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Platform trials
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Pla t fo rm  t ria ls
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Pla t fo rm  t ria ls
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Pla t fo rm  t ria ls
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Federated design
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Fe d e ra te d  le a rn in g  in  o b s e rva t io n a l re s e a rc h
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Fe d e ra te d  le a rn in g  in  o b s e rva t io n a l re s e a rc h

J AMIA 20 24   31(3) , 6 5 1– 6 6 5
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Us in g  fe d e ra te d  d e s ig n s  in  t ria ls
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Ad va n ta g e s
• In fra s tru c tu re  a lre a d y s e t- u p  in te rn a tio n a lly
• Fle xib ility o f d e s ig n  a llo ws  a d d in g  n e w d o m a in s  q u ic kly
• Lo c a l o wn e rs h ip  o f in d ivid u a l tria ls
• Ca n  s u p p o rt e a c h  o th e r –  b e  c o lla b o ra tive
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Ch a lle n g e s
• Mu ltip le  Sp o n s o rs
• In d e p e n d e n t tria ls  a s s e s s in g  p rio ritis e d  q u e s tio n s
• In d ivid u a l g o ve rn a n c e  s tru c tu re s
• Diffe re n t h e a lth c a re  s ys te m s
• To o  m u c h  o n  a  p la tfo rm  c a n  d ilu te  p a rtic ip a tio n
• Diffe re n t d a ta  in fra s tru c tu re  a n d  o wn e rs h ip
• Us in g  re a l- tim e  d a ta  to  in fo rm  a d a p tive  a n a lys e s
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Th e ra p e u t ic  a n t ic o a g u la t io n
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Vita m in  C
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Vita m in  C
• Vita m in  C re g im e n  h a rm o n ize d
• Sa m e  p rim a ry o u tc o m e
• p la c e b o - c o n tro lle d  vs  o p e n - la b e l
• fre q u e n tis t  fra m e wo rk vs  Ba ye s ia n
• RAR vs  n o  RAR
• Sa m e  c o - le a d s
• De c is io n  m a d e  p rio r to  th e  s ta rt  o f re c ru itm e n t
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Vita m in  C
• Se p a ra te  DSMBs
• Sto p p in g  trig g e r m e t a t REMAP- CAP in te rim  a n a lys is  o f 

s o le ly REMAP- CAP d a ta
• Re tro s p e c tive  d a ta  h a rm o n iza tio n
• Lo c ke d  d a ta  tra n s fe rre d  fro m  LOVIT- COVID to  

REMAP- CAP DCC a n d  a n a lys e d  in  REMAP- CAP m o d e l
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Data oversight and sharing
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En s u rin g  th e  q u a lity  o f yo u r t ria l
• Pla tfo rm s  a re  c o m p lic a te d !
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Go ve rn a n c e  s t ru c tu re
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Ne e d  fo r a d e q u a te  c e n t ra l s tu d y o ve rs ig h t
• TMG/ TSC –  o ve ra ll p la tfo rm  tria l m e tric s , d o m a in  e xc e p tio n  re p o rtin g
• DSWG –  d o m a in  re c ru itm e n t/ a d h e re n c e
• DSMB –  a d a p tive  a n a lys is , s e c o n d a ry o u tc o m e s , s a fe ty m o n ito rin g
• Clin ic a l tria ls  u n it  –  s tu d y/ s ite  q u a lity trig g e rs , d a ta  c le a n in g , o n  s ite  

m o n ito rin g
• Sp o n s o r –  o wn e rs h ip  o f th e  d a ta  with  d a ta  s h a rin g  a g re e m e n ts

Ne e d s  a g re e m e n t to  a  m in im u m  s ta n d a rd  a c ro s s  d iffe re n t 
p la tfo rm s  –  c o n s is te n c y o f a p p ro a c h
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Co m m it te e  re p o rt  s t ru c tu re
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Planning for federation



www.icnarc.orgwww.ic n a rc .o rg

Pla n n in g  fo r fe d e ra t io n
• Ma ke  frie n d s  with  s im ila r p la tfo rm s
• Ha ve  u p  fro n t d is c u s s io n s  o n  d a ta  s p e c ific a tio n s  a n d  re p o rtin g
• Alig n  d a ta  s p e c ific a tio n  a n d  d e fin itio n s  a c ro s s  d o m a in s
• Co lle c t c o re  o u tc o m e  s e ts  wh e re  p o s s ib le
• Ma p  to  re le va n t d a ta  s ta n d a rd s  (CDISC)
• Ha ve  c la rity in  le a d e rs h ip

• Ma n a g e m e n t/ a n a lys is / s a fe ty 

• Lo o k fo r o p p o rtu n itie s  fo r re g io n a l with in  d o m a in  le a d e rs h ip
• Ag re e m e n ts  fo r d a ta  s h a rin g / o wn e rs h ip  in  p la c e

If yo u  c a n ’t a lig n  u p  fro n t….
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Ob ta in in g  d a ta  fro m  m u lt ip le  s ys te m s
• Un d e rs ta n d  th e  s tru c tu re  o f e a c h  d a ta s e t
• Pu t p ro s p e c tive  p ro c e s s e s  in  p la c e  to  e n a b le  fe d e ra tio n
• Cle a r d a ta / e xp o rt s p e c ific a tio n
• Cla rity o n  re s p o n s ib ilit ie s
• Ma in ta in  m e ta d a ta
• Bu ild  re la tio n s h ip  with  th e  s ta ke h o ld e rs / d a ta  p ro vid e rs
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FAIR p rin c ip le s

Fin d a b le
Me ta d a ta  re g is te re d  in  s e a rc h a b le  re s o u rc e

In te ro p e ra b le
Us e s  s ta n d a rd is e d  c o d in g

Re u s a b le
Da ta  a re  we ll d e s c rib e d

Ac c e s s ib le
Tra n s p a re n t a c c e s s  p ro c e s s
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Co re  Min im a l Da ta s e t
Ob je c tive : De ve lo p  a  c o re  m in im a l d a ta s e t o f ke y va ria b le s  
to  c o lle c t in  c rit ic a l c a re  tria ls  e va lu a tin g  tre a tm e n ts  in  a d u lt  
g e n e ra l ICU p a tie n ts  (b a s e lin e , d is e a s e - s p e c ific )

Ha rm o n iza tio n  o f d a ta  c o lle c te d  in  c rit ic a l c a re  tria ls .
Lim it wa s ta g e  o f re s o u rc e s .
Be tte r a n d  (h o p e fu lly)  m o re  e q u ita b le  c o n d u c t o f tria ls .
En h a n c e d  p ro s p e c tive  fe d e ra tio n  o f tria l d a ta  a n d  IPD- MA.
Co m p le m e n tin g  th e  u tility a n d  u p ta ke  o f c o re  o u tc o m e  s e ts  (COS)
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Su m m a ry
• Pla tfo rm  tria ls  h a ve  e xp lo d e d  a c ro s s  c rit ic a l c a re
• In fra s tru c tu re  c a n  b e  u s e d  to  a d d  q u e s tio n s  e ffic ie n tly
• Co lla b o ra tive  a p p ro a c h  c a n  g e t to  a n s we r q u ic ke r th a n  in  

a n y o n e  p la tfo rm
• COVID- 19  s h o ws  th a t fe d e ra tin g  p la tfo rm s  c a n  b e  d o n e
• En s u re  q u a lity o f d e live ry with  c o n s is te n t s ta n d a rd s
• Pla n  in  a d va n c e  b y a lig n in g  d a ta  s p e c ific a tio n s , e ve n  if 

n o  im m e d ia te  p la n  to  fe d e ra te
• En s u re  th e re  is  c la rity a b o u t re s p o n s ib ilit ie s  in  d a ta  s h a rin g , 

g o ve rn a n c e  a n d  s to ra g e .
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Em a il: Pa u l.Mo u n c e y@ic n a rc .o rg
     @p a u lm o u n c e y
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Workforce Capability and Capacity 
Building for Platform Trials

An ECR Perspective
Presented by:

Dr Rebecca Mitting
PICU Consultant/PhD Candidate

Imperial College London
St Mary’s Hospital

Dr Trish Gilholm
Research Fellow/Biostatistician

Children’s Intensive Care Research Program
The University of Queensland
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Steering Committee Members (EMCRs) :
Kristen Gibbons, Warwick Butt, Fenella Gill, Nathalia Costa, Simon Erickson, Sai Raman, 
Debbie Long, Johnny Millar, Marino Festa, Ben Gelbart, Anton Pak, Alyssa Serratore, Trish 
Gilholm, Ash Quadir, Christabel Hong, Shane George, Alex Hussey, Kate Masterson, Renate 
Le Marsney, David Pennisi
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Barriers and Facilitators to Implementation

1. Infrastructure requirements (86%)
2. Statistical Complexity (82%)
3. Limited Expertise (73%)

1. Training and education (90%)
2. Access to experienced statisticians 

(90%)
3. Increase in funding (88%)

Barriers Facilitators

Gilholm et al 2024
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Methodological Capability 
for Design of Platform Trials

1. Lack of formal training pathways

2. Learning is informal and self-directed

3. Limited pool of expertise

4. High methodological complexity

5. Resource- and time-intensive 
design process

6. Capacity building is challenging 
but essential
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Building Methodological 
Workforce Capacity

1. Create 
structured learning 
pathways

2. Formalise 
“learning by doing”

3. Expand the pool 
of expertise

4. Lower the barrier 
to methodological 
complexity

5. Protect time for 
design work

6. Build capacity 
through teams, not 
individuals



Experiences from the UK……….. 

Insert Footer 6
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Barriers and 
facilitators to 
research in PIC



Apprenticeship programmes

Insert Footer 8



Apprenticeship programmes

Insert Footer 9



Platform trials bring an added layer of complexity, both for clinicians and for 
statisticians and trial managers

Training, mentorship and collaboration are key to successful trials, as well as 
for building the research workforce of the future. 

Early and mid career researchers must be embedded within trial infrastructure 
throughout the life cycle of the project

Funders should look favourably on projects which include plans for training 
and mentorship of EMCRs and be prepared to provide resource for this.

In Summary

Insert Footer 10



r.mitting@ic.ac.uk
p.gilhom@qu.edu.au

Thank you for listening

Insert Footer 11

We are happy to take questions both now and by email; 



Funding Models for Long-Term Platform Trial 
Infrastructure 

Prof Kristen Gibbons, The University of Queensland
Prof Padmanabhan Ramnarayan, Imperial College London

Prof Luregn Schlapbach, University of Zurich



“Perpetual” trial platform

Berry et al. JAMA 2015



Challenges

High setup “cost” Long-term stakeholder 
engagement

“One-off” funding 
models

International 
collaborations

Platform trials



Platform set up

Parent/patient engagement

PICU clinician engagement

Statistical modelling

Health economics methodology

Data infrastructure (routinely collected)



Long-term stakeholder engagement



One-off funding



Collaborations
• Timeline of funding calls  not synchronous
• Focus of funding calls  not consistent across  

funders
• Research priorities  across  boundaries  not s imilar



Solutions

Funder advocacy Joint research funding 
calls

“Drip feed” funding Federated funding 
models

Platform trials



PICU CONNECT: fund platform trial(s)

Schlapbach, Ramnarayan, Gibbons et al. Lancet CAH 2025



PICU CONNECT: funder advocacy

Schlapbach, Ramnarayan, Gibbons et al. Lancet CAH 2025



Cross-country platform funding



Funding “drip feed”

Initial “set up” 
funding

PLATFORM TRIAL

New intervention 
or domain 

funding

Set up +

New country 
funding



Federated funding

Trial 
hub

Trial 
s ites

Trial 
s ites

Trials  
s ites

Trial 
hub

Trial 
s ites

Trial 
s ites

Trials  
s ites

Trial 
hub

Trial 
s ites

Trial 
s ites

Trials  
s ites



Federated funding for federated trials
• Large international 

funding
• Large (bi)national 

grants
• Coordination/hub
• Recruitment
• Nested/anxillary work
• Capacity building



Federated funding for federated trials
• Large international 

funding
• Large (bi)national 

grants
• Coordination/hub
• Recruitment
• Nested/anxillary work
• Capacity building

• Hub infrastructure/personnel
• Full platform - domains
• Analysis  team
• Monitoring
• PPI
• International coordination
• National coordination
• Site recruitment
• Biobanking, shipment
• Sample analyses
• Workshops, webinars
• Travel/conference support
• ….



Funders perspectives 
• Visibility for funder
• Meet funding purpose "make a difference"
• Often national or regional-local flavor
• Visibility and understanding of collaborative achievements
• Philantropy local vs international scope

• Need for tangible deliverables in smaller grants-foundations too!
• Value creation by critical care
• Efficiency of funding use augmented by higher research/trial efficiency





REMAP-CAP trial
25 countries, 320 sites



Conclusions
• International platform trial collaboration to be matched by funding 

models
• Large funder calls  for platform trials, international collaboration
• Federation globally
• Importance of smaller funding sources too!
• Challenges in regulatory aspects  and administration of funding 

across diverse settings, LMICs



‘Children are not just small adults’: 
Ethical considerations for Platform Trials

Professor Asha Bowen OAM
Paediatric Infectious Diseases Specialist, Perth Children’s Hospital

@AshaBowen



Acknowledgement of country



Which statement do you agree most with?
1. Involving children in adaptive platform trials can be unethical.

2. Excluding children from adaptive platform trials can be 

unethical.



The ethical tension
Protecting children from research risk

versus
Protecting children from evidence gaps

Children should not be included by default.
But they should not be excluded by default either.



Why platform trials raise specific issues
Adaptive platform trials:
• Evaluate several targeted therapies 

for a single disease.
• Use a decision algorithm (Bayesian 

model) to determine whether a 
therapy should be added or 
removed.

This continuous evaluation allows for 
more efficient testing of new 
therapies.

However, this makes consent, safety monitoring and communication 
more complex.



How to involve children 

Figure. Examples of 3 Distinct Clinical Trial Design Strategies to Incorporate Children into Clinical Trials
(Campbell et al. JAMA Peds. 2024)



SNAP-PY: When adult evidence is not enough

• SNAP-PY is the paediatric and youth arm of 
the broader Staphylococcus aureus Network 
Adaptive Platform trial.

• We enrol neonates, children and adolescents 
within a whole-of-life adaptive platform trial, 
to generate evidence for kids.

• Early ethical considerations included:
• How to get funding?
• How to balance the primary endpoint?
• How to establish borrowing across ages?



...or Registry

(OG) Trial structure 



SNAP-PY: Funding

• Early Platform discussions planned to involve children
• Grantsmanship – adult physicians left kids out of original grant, but with 

commitment for their inclusion down the track in Australia
• SNAP funded by NHMRC in 2019
• SNAP-PY funded by NHMRC CTCS in 2021
• SNAP commenced in Feb 2022, first paed site opened in August 2022

• Different models globally
• UK integrate children and adults
• Europe still have not enrolled children
• Canada sequential involvement of children with separate grants 



SNAP-PY: Design and Statistical models

• Mortality for SAB varies between children [(3-
5%; highest in neonates) and adults (15-20%; 
highest in the extreme elderly)

• Statistical Borrowing built into simulation 
models and parameterised based on 
observational data

• We developed a method for this, and tested it 
in a real-world clinical trial



Consent should be age-appropriate, layered 
and ongoing.
• Parent/guardian consent
• Child assent where appropriate
• Re-consent at adulthood
• Short, clear first layer
• Optional detail for families who want more
• Plain-language explanation that the trial 

may adapt over time

Consent is not one moment!

Families need agency, not information overload, especially in 
difficult periods such as a SAB diagnosis.



SNAP Primary Endpoint
• All-cause mortality at 90 days after platform entry.

SNAP-PY Specific Secondary Endpoints
• Mortality by day 90
• Total index hospitalisation longer than 30 days
• New foci between days 14 and 90
• Microbiological treatment failure between days 14 and 90

This difference recognises that adult mortality alone may not 
capture outcomes that are meaningful in paediatric SAB.



SNAP-PY: When adult evidence is not enough

The key ethical question became:
• When adult results are available, should 

children continue to be randomised?



• In the adult MSSA bacteraemia 
domain, cefazolin was shown to be 
non-inferior to flucloxacillin/ 
cloxacillin.

• Adult data also showed higher acute 
kidney injury with flucloxacillin/ 
cloxacillin compared with cefazolin.

This created a real paediatric dilemma.

What happened in SNAP?

Should the paediatric 
arm stop because the 

adult result was 
available, or 

continue because 
children may respond 

differently?



Continuing SNAP-PY meant:
Children would continue to be randomised after adult 

practice-changing results were available.

Stopping SNAP-PY meant:
Paediatric treatment decisions could be shaped by adult 

data that may not reflect paediatric safety, benefit or risk.

So the ethical question was not:
‘Is it ethical to include children?’

It was:
‘Is it ethical to stop before we know whether the adult 

result applies to children?’



• The adult answer did not fully answer the paediatric question.
• At the time the adult PSSA and MSSA silos were paused, there were 

more than 1700 randomised participants overall, but only around 100 
were children.

• The DSMC had not seen the same acute kidney injury signal in 
children.

• Paediatricians also considered that children differ from adults in 
baseline comorbidities, renal risk, disease course and treatment 
tolerance.

Why SNAP-PY continued

The ethical concern was that stopping would leave children 
dependent on extrapolated adult evidence.



The decision was supported by:
• DSMC advice.
• Paediatric and pregnancy working group discussion.
• Consumer reference group support.
• Statistical working group input.
• Global trial steering committee endorsement.
• Ethics review.
• Paediatric-specific simulations.
• Strengthened creatinine testing for AKI assessment.

What made continuing ethical?

This is the difference between inclusion and ethical inclusion



Closing Early oral switch Domain



Imaging: Radiation exposure



Excluding children can delay access to 
evidence-based care. This is especially 
important when:
• The condition affects children
• Clinicians will use the intervention 

anyway
• Adult-only evidence will be extrapolated 

into paediatric practice
• Paediatric safety signals may differ
• Children in underserved settings may be 

left behind
• Comparative effectiveness data needed

Equity and evidence



• SNAP-PY shows that children should 
not be included in platform trials by 
default.

• But they should also not be excluded 
by default.

• When children are affected by the 
condition, and trial results are likely 
to shape paediatric care, exclusion 
can create its own ethical problem.

Lessons learned from SNAP-PY

Excluding children may protect them from research risk, but it 
can also expose them to evidence-poor care.



Take home message
• The ethical question is not whether children should be 

included or excluded.
• The ethical question is whether the trial has been designed 

well enough to include them safely, respectfully and 
meaningfully.

SNAP-PY is an example of ethical paediatric persistence: 
continuing carefully, rather than relying only on adult 

evidence.





NHMRC 1184238; 2014900; 
MRFF 2017301
NZ HRC 20/344
Canada  CIHR 451092, 485083, 
451092
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Netherlands  ZonMw 
10140022110014

Thank you to our funders and collaborators!



International Platform Trials Symposium:
Patient and Family Engagement within Platform 

Trials 
Dr Julie Menzies

RN, PhD
Clinical Academic Nurse Researcher, Paediatric Critical Care

Lead Nurse (Research) Faculty Nursing Education and Research
Bristol NHS Foundation Group 

Visiting Fellow, University of the West of England, Bristol, UK
Hon Senior Research Fellow, Imperial College, London, UK



Plan Terminology

Who have we engaged with?

What have they told us?

How have we engaged with people? 

Why do we need to sustain this?

What impact is this having?



Patient and Public Involvement and Engagement (PPIE) 

What it is..
research being carried 

out ‘with’ or ‘by’ 
members of the public 
rather than ‘to’, ‘about’ 

or ‘for’ them.

Involvement: 
active, collaborative 
partnership 
between patients 
/the public and 
professionals 
throughout a 
project's lifecycle

Engagement: 
sharing information 
about research and 
research findings 
with patients and 
the public



PPIE is a Golden thread ‘woven’ through..



PPIE is a Golden thread ‘woven’ through…

PPIE to support PIVOTAL.. 



Where do you start??

Maintenance 

Oversight 

Consent 

Support 

Dissemination 



Initial PPIE 2022 
Approached Chief Investigators of 
PCC Trials in past five years to invite:
- PPIE co-applicants
- PPIE members
- PPIE representatives on Steering 

Groups

Key consideration:
Experience of PICU 
AND
Experience of PPIE
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• Child admitted 4 UK PICUs
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PPIE within the Accelerator Grant

1.PAG: 10 members

Feedback:
Missing the voices of Young People

2023-2024



PPIE within the Accelerator Grant

Young Person’s Advisory Group (YPAG) 
(Bristol, UK). 
Experience of: 
• personal/ sibling /family member PICU/ICU 

admission OR 
• trial participation OR
• in-hospital admission

6 YP
Age 13-21 yrs
Ethnically diverse
Gender: 4 females, 2 
males

110 members.  
16 expressed interest
6 invited to participate.

2023-2024



PPIE within the Accelerator Grant

Young Person’s Advisory Group (YPAG) 
(Bristol, UK). 
Experience of: 
• personal/ sibling /family member PICU/ICU 

admission OR 
• trial participation OR
• in-hospital admission

6 YP
Age 13-21 yrs
Ethnically diverse
Gender: 4 females, 2 
males

110 members.  
16 expressed interest
6 invited to participate.

2023-2024

Virtual focus group meetings
1:1 phone / teams 
Emails

F l e x i b i l i t y  



PIVOTAL 2024 application

1.PAG: 10 members
2 members PPIE co-applicants 

2. YPAG 6 members

PPIE Leads: Dr Julie Menzies & Prof Kerry Woolfall, 
University of Liverpool 



PPIE PIVOTAL 2025

1.PAG: 10 members
2 members PPIE co-applicants 

‘Gap’ Parents of children with 
congenital heart disease

1b. Cardiac PAG: 4 members
Recruited through Cardiac Consultants
• 1 male, 3 females
• Children different CHD / elective/ 

emergency pathways
• Varied ethnicity and geography (Mids/SE)



PPIE PIVOTAL 2025

1.PAG: 10 members
2 members PPIE co-applicants 

2. YPAG 1 remaining member

‘Gap’ Parents of children with 
congenital heart disease

1b. Cardiac PAG: 4 members
Recruited through Cardiac Consultants
• 1 male, 3 females
• Children different CHD / elective/ 

emergency pathways
• Varied ethnicity and geography (Mids/SE)

5 ‘new’ members
• 4 males, 2 females
• Age 14-17years
• Varied ethnicity / geography within 

SW
• Varied health & care experience

Re-recruitment 



PPIE PIVOTAL 2026

1.PAG: 15 members (combined 
two groups)
- 6/10 original members
- 3/4 cardiac PAG
- 6 ‘new’ members recruited from 

national PPIE group 

2. Young Person’s Advisory 
Group (YPAG) 

6 members



Good practice principles

Build relationships Diversity: consider 
and address ‘gaps’

Training Re-orientate each 
time

Regular contact/ 
updates Check in pre/post 

Payment (attendance 
and prep)



What did people say? 

Work package 1:
CYP: 18 (2 focus groups- 1 face to face, 1 virtual)

Parents/carers: 15 (2 focus group, virtual)

Work package 2:
Health Care Professionals: 53

4 FG- face to face (n=40)
2 FG- virtual (n=13)

PPIE

Q
ua

lit
at

iv
e 

w
or

k



Qualitative work 2023/24 

Mitchell 
et al 
2025

Who?

When?

When?

How? 

Info- 
PIS

Materials: 
Animated 

video 

Consent 
model

‘Inclusive’

Outcomes

Domains: 
no. & 
topics

Information 
PIS

consent 

Deferred 
consent 

Max 3 

Mitchell et al, 2025, 
BMJ Open

‘One size does not fit all’

1. Fluid

2. Sedation

1. CYP quality of life 
2. Survival



Animated video 2026



PAG feedback May 2026

• Script amendments
• Illustration amendments
• PAG to re-review 

“The message needs to be clearer 
that these are low risk treatments. 
I don’t think this is clear enough at 

the moment”

“The language is too technical and 
hard for people where English is 

not their first language”



YPAG feedback June 2026
“Haemogloblin threshold is hard for a 

non-medical person”

“All the children and parents look visibly distressed and 
shaken.. I know this might be the case in real life, but could 

you show both patients and parents with neutral 
expressions as this might worry viewers”

“With a timer on their head, it looks like the patient's 
running out of time, like they’re going to die.”

• Script amendments
• Illustration amendments
• PAG to re-review 



Impact

Act

Feedback 

Listen

Principles
1. Timely
2. Clarity on where PPIE 

sought
3. Manage expectations
4. Not all feedback can 

be incorporated
5. Update on how acted 

on (or not)



Feedback 
Feedback 2024 – Platform Grant 
submitted

Feedback 2022: NIHR Accelerator 
grant submitted

‘Thank you so much for updating us on the progress 
of the platform trial. I’ll make sure the YPAG 
members who took part in your session are 

updated.. They will love to hear this update.’ 
YPAG facilitator 



Impact
• Grant funded: “The committee 

considered this to be a strong application 
with good PPI” 

‘I’m really happy to hear that 
the funding has been granted. 
I’m very happy to stay involved 
and help other families whose 

child is admitted to PICU’ 
(K, PAG member) 

“I’ve never had this before where a study we’ve 
advised on has got to this stage. It’s so exciting 
it’s actually open and people right now are 
going into the study.” 
(YPAG member, 27th May 2026)

£6.5million

• PAG & YPAG experience: Positive 
feedback on the work and their 
involvement. 

Open sites: 9
Recruitment to date: 138 participants



Impact reporting

1. NIHR learning for involvement page

3. Public Involvement in Research Impact 
Toolkit (PIRIT) (Newman et al 2023)
- How to plan and integrate public involvement
- Track public contributions 
- Report impact against the UK standards for 

Involvement 

2. NIHR Standards for Involvement (2019)



The PPIE 5-year plan

2025

2026

2027 2029

2028 2030

YPAG- 6 members
PAG- 10 members
12 meetings / 63 months

2 meetings 1 meeting

4 meetings 1 meeting

2 meetings

2 meetings

Golden 
thread



Thank you for listening
Contact details: 

julie.menzies@uhbw.nhs.uk
k.woolfall@liverpool.ac.uk
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