
Patients in Research 



From this read-worthy blog: https://blog.briantan.xyz/the-golden-circle-the-best-quotes-and-my-reflections-from-simon-sineks-start-with-why-f9bc58d493e9



WHY
should patients become 

involved in research? 



2 main 
reasons

Accountability

• Academic research is usually 
funded by public money 
(taxes) or donations 

• Research is conducted on 
patient samples, patient 
data and patien time

• Medical research usually 
claims to address high 
unmet need or be in 
‘patients’ interest’

Better Research 

• Relevant question
• Better research conduct

• Better implementation of 
research findings

In the case of clinical trials: 
fair designs for patients 

after the fact before the fact



Accountability

Pull 

• Patients present in 
committees but without 
clearly defined function 
‘the eye of the public’

• Research outreach 
activities: lay summaries, 
science days, presentations 
to the public 

Part of the obligations of a 
researcher, from the 

perspective of a patient  



example 
https://www.transparimed.org/

• Monitor the reporting of 
clinical trial results

• Improve the reporting 
process, facilitate training

• Collaborate with research funders



Better research

• Ensure the research 
addresses 1. questions of 
relevance to patients in a 
2. correct way

• Lost in translation- where 
we lose speed in research

• Access to research for 
patients 

• Clinical trials as treatments

No one is waiting for you-
from the perspective of a 

patient  

What’s in it for the researcher?
From good to great: What patients can do 
for your medical research.
Full text free access https://rdcu.be/b8caJ

https://rdcu.be/b8caJ




How
should patients become 

involved in research? 



Holding people accountable is important- but it is 
reactive, not proactive. Influencing e.g. the format 
of funding calls allows to generally shape the 
research environment but not to directly shape 
research in a given disease area. 
Advocates should therefore aim to use both pull 
and push strategies in research. 



Strategic: know your problem, know 
your stakeholders, know the moving 

parts

Constructive: having a better 
solution gives the fastest results 

Proactive:  use your space to build a 
research ecosystem 

Strategic, constructive, proactive



WHAT
should patients do to 
become involved in 

research? 



The Big Picture 

• Map and understand your problem space
• Identify the places to be: where can you 

have real impact?
• Identify the places not to be: where are 

you wasting your time, preventing you 
from doing the work that really matters?
• Think multi-dimensional solutions space-

over time, across different fields, 
geographies and disease stages 
• Upskill ruthlessly- ‘this is too difficult for 

patients/ why would patients want to 
know that’ is usually about the right level



Not (just) your 
favourite problem. 
Thinking in problem 
spaces.



All hands on deck: systematically mapping 
problems- patient pathways



Prioritize- what’s your greatest worry?



Categorize- here: management, policy, 
research



Strategize



•It’s not about being involved for the sake of 
being involved. 
•It’s about making a difference for patients. 





A note on 
clinical 
trials- know 
what you 
need

Distinguish research trials (focus 
is on learning, making sure that 
design is fair on patients) 

from access trials (main purpose 
is access, research question 
secondary)



So what’s frequently wrong with clinical 
trials? That depends on whom you ask…

• Weak scientific motivation (exception here: access trials) 
• Inclusion/ exclusion criteria- ‘beautified’ patient populations, harms patients 3 

fold (no trial, limited knowledge at approval, reimbursement restrictions)
• Design issues: inferior comparator (unethical but much-loved), no cross-over 

(bad for patients, intended to keep the data ‘clean’, pointless in 1st line if 
subsequent lines available), blinding (no scientific evidence for placebo having 
affect on ‘hard’ endpoints like OS or PFS, used to prevent patients from 
leaving trials) 
• Poor methdology- under-powered, inappropriate QoL tools, weak 

translational strategy 
• Feasibility- trial not attractive for patients (can get the same or better outside 

the trial without the extra hassle, known slow trial initiators= question 
outdated by the time trial is finally up and running)



Level of patient involvement in clinical trials 
Level Description Examples Considerations

0 none PI has no influence - When initiating PI activities, start at the correct level and aim to 
demonstrate value to the trial; you usually don’t ‘work your way up’ from 1 
to 3 but get stuck in tick box exercises

1 superficial/ 
cosmetic

PI does not alter significantly 
alter the hypothesis, design or 
conduct of the clinical trial

1 by 1 review of ICs, burden 
of trial for patients

ICs should be addressed at institutional level, there are many good 
templates already; in single cases there are never more than minor 
cosmetic changes possible = little to no relevance.
Burden of the trial should be as minimal as possible by default. Biopsies 
should above all be collected based on solid scientific planning: even few 
samples without rationale are too many, not enough samples that make it 
impossible to answer critical questions are equally not good for patients

2 substantial PI can alter the design and 
conduct of the clinical trial

Participation in clinical trial 
steering committee

The selection of right candidate is critical: too little understanding = no input, 
too much part of the system (e.g. former colleague who is now a patient)= 
not enough distance; important to plan for education in clinical science as 
well as trial designs, e.g. EUPATI

3 essential PI can significantly alter the 
hypothesis, design and conduct 
of the clinical trial

PI in clinical trials working 
groups, design of qualitative 
research tools, early review of 
trial design propositions, 
community advisory boards

Critical: long-term relationship based on mutual understanding and trust; 
requires a solid education strategy in basic, translational as well as clinical 
science and innovative, patient centric trial designs
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Humour goes a long way



And helps to create ‘sticky’ education

Was shared as ‘just reading the abstract is like…’



MPNE

Patient voice
FEET

We are not here to make you listen to Melanoma patients.
We are here to make Melanoma patients walk with confidence. 
Away from what doesn’t serve them, towards what helps them to survive.



You are as good as what you know. 
You know more than you think.

And it’s your thinking that defines 
how good you are.





Thank you!
bettina.ryll@mpneurope.org

mailto:bettina.ryll@mpneurope.org

