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What does 
meaningful PPI 
actually look like in 
practice?

01
How mature is PPI 
across cancer 
centres?

02
What helps 
organisations move 
beyond consultation 
and towards 
partnership?

03
And how do we 
know whether PPI is 
making a difference?

04



A multi-method project
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How PPI is conceptualised, implemented and evaluated in cancer healthcare 
internationally?

Who is involved

Current patients n=34

Cancer survivors n=30

Informal caregivers / family n=22

Patient representatives n=18

Community members / public n=14

  Diversity gap: ⚠
Ethnicity and socioeconomic status are rarely reported across the corpus. PPI samples 
predominantly include female, older and educated. 

4,130 records 
identified

•1,091 
duplicates 
removed

3,039 
screened 

title/abstract 

141 full text 

37 included
• 15 countries
• 54% general 

cancer
• From primary care 

to acute care



Involved in what?

Co-develop tools & resources

PROMs, apps, care pathways, booklets, digital health 
resources designed with patients

Improve service design & delivery

Identifying care pathway gaps; co-designing navigation 
models and community-based services

Priority-setting & agenda-setting

Structured community engagement to rank research 
and care priorities

Governance & policy influence

Patients as voting governance members at 
institutional, national or international levels

Peer support & community empowerment

Training patients as peer supporters; mobilising 
communities on social determinants of health

Evaluate & improve PPI itself

Formal assessment of advisory group quality, 
functioning and impact using validated tools

Red flags
Formal training reported  22% of studies (8/37)  ·  A major gap

Equity risk  Unpaid involvement systematically excludes under-resourced 
contributors

Formal evaluation conducted  68% of studies - higher than older literature; mainly 
process-level (mostly qualitative feedback after participation in the PPI activities)

Fund PPI as a costed line item. Governance integration is the key to sustainability.
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What we did

Research aim
• This proposal aims at analysing the level of development and 

improvement for PPI in cancer centres based on the OECI scoring 
criteria in accredited centres. 

Methods
• Centres with at least two accreditation processes
• Secondary análisis of audit scores was conducted. 
• descriptive within-centre analysis of change scores



What we found in the 36 centres
Manual 1 Manual 2 Manual 3

82.7% 88.6% 90.6%
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Methods

Qualitative study

OECI accredited members

Individual online interviews – interview guide

English, Spanish, French and Italian

Transcribed verbatim

Thematic analysis



Main results

By region

By centre type

Who we spoke to

• Southern Europe — 10
• Western Europe — 10
• Northern Europe & British Isles — 6
• Central & Eastern Europe — 3

• Comprehensive Cancer Centre — 23
• Cancer Centre / Network — 6

Definition of PPI
Patient councils 

& advisory 
boards

Training & 
support for 

patient partners

Collaboration 
with healthcare 

professionals

Feedback & 
evaluation 

mechanisms
Barriers to PPI

Success stories 
& best practice

Facilitators & 
enablers

Cultural & 
organisational 

change

Documented 
impact on 

cancer care
Future plans



What do we mean by PPI?

"Patient and public involvement is actually the 
whole system."

Lack of clear ans 
shared definition

Variability of 
practices: from 
consultation to 

Partnership

Are we talking 
about the same 
phenomenon?



Cultural and Organisational Change

"Brick by brick, little by little"

"A cultural revolution"

Change is slow, relational, and human

The structure exists but the culture remain the same



Evaluation and Impact

Evaluation gap: Most centres have no formal way to measure PPI 
impact, even after years of work.

Patients are involved but there is no report of their impact or value 
in the centre



Facilitators and Enablers

PPI written into the strategic plan or 
tied to accreditation is the strongest 

enabler.

A coordinator with protected time is 
the clearest line between progress 

and stagnation.

"The key for me is governance."



Research as the Fastest-Growing Domain

Funding and ethics rules pull reluctant clinicians into patient 
partnership.

Research is the entry point for partnership.



The future of PPI is co-production



From Consultation to Co-Production

1 PPI is a cultural process, not a structural event 2 Leadership champions are non-negotiable

3 Dedicated roles are the operational prerequisite 4 Research integration is the fastest-growing PPI 
domain

5 The maturity spectrum is now fully visible 6 Geographic & systemic context shapes what is 
possible
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