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Towards patients as partners What is participatory research?
"an umbrella term for research designs,
' ’ methods, and frameworks that use systematic
. , " inquiry in direct collaboration with those
% " ' m affected by the issue being studied for the
Y V& m ' m ’ g purpose of action or change”
) ¢ . ’ ' ‘ ’ ' (Cargo & Mercer, 2008)

B e S . co—constrgction of research

approaches approaches approach = partnerships between researchers, stakeholders,
community members, people with lived
experience or insider knowledge (Jagosh et al.,
2012)

= “nothing about us without us”

Researcher- Patient- Co-
led engaged produced

3 Patient care models Karazivan etal., 2015
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Today’'s Research = Tomorrow's Therapy
= Patients are directly affected by research outcomes
» They deserve influence in the process

Patient Empowerment ((‘

= (ives patients a voice in clinical research

= Builds their capacity to act on personally meaningful
Issues

Accountability & Transparency
= Democratizes research and strengthens public trust ' ‘
= Publicly funded research become more transparent
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Why Integrate PPIE Into Research

Relevance
= Ensures research priorities reflect real patient needs
= Helps define meaningful questions and outcomes

Recruitment & retention
= Connects researchers with the right patient communities
= |mproves study feasibility and patient engagement

Respect & Ethics
= Research is more aligned with patients’ values

= Upholds participants’ rights, safety, dignity, and well-
being
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Montreal Model - Patient Partnership

Framework

The Montreal Model

Pomey et al., 2015
https://www.spectra-online.ch/

Level of Continuum of engagement i
engagement Information Consultation Involvement co-construction
. ; : Shared decision Patients assisted
T e oo 5 Gonceming | indoveloping thir
(clinical/micro) g. treatment) perceptions treatment health ulf-m_lnoge-
preferences ment capabilities
Organisation
of services and Documentation Creation of Co-construction of
- i Focus groups on s services, pro-
governance given to patients ) specific themes committees ) grammes, quality im-
(organisational/ about their illness with patients g
hieso) provement projects
Recommenda- Co-ca
Health policies Information > Fotc::glr:;ps tions made by ’ h“;::l ;uotit'::'of
(political/macro) centre for patients A rinfy patients on health- %
public opinion care priorities with patients/citizens
Use of information Non-systematic Involve patiomg who Co-construction of
Posscutsi asiech f have been trained programmes and
Teaching sl ) RIS M- and ) joint teaching with
from patients patients in courses :
in teaching (0.g. testimony) have specific tasks experience-based
9 (e. g. simulation) knowledge-sharing
- Patients . Patients involved
Research fc::":zoarti':zttl: 2n ) consulted in::tll::;‘in ) in governance
e on research research up to dissemination
issues of results
-~ -~ -~ -~ -~ -~
-

Factors influencing engagement: patient (belief, literacy, education),
professionals (belief, practices), organisation (culture, practices and policies),
society (standards, regulations, policies)

Training and support
for patients
and professionals




PPIE in the Research

Dissemination and
implementation (5)

Patients and the public can:

help communicate the results
of a study in lay language
identify who benefits from
study results

support communication to a
wider audience

Data analysis (4)

Patients and the public can

Evaluation (6)

Patients and the public can:

help evaluate the impact of patient
involvement

provide relevant knowledge for
future research projects

check whether their interpretation of the
data matches that of the researchers
help identify potential research topics for
future studies

Identification of research
questions (1)

Patients and the public can:

« identify relevant research questions or
unmet medical needs

help prioritise research questions
establish contact with target patient
group(s)

Study design and
funding application (2)

Patients and the public can:

* propose outcome measures/study
endpoints that matter most to
patients

» support the development of methods
that are appropriate for patients

* improve the recruitment strategy

Management and study
process (3)

Patients and the public can:

» provide advisory support during the whole study
project

* help develop patient information and other
material, e.g. general consent forms
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Barriers to significant effective PPIE implementation:
= Resource constraints
= Negative attitudes and misconceptions of researchers
= [ack of awareness and understanding by patients
= Structural and practical challenges
Overcome these barriers requires concerted efforts 3
from researchers & institutions to:
= Prioritise PPIE in institutions ' I
= Foster positive attitudes towards PPIE
= Raise awareness among patients

= Provide training for researchers and contributors

= Allocate appropriate resources (financial +
infrastructure)
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Level of involvement Skills and competencies

s needed*
Leadership:

Take over or lead specific parts of
the project/initiative

Joint decision-making:
contribute at decision-making level

Advice:

respond to specific questions;
provide general advice

Methodological expertise

Information: provide
information

Medical expertise
Systems expertise
Personal framework

*Source: EUPATI (Geissler, Bereczky, Dierks, Schumacher-Wulf, Schmitt, Claussen, 2019/2020) 10
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30 years of experience in the UK

2011

PPl at the Medical Research Council (MRC) -

S T U
DIRECTOR
CANCER INFECTIONS METHODOLOGY NEURODEGENERATIVE DISEASES

New Health Technologies Blood borne Viruses Design Progressive multiple sclerosis
Motor neurone disease

Parkinson's disease
Dementia

Evaluating Existing Healthcare Respiratory infections Conduct
Technologies to Deliver More
Affordable and Effective Care

Syndromic infections Analysis

Meta-Analysis

TRAINING, CAREER DEVELOPMENT AND CAPACITY BUILDING

Clinical Science Data Management Systems Research Support & Administration Statistics Trial & Study Management

University
College
London

- Organigram

11
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Approach to embedding PPl in the culture of the MRC-CTU

(

Involvement in Quality

Management Advisory Membership of Membership of || Membership of

PPl at a Protocol Review Data Access PPI Group
Group C : : Leads &
Strategic level Reviews quahty management R Omml‘:ltfe | Commlttee ePaPIS over;ees
documentation & PP plans ewevzs a I a Rey|ews fha aﬁro:s ¢
A protocols sharing requests ni
: : : Researchers seek views Capacity Shgrlng
PPl at Membershlp of trial Advisory boarqs for from patient/communit t theni e.g. Publishing our
a .a steering committees groups of trials P . . y = re_ng en.lng experiences,
programmatic Oversees groups of trials e.g. Youth Trials Boards which U}? Egamsat'lor/lj : e.g. Training, guidance networking with
level working in similar areas advise on paediatric HIV trials [l 9 ommunity Advisory documents stakeholders

Board

Membership of
trial management
- groups & steering
studies committees for

individual trials

One-off discussion
Participant groups, Ongoing advisory
involvement community groups
meetings

PPI in individual

https://www.mrcctu.ucl.ac.uk/posters/walking-the-walk-embedding-patient-and-public-involvement-in-the-culture-of-the-mrc-ctu-at-ucl/

12
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Members
» Patients / caregivers

= (Chiva representatives o mfm " ,
s MRC-CTU staff HEALTH AND HAPPINESS Tr|a| based PPl
= nominated PPl lead + contributors
Finding contributors = contributors as part of Trial Management Group/

= charities, support groups, clinicians, advertising on >teering Committee

the web

Training, Support and Key Study Contacts

Trial specific training
= induction pack for a trial
= trial training by the P!

Supporting contributors

= training (e.g. MRC course statistics for non
statisticians)

= Dpriefing before and after meetings

Supporting researchers
= PPl training
= feedback on PPI plans for each study

13
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PP| resources (website)

Guidance Peer reviewed publications
= PPl in clinical trials, in systematic reviews, = PPl involvement / models
COmplamtS prOCEdureS, remuneration... = induction for contributors
= evaluation of involvement
Templates
= incl. information sheets for trials Podcasts and presentanns
E Xa m p | e S Clini'rg?'rials

= embedding PPl in the culture of MRC-CTU AT
incl. videos / poster ,
= innovations incl. web pages for trial feedback

STAMPEDE (part 2):
The role of the patlent
voice I

14
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= Astandardized approach to including PPl in all steps and
all research

= PPl group with multi-stakeholder membership

= Training for collaborators that is study-specific

SO
DO
=  Getting feedback from stakeholders involved in PP

= contributors and researchers

= |nnovative solutions
= for PPI participation

= for sharing PPl experiences

15
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SCTO: Where We Are

1. PPl mapping
v 48 PPI projects and initiatives mapped across Switzerland

2. Multistakeholder PPI Working Group

v with Participants from patient organisations, CTU staff and
research organisations

v' Engaged in the development of

Practical Guides for integrating PPl into clinical trial design
Remuneration Policy

Participation Request Template

Written Agreement Template

Planning & Tracking Template

16
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3. Education and Training:

= (Co-organising an online PPl course for clinical researchers applying to
the SNSF IICT grant (since 2022)

= Presenting PPl and SCTO activities in academic programmes (CAS at
BFH, Geneva, Lausanne)

= Contributing to EUPATI CH patient expert training (FR and IT versions
in development)

4. Awareness and Engagement:

=  Multilingual explainer video (EN, DE, FR, IT)
= Publication of a Regulatory Affair watch issue on PP

17
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The SCTO will continue to focus its PPl efforts on clinical research

1. Establishment and lead of a Swiss PPl Forum (SCTO-Swiss Cancer
Institute) in the CPCR framework

2. Development of a Matchmaking Tool, expected launch Q1 2027
3. Education and Training

4. Support to other national initiatives

18
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1. Establishment of a Swiss PPI Forum with Swiss Cancer Institute

= Build a national platform for researchers and patient organizations
= Address gaps in clinical research

= Develop and share tools, guidelines, templates, and trainings

19
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2. Development of a Matchmaking Tool

= A specific SCTO tool

= Helps connect clinical researchers with patient experts and PPI
contributors

MATCHMAKING TOOL

® CLINICAL
Y RESEARCHERS

l F\ - - = l
Find patient Find projects
experts/PPI to get involved in
® contributors

PATIENT
EXPERTS

20
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3. Education and Training

= Continue online PPI course with SNSF for IICT applicants

= Continue contributions to academic programmes (e.g. CAS) to
present SCTO PPl activities at Swiss Universities

= Promote existing CTU-based PPI trainings via SCTO website

= |dentify knowledge gaps among researchers and develop targeted
tools

21
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SPIRIT observational study

Supporting Patient and public Involvement in Research through clinicaltrial
UnITs:

= Aim: understand how PPIE is structured, supported and implemented in
Swiss CTUs

= (Goal: develop recommendations to improve PPIE practices & <

= Study leads: Maélle Achard, Pr. Nadia Elia, Dr. Maél Barthoulot & the SPIRIT’E@Am ?

22
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SCTO 2025-2028

e N [

Survey Survey

Swiss CTUs
professionals

Swiss National
Science Foundation

O
GV

~

Swiss clinical
researchers

T

Document analysis

ner

Proposals

I—I Swiss National N\
Science Foundation
ICT

PPIE sections
==

4

Part 4 : To generate evidence-based recommendations
to enhance and standardize PPIE integration in clinical research

e
J

23
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4. Support to other national initiatives

Broad range from research to healthcare, but focusing on

our core expertise: clinical research

‘¥ Swiss PPIE Network
.

Zusammen Arbeiten, Lernen und Verandern
Collaborer, apprendre et changer ensemble
Collaborare, imparare e cambiare insieme
Collaborate, learn and change together

» SCTO remains fully committed to:

= Supporting the association’s establisnment and long-term development
= Offering in-kind contributions on clinical research expertise

24
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Co-production of research

= partnerships across the course of Improve representation
research = inclusion to 1 opportunity for
contribution from poorly
represented groups

= digital / remote involvement to 1
accessibility

Rigorous strategies for PPIE

implementation
= adherence / monitoring impact

PPIE in evolving areas

Ensuring capacity and recognition = Al/big data

= research literacy of contributors - = Decentralized clinical trials
certification?

= recognised roles

» remuneration standards

25
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Thank you for your attention!

Visit the SCTO website: https://www.scto.ch

26



