
Chris Lynch
Deputy CEO & Director of Policy, 
Communications & Publications

Public policy and advocacy



Overview

1. What is public policy and when is your 
organisation ready?

2. Good advocates and the importance of 
facts, faces and champions

3. National plans
4. What data is available from ADI
5. How to be more engaged and use ADI 

for your policy work



Lifecycle Alzheimer 
organisations

Phase 1: Raising awareness, tackling stigma and 
setting up support services (helpline, support 
groups, website, leaflets etc.  Creating 
chapters/localities etc - 2-5 years

Phase 2: Finding out that you can’t do it all by 
yourself and need the health & care systems to 
change - 3-10 years, or more

Phase 3: Sponsor your own research - 15 years 
or more



What is advocacy?

Advocate = latin: speak on behalf of 
someone else

Crucial role of Non-Governmental
Organisations (NGOs) all over the world

But the style may differ (e.g. Asia, 

Middle East) 



How to be good 
advocates

• Develop a strategy

• Use solid research data

• Key messages - simple and clear

• Use campaigns to build support

• Set realistic demands

• Provide solutions to your demands

• Build coalitions

• Network and be present at meetings



It all starts with your strategy
This is ADI’s 2020-2023:

• Make dementia a global health priority 
and a priority in more countries

• Raise global awareness and remove 
stigma

• Strengthen member associations

• Encourage research

• Enable through fundraising, systems, 
technology



Facts, spokespeople, 
champions, partnerships
Four key elements for advocacy:

1. Facts! Policy makers need facts - often
these are not available

2. Spokespeople: Who are the experts?

3. Champions: Who is your ally within the 
government? Civil servants ‘vs’ government

4. Creating partnerships - This can not be
done alone



EXERCISE 1

Write down who you think are the best 
experts to talk about dementia in your 

country?

(A minute or two)



The importance of facts
and how they help your 

campaigning



ADI reports

• World Alzheimer Reports 2009-16, 2018, 2019, 2020

• From Plan to Impact 2018, 2019, 2020 annual

• Global estimates of informal care 2018

• National plans – examples for inspiration 2017

• Asia Pacific report 2014, Africa report 2017

• Women & dementia, updated 2017

• Dementia friendly communities 2016, 2017

• Innovation Indexes with Global Coalition on Aging



World Alzheimer Reports

www.alz.co.uk/publications



World Alzheimer Report 2011

• Contains strong argument for 
early diagnosis and intervention

• Suggested that as many as 28 
million of the 36 million people 
with dementia have not yet 
received a diagnosis

• Identify the strategies that might 
work in your country

www.alz.co.uk/worldreport

The benefits of early 
diagnosis and intervention



• Results of international survey of 
people with dementia and carers

• Stigma identified as a cause of 
social isolation and barrier to 
finding solutions 

• Examples of stigma-reducing 
programmes worldwide

• 10 Recommendations

• Further World Alzheimer’s Report 
in 2019

Overcoming the stigma of dementia

www.alz.co.uk/worldreport

World Alzheimer Report 2012



Many complex issues discussed relating to:

• Who pays?

• Concerns about the quality of dementia 
care particularly in residential care

• The integration of health and social 
services

• Support for informal carers through direct 
payments, multi-component education 
and training

• The priority for home based care and 
support

Journey of Caring: An analysis of long-
term care for dementia

www.alz.co.uk/worldreport

World Alzheimer Report 2013



• This report has been produced to 
inform health promotion and 
disease prevention strategies

• Four key domains:
– Developmental and early-life factors
– Psychological factors
– Lifestyle
– Cardiovascular risk factors

• Strongest evidence for education 
and cardiovascular risk factors 

• Dementia risk reduction is a 
positive message

www.alz.co.uk/worldreport

Dementia and Risk Reduction

World Alzheimer Report 2014



FINGER and PREVENT 
studies 



• Updates ADI’s global data on 
prevalence, incidence and 
cost of dementia

• Makes key 
recommendations to provide 
a global framework for action 
on dementia

• Independently researched 
by King’s College London 
and Karolinska Institute

www.alz.co.uk/worldreport

The Global Impact of Dementia

World Alzheimer Report 2015



• Clear & urgent need to improve 
coverage of healthcare 

• Barriers to effective healthcare for 
elderly

• Cost implications of dementia 
healthcare pathways

• Focus on primary care, care 
management, acute & palliative 
care

www.alz.co.uk/worldreport

Improving healthcare for people 
living with dementia

World Alzheimer Report 2016



• Calls for all governments to devote 
1% of the societal cost of the 
disease to research

• For every 12 cancer studies there is 
only 1 on cognitive disorders

• What leading research scientists 
believe to be the biggest areas of 
hope and frustration in dementia 
research

• Christina Patterson

www.alz.co.uk/worldreport

The state of the art of dementia 
research: New frontiers

World Alzheimer Report 2018



Stigma

World Alzheimer Report 2019

• In partnership with the London 
School of Economics (LSE)

• World’s largest survey on dementia

• Essays and case studies to bring 
the survey to life

• Maintaining wide appeal

www.alz.co.uk/worldreport



Dementia related design and the 
built environment

World Alzheimer Report 2019

• Lead: Professor Richard Fleming, 
Wollongong University, Australia

• Cross cultural approach

• Focus: progress to date, best 
practice and innovation across 
multiple environments including in 
home/domestic settings, day and 
residential care, hospitals and public 
buildings and spaces

www.alz.co.uk/worldreport



Graphics to interpret 
& support reports





The global prevalence of 
dementia





Impact on low and middle 
income countries (LMICs)
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WAM 2018 Theme: 
#Every3seconds



The cost of global 
dementia care



#Every3seconds



World Alzheimer Report 2019



World Alzheimer Report 2019



Joint and partner 
publications



Joint and partner 
publications



How did ADI campaign to 
achieve a global Dementia 

Action plan?



As well as creating a wealth 
of information and facts for 

policymakers, over a 10-year 
period ADI was present at 

WHO and UN relevant 
meetings and made itself 
available to policy-makers



World Health 
Organization

• ADI in official relations with 
WHO since 1996

• Statements ADI at global and 
regional meetings WHO

• Dementia report launched in 
April 2012

• Ageing report 2015
• Regional plan for the Americas 

in 2015
• Global Plan of Action on 

Dementia in May 2017
• General Programme of Works 

2019-2023



G8 Summit London, 2013
Ministers agreed action:

• set an ambition to identify a cure, or a disease-
modifying therapy, for dementia by 2025

• significantly increase the amount spent on dementia 
research

• increase the number of people involved in clinical 
trials and studies on dementia

• establish a new global envoy for dementia innovation, 
following in the footsteps of global envoys on HIV and 
Aids and on climate change



G8 Summit London, 2013 
(cont.)

Ministers agreed action:

• develop an international action plan for research

• share information and data from dementia research 
studies across the G8 countries to work together and 
get the best return on investment in research

• encourage open access to all publicly-funded 
dementia research to make data and results available 
for further research as quickly as possible



First Ministerial 
Conference on Dementia

World Health Organization 16-17 March 2015

• 80 countries attended
• Strong commitment from WHO 

leadership
• Many LMIC speaking
• Declaration accepted
• Resolution and action plan 

prepared
• PAHO region already adopted 

resolution and action plan
• In 2016 launch of i-Support 

training, developed with ADI 
and others



Global health agenda

• ADI member of NGO 
committees on health, mental 
health and ageing

• Testified at UN meetings in 
New York and Geneva

• SDGs 1, 2 and 3
• Convention on Disability 

Rights (CRPD)
• 2018: review of NCD Summit 

– steps to include AD and 
dementia

United Nations



G20

• C20, Osaka (April)
– Dementia included in 

the policy pack

• G20, Osaka (June)
– Dementia included in 

the Declaration

• Health Ministers 
Meeting, Okayama 
(October)



Outcomes of G20 engagement

• The Okayama Declaration contained 6 major 
commitments to dementia: 
– developing and implementing national dementia action plans;

– addressing risk factors and enhancing early detection, 
diagnosis, and interventions, including development of care 
pathways and strengthening primary health care; 

– raising awareness and overcoming stigma by developing age-
friendly and dementia-inclusive environments; 

– promoting research and development; 

– mutual knowledge exchange of initiative for active and 
healthy ageing.

• Continued engagement with G20 in 2020, but COVID-
19 dominated the discussion



National Dementia Plans

• Recognition of dementia as a 
public health priority
• Leadership at the national 
level
• People engagement
• Involvement of all key
stakeholders
• Introducing a ‘system of care’ 
and a ‘case management’ 
approach
• Committing funding
• Effective monitoring, 
evaluation and update

Key factors

http://www.alz.co.uk/alzheimer-plans





Gaps in information?
We created resources



• A web-based data and knowledge exchange platform
of key dementia information – launched and in pilot phase

• Collates and disseminates key dementia data from 
Member States to support evidence-based service 
planning and strengthening of policies as well as health 
and social care systems

• Monitoring mechanism to track the implementation and 
progress of the GDAP

Civil Society role: encourage its government’s 
participation and progress but also needs Civil Society 

to monitor it!! 

The WHO Global 
Dementia Observatory 

(GDO) & Your Role



EXERCISE 2

Let’s discuss as a group

1. What data on dementia do you know 
about your country

2. Would that be enough to persuade your 
policy-makers that action is needed? 

3. Where & how can you find more data?



Spokespersons - Some 
considerations

• Having a small number of spokespersons works well for 
the outside world – on well briefed, on message, 
consistent

• Know your audience and choose spokespeople 
appropriately: politicians, civil servants, missions, the 
media etc.

• For politicians their voters are most important: all 
politics is local – get the public on side 

• Civil servants need to see experts as well

• Dementia movement became more powerful when we 
included people with dementia & carers



Involvement of
People with Dementia and 

their Carers

• Involvement in  conferences, 
Alzheimer University and 
advocacy work

• Tell the stories of people with 
dementia and their carers

• Specific position for person 
with dementia on Elected 
Board

• Importance of self advocacy

Mike Belleville, DAI Board 
member & advocate presenting 

at ADI 2018, Chicago



Involving people with 
dementia

• Partnership with 
Dementia Alliance 
International (DAI)

• Involved in advocacy 
work especially human 
rights and the 
Convention on the Rights 
of Persons with 
Disabilities (CRPD)



• Who are/could be the main 
spokesperson(s) of your 
organisation and why?

EXERCISE 3



Potential champions

• Heads of State, Prime Minister

• Minister of Health, Social Affairs or Finance

• Members of Parliament

• Senior staff at Ministry – director relevant 
department

• WHO office in your country

• Media personality or celebrity

• Royalty



ADI Honorary Ambassadors

2018- Queen Silvia of Sweden

2017- Queen Sofía of Spain

2017- Mr Luis Guillermo Solís Rivera, former 
President of Costa Rica



Consider whether there are any celebrities 
in your country that could support your 
cause.

• How would you find out about their 
interest in dementia? 

• How can you contact them?  

• What could you ask them to do? 

EXERCISE 4



Celebrities

Seth Rogen and Lauren Miller

Maria Shriver

Tony Hawk

Carey Mulligan



Partnerships - Global 
Collaboration



• Montevideo NCD 
UN meeting

• Sharja Forums

• Preparation for UN 
meeting on NCD 
October 2018 and 
UHC 2019

• Coalition of chronic disease 
organisations

• Until recently led by cancer, 
heart, lung & diabetes

• ADI asked to join and represent 
mental and neurological disorders

• Strong voice in the global health 
community

• Chris asked to join WHO Civil 
Society Working Group on NCDs

Global Collaboration
ADI becoming part of NCD Alliance



What partnerships are desirable in your 
country?

How would you set about starting or 
setting up a partnership?

(Group discussion)

EXERCISE 4



What partnerships are desirable in your 
country?

How would you set about starting or 
setting up a partnership?

(Group discussion)

EXERCISE 4



COVID-19 and dementia
• Isolation, anxiety, stress, depression
• Older people disproportionately affected
• Scarcity of resources and triage decision making
• Delayed diagnosis, transition
• Post diagnostic support challenges – face to face
• Interruption of clinical trails and research 
• Complications of other NCDs and exacerbated/new 

NCDs
• Mental health issues



61

COVID-19 and dementia webinars



• COVID-19 / Dementia related mortality*

• Disruption to diagnosis*

• Prevalence / Incidence

• Watch our COVID-19

 advocacy masterclass

Dementia data during 
COVID-19

*We need to identify these data from your Governments



Stay in touch!
There is so much going 

on!
• The agenda changes constantly! 

• Stay in touch: Read our monthly e-Newsletter, 
Global Perspectives, our reports and engage 
with us on social media. Make sure you sign up 
to receive the newsletter!

• Come to the regional meetings and the 
international conference

• If Paola or an ADI Board member can help –
just ask!



• Get to know the team and how we can help. 

• Let us know how are your national action plans progressing

• Visit the website, seek advice and use the ADI reports

• Letters of support - to your Minister of Health or other key officials

• Invite ADI to support you at key advocacy events and meetings

• Come to our regional conferences and events

• Join in World Alzheimer’s Month

• Keep us up to date – follow us and we’ll follow you back

• Send us key stories and photos of your work, especially with officials

• Don’t hesitate to contact us

How to use ADI



Thank you!

#LetsTalkAboutDementia #WorldAlzMonth


