


Claire Kerr, Karen McConnell & Helen Savage 

11th June, 2019 

 

Piloting UK Standards 

for Public Involvement in 

Research:  

The Northern Ireland 

Cerebral Palsy Register 

‘test-bed’ experience 



Cerebral Palsy is a 

wide-ranging condition 



Cerebral Palsy in Northern Ireland 

Approximately 55 children are born with CP each year in NI 



Public Involvement (PI) in NICPR 

 

• Parent and patient membership of the Northern Ireland 

Cerebral Palsy Register (NICPR) Advisory Committee 

• Annual report 

• Family conference/study days 

 

• But how to EMBED public involvement day-to-day? 

 

 

 

 



February 2018 



What are the Public 

Involvement (PI) Standards? 

The Standards are a set of statements that describe what 

good public involvement in research looks like.  

Together they provide a framework for improving the quality 

and consistency of public involvement in research.  

 





(1) Create a PI group of 
adults and young people 
with cerebral palsy and 
their family, carers and 
friends.  
  
(2) Collaboratively 
determine terms of 
reference, activities and 
training needs of PI 
group. 



Develop flexible, jargon-free 
communication methods to 
meet the needs of different 
audiences. 



Record and monitor PI 
activity and develop 
standardised evaluation 
processes 



March 2018 

• NICPR named as one of ten ‘test-beds’ to work with NIHR 

on piloting the UK PI Standards 

• Variation in locations, size, conditions and affiliations 

• Supported by workshops, teleconferences & shared 

resources 

 

 

 

 

 



April 2018 
First NIHR 
workshop 
(London) 

May 2018 
Local meeting to 

plan set up of 
dedicated  
PI group 



July-Aug 2018 
Launched & promoted 
Community Mailing List 



Sept-Nov 2018 
PI video;  

planning & 
hosting first PI 

event 

Considerations 
Location and Access 

Dietary requirements 
Communication requirements 

Childcare 
 

Attendance numbers (32/16/6) 



Oct 2018-Jan 2019 
World CP Day & 
dissemination 

activities 



Jan 2019 
1st PI group 

meeting 

Terms of reference of group 
Scope of activities 
Training needs 



April 2019 
PI group training 



May 2019 
2nd PI group meeting;  

PI webpage;  
Final NIHR workshop 



Progress on our original aims 

Create a PI group of 
adults and young people 
with cerebral palsy and 
their family, carers and 
friends.  
  
Collaboratively 
determine terms of 
reference, activities and 
training needs of PI 
group. 

Develop flexible, 
jargon-free 
communication 
methods to meet 
needs of different 
audiences. 

Record and 
monitor PI activity  
 
…and develop 
standardised 
evaluation 
processes. WORK IN  

PROGRESS 

WORKING TOGETHER COMMUNICATIONS IMPACT 



Reflections on piloting the PI Standards 

and lessons learned... 



Framework 

Flexibility 

Clarity 

Structure 
activities 

What was been the greatest benefit of implementing 
the Standards in your project/organisation/network? 



Over-complicated 

Overwhelming Resources 

What was the greatest challenge? 

How to measure 
impact? 



Some last thoughts from Helen on her PPI 
experiences to date… 

“Shared my personal journey” 

“Advocated for others with CP” 

“Encouraged others with CP, and 
their families, to engage with 

public involvement that will result 
in high quality research to improve 

the lives of people with CP” 

“benefitted me personally as I have gained 
confidence with public speaking, meeting new 
people and  getting involved with new projects 

that will make a difference to people’s lives now 
and in the future” 



Thank you 

 
c.kerr@qub.ac.uk  

 

nicpr@qub.ac.uk 

https://www.qub.ac.uk/research-centres/NorthernIrelandCerebralPalsyRegister/ 

 


