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Importance of dementia research for people with dementia
What is Patient and Public Involvement (PPI)?

AE’s work in PPI

Examples of PPI in IMI projects (in which AE is involved)
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1. Importance of dementia
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research for people with dementia

No cure yet so research is particularly important

Timely diagnosis means more opportunity to be involved

“Nothing about us without us” - People with dementia:

have a right to have a say in what and how publicly funded
dementia research is undertaken (INVOLVE 2012),

can provide a unique perspective “from the inside” (Simpson and
House 2002),

want to share experiential knowledge,

do not want tokenistic involvement.
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2. What Is Patient and Public
Involvement (PPI)?

actively and meaningfully contributing towards the research process
rather than being a research participant,

* creating a true partnership between people with dementia,
9 P

researchers, policy makers and other members of society,

* moving away from hierarchical approaches to the acquisition of

knowledge (towards an exchange of different kinds of expertise that
are equally valued).
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Different ways of involvement

Full involvement as
a member of the
research team

Involvement in
particular task

Involvement at several or every
stage of the research process

Requirements of the study,
relevant skills, experience and
knowledge, availability, ensuring
that involvement is meaningful,
well-being of the person with
dementia, necessary funds etc.
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There are still many challenges to address ...

who to involve? how? when? value?

These may be even more challenging in dementia research

* EXxisting stereotypes and beliefs that it is not possible/ valuable to involve people
with dementia

* Researchers may not feel equipped to involve people with dementia in this way
* In some countries, diagnosis still not timely / people are not told their diagnosis
* Involving people at more advance stages is challenging

* Field is moving to earlier stages ... how should people with Alzheimer’s disease
prior to the dementia stage be involved?



3. Involvement of people
with dementia in Alzheimer
Europe’s work

From 2000 (reliance on a few individual people) to .... today (EWGPWD
set up in 2012, currently 13 members)
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Peter Ashley

James McKillop
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EWGPWD, AE Conference 2018
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Alzheimer Europe's position on involving people
with dementia in research through PPI (patient
and public involvement)

Dianne Gove , Ana Diaz-Ponce , Jean Georges , Esme Moniz-Cook, Gail
Mountain, Rabih Chattat, Laila @ksnebjerg & The European Working Group
of People with Dementia

* Determining, planning and involving people with dementia in the research process.
Establishing and respecting roles and responsibilities

* Promoting and protecting their rights and well-being Providing any necessary training
and support

* Managing information and input resulting from PPI
* Recognising and acknowledging their contribution

* Promoting an inclusive and collaborative approach to research



4. Examples of PPlin IMI & Alzheimer
projects where AE is involved
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ROADMAP

https://roadmap-alzheimer.orq/



https://roadmap-alzheimer.org/

PPl WORK IN ROADMAP () Alzheimer

Europe

Involvement in WP2 (Outcome definition) and EXAG

* Consultation in Luxembourg (over 2 days)

* Involved people with dementia and carers
(separate groups)

* Feedback on online survey to be used
with people with dementia

* Discussions about understanding of
outcome measures, priorisation,
challenges, etc.

e Similar discussions with other
stakeholders

* The group had the chance to provide
comments to the report.

* Final meeting to provide information on
how input had been used and its impact.
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“Working in an environment like this gives confidence back, gives value and a sense of
purpose. The main thing is that the research you're doing in ROADMAP actually gives us
hope as well. (...) While the professionals work very hard to gain their expertise, we live
with the illness. In this context there are things that the professionals maybe can’t find out
on their own. So it's great to work together (...).”

Chris Roberts, vice chair of the EWGPWD

Real world Outcomes across
the AD spectrum for better care

&= ROADMAP

Project ~ Partners

Background Links

https://roadmap-alzheimer.org/news/after-
diagnosis-research-gives-hope-interview-with-
chris-roberts-and-his-wife-jayne/

The value of being involved in
research

265ep 2017

Today we talk with Chris Roberts and his wife Jayne about thelr
involvemnent in the ROADMAP project. On 4 and 5 September they
took part in a consultation with the projects’ Outcomes Definition
team. Chris joined the European Working Group of People with
Dementia (EWGPWD) and was elected as Vice Chairin 2016. He



https://roadmap-alzheimer.org/news/after-diagnosis-research-gives-hope-interview-with-chris-roberts-and-his-wife-jayne/
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RADAR-AD

https://www.radar-ad.orqg/
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Input of people with AD is essential at each step of the project

Define functional domains
What are functional changes that are important to people and their families ?

Device selection

Would people use devices? How (often) would they use them in daily life?
What would make it easier to use them? -

Identify barriers and facilitators for successful implementation
What needs to be considered for remote monitoring in the ‘real world?

How do we minimize the burden for study participants? How do we ensure
compliance and minimize drop-outs? How do we communicate in the best way

Define regulatory path forward

Ethical concerns for users? -



RADAR-AD PAB

Identification of key issues /
areas where patient
involvement is needed

(WP leaders)

Work with AE, Patient
Engagement team and
relevant WP partners about
how to best address the
issues

(AE team)

Involvement of PAB using the

Report feedback to appropriate methods (e.g.
relevanp:,WP leaders/team face-to-face consultation,

(AE team)

email, teleconference)
(AE team and WP partners)
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Core PAB team

People with Dementia

Suppoarters

Stefan
[Sweden)

Janni
[5weden)

Helen
[Ireland)

Jayne

[UK)

Chris
(UK}

MNélida
(Portugal)

Geert
(Belgium)

Ikuko
[Belgium]



Examples of PAB work from March to date:

Understanding and prioritisation of
functioning in early Alzheimer’s dementia.

Helping the Device Selection Team to
understand benefits and barriers of existing
devices and preferences to consider when
selecting the devices.

Feedback about the RADAR-AD focus
groups.

Feedback to the protocol of the RADAR-AD
clinical trial

Feedback to the participant & study partner
information sheet and consent forms for trial

Ethical issues to be considered in the context
of RADAR-AD

Input to the researchers about issues that
could help them make decisions regarding
device selection,

Input about vulnerability and stigma in the
context of RADAR-AD research.

Research

Patient activities

| Select —— | Identify
]| devicesto || Submit ethical
Identify | s Clinicaltrial | | iccyes
functional t————| protocol . '

>~a Alzheimer
C? Europe

Develop information for
clinical trial participants

domains

PAB meeting (March): PAB meeting (June & :
« Functional domains August): PAB meeting (Dec)
= Devices * Ethics * Recruitment

* PAB info for website and retention

* Research protocol and
* Stigma and vulnerability

FGs topic guide

Focus Groups (June/July)
* Functional domains
* Devices

Ongoing feedback from PAB core members

* Review of information sheets and consent
forms

* Ad-hoc questions about devices etc.
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EPAD

http://ep-ad.orqg/



http://ep-ad.org/

PPl WORK IN EPAD

Aim of the Participant panel EPAD ‘!;\"

Provide feedback on good and bad elements of study experience and
recommendations for improvements

= Ensure that participants are represented in decision making which may
affect them

* Review documents related to the study aimed at participants

= Raise any other issues they feel we should take into account related to
the EPAD study

Wara_Fnn SLIDE 5
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PARADIGM

https://imi-paradigm.eu/



https://imi-paradigm.eu/
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- A D‘IbthT_ Voice In the Patient Engagement Landscape
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Patients Mission

Activein Contribute te a sustainable framework that enables meaningful patient engagement (PE)
S and demonstrates ‘return on engagement” for all players

“nd 3

Dialogues for N Research and Design of ey Early dialoguas with

An IILEEE-.- pricrity setting E% clinkcal trials %}J regulatars and HTA bodies
Improved

Generation of Ohjectives

Medicines Develop processes and tools for these three points in the medicine lifecycle

Develop a sustainability road map for patient engagemsent
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o Suruay to understand « Identification of PE » Recommeandations = Sustainabilty of PE
stakehoddar neads practices s Process & Practces o Toolkit uptake

= Fopus groups = Gap analysis = Evaluation with rmeatrcs ¢ Instltutlonasation of

» Dedphd methodosogy racommendations

Internal and external communication and engagement

Project Management - to promote effective partner collaboration for timely delivery of
high guality outcomes
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5. Conclusions & Alzheimer

Europe

There is increasing consensus that PPl in research is critical. PPI
should be carefully planned, organised and monitored, and inclusive,
meaningful and respectful of all people involved.

PPI work is not «set in stone» - our own experience has evolved over
the years, and we continue to improve and find new ways of involving
people with dementia

There is no recipe for PPI, different ways and methods depending on
aims and purpose.

There are currently initiatives (like PARADIGM) working on PPI to
develop sistematic, ethical and inclusive ways of involving «patients»
and to better measure and understand its value and impact.
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