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The European Prevention of Alzheimer’s Dementia (EPAD)

EPAD is one of the biggest Alzheimer’s dementia studies in the world A €64 million private-public partnership with 38 partnering
organisations and 21 sites running the EPAD study across Europe
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Longitudinal Cohort Study Drug trial

Currently over 1000 active participants

This study forms the readiness cohort for the
drug trial

Drug trials for Phase II clinical studies with
people with preclinical and prodromal
Alzheimer’s disease.
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EPAD study involvement

Phone call:
chatting to the research team on the phone 
and asking questions about the study

Cognitive 
assessments 
(memory, attention 
and thinking tasks)

MRI scan (imaging the 
brain where 
participant lies flat for 
about an hour)

Come in to the centre together with the 
study partner. At this visit we ask both the 
participant  and the study partner if they 
agree to take part and to complete a 
number of assessments

On a separate day, participants 
come back for a lumbar puncture 
(spinal fluid sample)

As part of the assessments we take 
biological samples. We take a blood 
sample, saliva sample and a urine sample

Breakfast

Seeing the study doctor (we take 
participants’ medical history, note 
down any medications and perform 
a medical check such as ECG and 
blood pressure)

Break

Lunch
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These visits are repeated annually
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 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 
such as sub-studies or study logistics

 Review documents related to the study 
aimed at participants such as Information 
Sheets or Recruitment flyers

 Work with the EPAD team to 
communicate about the study at national 
and international conferences

Aim of the Participant panel
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How does the panel work?

Site specific panel

@stina_saunders

EPAD 
participant 

representative

EPAD wide 
participant panel

Site specific panel

Site specific panel

Site specific panel

Site specific panel

Site specific panel
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 Recognise the value of the participants’
contributions to the project
 Bring on board retention ideas from participants
 Ensure the participant perspectives are heard and 

incorporated into the study
 Address any issues directly which may affect
future study involvement (e.g. logistics)
 Improve study documents and website with
feed back

Why is EPAD involving participants?

CollaboratorResearch participant
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Participant panels so far across the EPAD study

Upcoming study sites

Updated 12th September‘18

Country Panel progress

Scotland Panel meets regularly

Nordics Not yet – planning stage

England Not yet – planning stage

Switzerland and Italy Not yet – planning stage

France Setting up the panel

Spain Panel meets regularly

Netherlands Not yet – planning stage
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EPAD Edinburgh Participant Panel
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EPAD Edinburgh Participant Panel
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 Participant panel representatives are present at the 
General Assembly

 Idea is to learn about project and feed back to fellow 
participants at home

 Offer insight into what it is like to take part in 
EPAD as a study participant to the consortium and 
members who work on EPAD but have no contact 
with participants

 Participants collaborating with researchers as equal 
partners

EPAD General Assembly

@stina_saunders



WWW.EP-AD.ORG @IMI_EPAD SLIDE 13

 EPAD is a globally important 
study aimed to prevent 
Alzheimer’s dementia

 Participant’s voice vital to the 
success of the study

 Participant panel is the 
solution for incorporating the 
participant perspective

Key messages
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ep-ad.org – subscribe to EPAD newsletter
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