is Chris.’ 
It’s language like that which just brings 
people down, and as I said is negative 
enough. They just need to be conscious 
of a few things and don’t forget that it’s 
real people that they’re talking about 
and talking to.”Christopher Roberts
Dementia Friends Champion and 
Ambassador for the Alzheimer’s Society, UK

“What they can do is describe the 
everyday lives of people with dementia, 
including their family members, carers, 
and their social networks. I think it’s 
the best to show a very differentiated 
picture, and not only interview people 
with dementia as a single person. I 
think it’s important that their lives are 
also embedded in networks and local 
networks, so people can experience 
there is still life with dementia 
and everyday life is going on and 
continuing, and that support is needed 
on alternative levels.”Silke Leicht
Project manager at BAGSO (National 
Association for Senior Citizens Organizations 
in Germany), Germany

“The media has a robust role to 
play by being an agenda setter and 
molder. The media can only function 
with the available information at 
its disposal. So for the media to 
function, first of all, there has to be 
a more cerebral approach driven into 
the efforts to bring about advocacy 
on dementia through a multi-level 
system that brings doctors, social 
workers, lawmakers, politicians, and 

administrators together to come up 
with a global model. 

This will help create a synergy and 
mainstream the particular groupings 
that drive the process. By doing so, 
everybody is brought in, and the media, 
with this multi-level approach, can now 
seek out available information to give 
out to the public. 

One way to do this is through media 
advocacy across multimedia outlets, 
print, electronic, and social media, and 
it can come up with reports, programs, 
feature articles, amongst others, that 
let the world know that dementia is not 
a death sentence.”Omini Oden
Currently working in the News Directorate of 
the Nigeria Television Authority, Nigeria

“From our experience in Belgium, we 
have run an awareness campaign. It is 
called, “Forget dementia, remember 
the person.” That baseline for us is 
crucial as a starting point to develop 
other actions aimed at the general 
public, aimed at the education sector, 
and aimed at the media. In a nutshell 
what we see is dementia, apart from 
a biological pathology, is also in an 
important way a social construction. 
We see it as a one sided focus on the 
later stages of the disease and if we 
– and especially the media – tends
to reinforce that image, we kind of
create a self-fulfilling prophecy. If
we always say people with dementia
have no more capacity, they become
isolated, and so on, they’re going to
behave like that. I think that’s a tricky
and very dangerous thing to do. What
we suggest is look at people and what
people with dementia can still do, and
target your communication on that.”Olivier Constant
Communications officer at the Flanders
Centre of Expertise on Dementia, Belgium

Want to join the conversation?  
Tweet @SalzburgGlobal using the hashtag 

#SGShealth

Hot Topic:  
“What role can the media play in breaking 
down the stigma surrounding dementia?”

Tomás De La Rosa

“I started working in psychiatry and 
found that I enjoyed dealing with the 
elderly. It was a lot more satisfying 
in that the little that we could do 
for the older person was very much 
appreciated. Then that led me to be 
studying psychogeriatrics. At that 
time in Singapore, we recognized that 
aging was going to be a real issue and 
that within the elderly community 
dementia was going to be a major 
health concern. 

As early as 1990, I was involved 
with the Alzheimer’s Disease 
Association in Singapore. We did the 
first project, which was a dementia 
day care center. It was quite a 
challenge because even though some 
of us were trained, we really didn’t 
know how to run a day center. That 
was not in our medical education, 
but we did, and that set the model for 
future day centers. 

What drives me in continuing my 
work with the elderly and with the 
Alzheimer’s Disease Association? I 
think that it’s the lessons I’ve learned 
from people with dementia and their 
families. It’s been a tremendous 
journey in learning how to not only 
make a diagnosis and do all the 
medical stuff but in terms of building 
a relationship with people with 
dementia and their families.  It goes 
beyond health. It also goes beyond 
social. It also involves recognizing 
people as people first who happen to 
have an illness. ”
Ng Li-Ling
Vice-president of the Singapore Alzheimer’s 
Disease Association, and senior consultant 
psychiatrist, Singapore 

#FacesOfLeadership




