
Why involve patients and the public?
The importance of involving patients, carers and members of the public to ensure more relevant 

and better quality research is well recognised (Boote et al. 20021). More and more, funders expect 

to see patient and public involvement (PPI) in the grant submission and research process. This 

poster looks at just some of the work in public involvement taking place in the East of England in a 

collaboration initiated by the Research Design Service.

Cross-organisational working
Since 2010 organisations across Eastern England, led by the NIHR Research Design

Service (RDS) have been working together to:

• Form an informal „RDS PPI Working Group‟ which meets regularly to share
knowledge and pool resources

• Learn from the experience of existing patient groups

• Create a new patient group (see opposite)

• Set up an annual forum for all interested groups and individuals 

• Develop targeted training for lay people and researchers

Patients and members of the public contributing 

to research
There is significant patient and public involvement activity across the NIHR and NHS 

community in the East of England with a large number of groups linked to research 

networks, university departments and research projects.

These include well-established partnerships with service users and carers in specific 

fields of research such as research in mental health and learning disabilities within the 

NIHR Collaboration for Leadership in Applied Health Research and Care (CLAHRC) for 

Cambridgeshire and Peterborough, Cambridgeshire and Peterborough NHS 

Foundation Trust and the Mental Health Research Network (East Anglia Hub).

There are also generic PPI in research groups that provide lay input including:

• PPI in Research (PPIRes) A group of 74 volunteers from across Norfolk and Suffolk. 

PPIRes supports the work of NHS Trusts and the University of East Anglia's health and 

social care researchers since 2004. It is hosted by NHS Norfolk.

• University of Hertfordshire Centre for Research in Primary and Community Care 

(CRIPACC) This runs Public Involvement in Research Group (PIRG), focusing on 

research aimed at adults; and RAGs (Research Advisory Group) for younger people. The 

groups are involved with university and external research.

• University of Essex School of Health and Human Sciences Service User Reference 

Group (SURG), which supports the school‟s research, teaching and governance.
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Creating a new patient and public 

involvement in research group
A need was identified by service users for a general patient and public forum 

covering the whole of Cambridgeshire and Bedfordshire and any field of health 

and social care research. The group would help facilitate links between 

researchers, members of the public and existing patient and carer research 

groups in the area and encourage greater public involvement in research.

The new group takes shape
• Public invited to launch event November 2011

• Attendees choose a new name for the group: INsPIRE (patIeNt and Public

Involvement in REsearch)

• 30 members

• Discuss research ideas, review documents, sit on advisory/steering groups

• Hosted by Cambridgeshire Community Services NHS Trust 

INsPIRE: Progress so far
• 30 active members

• Most members trained on patient roles in research (see also below)

• Group involved in 24 projects

• 23 research teams assisted

Training lay members
One of the RDS PPI Working Group‟s successes has

been to co-ordinate training for lay members and 

interested researchers:

• A series of five workshops exploring the research

cycle developed by PPIRes, Charlie Davison (the

trainer) and the RDS

• Now widely used by members of the RDS PPI

Working Group across the East of England

• The RDS PPI Working Group have jointly piloted the

MacMillan “train the trainer” workshop that aims to build

research partnerships between lay members and researchers –

now looking at ways of sharing training resources and expertise

What’s next?
We are now looking at:

• Ensuring researchers cost patient involvement into their bids

• Promoting the groups to researchers

• Educating researchers about the value of patient input

Continued work in these areas will help us to embed patient and public 

involvement in the region‟s research culture – so that researchers and patients 

come to expect and demand it.

Contact details
To find out more about the topics discussed in this poster, please pick up any of 

the information leaflets provided or contact:

Dr Doreen Tembo, Patient and Public Involvement in Research Lead, NIHR 

Research Design Service for the East of England

M: 07920 467901 (preferred contact)

T: 01206 874856

E: dtembo@essex.ac.uk
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1. Reference: Boote J (2002) Consumer involvement in health research: a review and research agenda. Health Policy. 61, 213-236.

RDS PPI Working Group
Together the group‟s members cover 
all of the East of England:
 NIHR Research Design Service East of 

England
 INsPIRE (see above, right)
 Cambridgeshire Community Services 

NHS Trust
 Cambridgeshire and Peterborough NHS 

Foundation Trust
 NIHR Collaborations for Leadership in 

Applied Health Research & Care, 
Cambridgeshire and Peterborough
 NIHR Dementia and Neurodegenerative 

Diseases Research Network 
(DeNDRoN) East Anglia & North 
Thames
 NIHR West Anglia Comprehensive 

Local Research Network
 CRIPACC / PIRG, University of 

Hertfordshire (see above)
 NHS Norfolk‟s PPIRes (see above)
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