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Quick definitions

words have more power than you realise

Depending who you are speaking to, this can change, but
is that for the better?
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Patient (noun) - a person receiving or registered to
receive medical treatment

Patient (adjective) - able to accept or tolerate
delays, problems, or suffering without becoming
annoyed or anxious

Participant (noun) - a person who takes partin or
becomes involved in a particular activity
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Patient involvement in medicines R&D: a practicalroadmap

: Informationto
. Protocol al ic EUPATI
Setting SYNOPSIS Steering participants Data & o s Ay
research : _ Committee L potocolamenamen  Safety e e
c priorities Pl g . orotocol : ) Monitoring
‘0 © t . gap analysis | Population Protocol follow up 3 _ Committee R]gfgplatory
0o t + &arly horizon  } design " improving i Investigators ., ...k Affairs
two E ;. ?ﬁg;:nf':liﬂ]ﬂgg : s « relevant endpoints « adherence : - meeting : + drop-out issues =+ MAA evaluation
Vo= *  unmet needs & : « Benefit/risk balance s : . + + amendments s+ EPAR
@ N R | s with research s : + in-/exclusion criteria H : '« trial design - cummaries
oo : + defining patient-s : = diagnostic procedures . : s = recruitment - « + lay summary of
oo + relevant added s » * Quality of life and patient . - » challenges : = results
.U s+ value and : « reported outcomes : . i * opportunities . = + package |eaflets
oo + outcomes : .t et_-::al ISSUEs . . s can trigger . « + Updated safety
= : : : " Eﬁd%ii{me&gnlﬂ otic : - amendments : = communication
. - e r 1ssues/logistics i - . ] .
E . .. adhere%ce meazgrc—: . ' . . E

Dissemination,
Communication,

Post-approval

Research Research Design Research Conduct
Priorities and Planning and Operations

.o : : ! - g : « contribution to

] . - . - . : ' publications
L . : . : ' . 1 + dissemination of
- HE s * content - : 3 "  research results to
t E . s * visual design : i 3 summary of . 1 patient community |
H_'ME Pl X | : . [:Egﬂggé} . Ethl_ﬂal : interim results : : Pprofessionals
x @ ! § ° FOTRECIN : - dissernination 1 Review ¢ dissemination in : Post-Stud
©®'5S  Fundraising i - tave ' : et : Y .

w3 i + travel Datient : . content : community : Communication
EQT forresearch . &fatitor atient F . TRl :
- | . fam||'}.- |nfDrmatIDn -4 CIE'EEFF' N StUd}" s+ Accgcsment of
:E-u :  members : * readability Reporting s value
0. i * mobility : * language e patient-relevant

— s outcomes
2 Practical Informed *+ patient priorities

Considerations Consent Health

Technology
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Achieving meaningful involvement

How far is everyone from this honestly?
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Why should we continue to

innovate about how we
involve experts with lived
experience in research
design?

Would the consumer world be thriving if people were
treated like patients?
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Mutual respect for
expertise

An engaged
community is
powerful
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Thank you

for listening, | hope you

#WPC2023

heard what | was saying

Please come and talk to me if you need any help

amelia@parkinsonseurope.org




