Patient and Public Involvement (PPI) in
Research

I

T T

IRISH RESEARCH COUNCIL

An Chomhairle um Thaighde in Eirinn

Lo LA
Whiston

Lucy

Research Fellow
Ghetle Ache Clath ——— - DC_U PPl Ignite
Dollip ity Utversity S School of Nursing, Psychotherapy and

Community Health



Objectives

—ldentify public and patient involvement (PPI) in research

—Understand the benefits and challenges of PPI In
research

—Develop a plan for PPI in your own research

—Locate resources and supports for PPI in research
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What is PPI?

PPl is ‘research being carried out ‘with’ or ‘by’ members
of the public rather than ‘to’, ‘about’ or “for’ them’ (2).

Who
— Those whom the research will impact or affect

What

—Engagement X
—Participation X
—Involvement v
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PPl Example
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Terminology- patients and the publice4

Patients Consumers Service users
Customers Diabetic People
Public Members of the general public
Citizens Experts by experience
Advocates PPl contributors Patient organisations

Support groups

Family members Carers Caregivers




Terminology- involvement @

Involvement: where people are actively involved in
research projects and research organisations

Participation: where people take part in a research study

Engagement: where information and knowledge about
research is shared with the public




Importance of PPI

Growth and interest
—-14% increase In reported PPI 2007-2010 (5)

Moral/ethical arguments

More credible, higher quality research (5-9)
- More appropriate and relevant research

- Improvements in recruitment

- More user friendly data collection

- Enhanced implementation and dissemination



Importance of PPI

Research and funding body support

—Aided researchers in securing funding (10)
—Cochrane Colloguium 2018 a Patients Included event
—European Commission (Horizon 2020)

—British Medical Journal

-IRC

-HRB




Barriers to PPI

Time
- 66.7% (18/27) of researchers

— ‘A lot of our member have complained about the last minute
call of “We are submitting a grant application in two days
time...Do you have patients who can play these roles?” (Mary)

Implementation
—Funding 59.3% (16/27) of researchers
—Recruitment 59.3% (16/27) of researchers

— ‘Payment is one thing and | know how tricky and complex that
IS... In some research projects it might be difficult to pay people
and then in others there are issues with welfare payments and
all sorts. That is a barrier.’(Vincent)



Enablers to PPI

Researchers

- Accessible patients and public 74.1% (20/27)
- Links with organisations 70.3% (19/27)

- Positive impacts on research 70.3% (19/27)

Patient organisations
—Support for PPI

- ‘Most patient organisations are on side with this...there Is
a great hunger among patients and families’ (Howard)

—'The PPl Ignite is a really, really strong enabler’ (Mary).



What to think about

APi National Standards for involvement (11)

Principles Purpose Presence Process Impact
- Equality - Why - Who - How - Qutcomes
- Fairness - Outcomes - Role - Supports - Evaluation
- Respect - Limits - (2, 14, - (1, 16- - (1,2, 20-
Ollscoil Chathair = InCIUSiVity = (2,12'14) 15) 19) 22)

Bhaile Atha Cliath
Dublin City University
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PPl Resources

—There is no ‘one size fits all’ approach
—Avallable resources (reference list)

PPl Ignite Awards

—Training

—Resources (https://www.dcu.ie/ppi/resources.shtml)
—Support and guidance

—Partner organisations



https://www.dcu.ie/ppi/resources.shtml

PPl Resources

DCU PP lgnite PPl in Reseorch Seminar Slides ond Recordings DCU PPl Ignite
[2018-2019 and 2019-2020)

Resources

v Anintroductionto PP1{DCU PP Ignite)
v PPlingrant applications (HRB)

Some resources that might be helpful as anintroduction to PPl in research are below.

v Developing o PPIproject(Liom MacGabhann and Brendan)

v Communicating with patients, the public and patient organisations (vl Kennan, HRC| and Laura Bracy, Fighting
Blindness)

An introduction to PP

« Briefing notes for researchers: involving the public in NHS, public health and social care research

' The Who, hOW, whgt Oﬂd Why Of PPl (Ggry Hi(key' |NVOLVE) https://www.invo.org.uk/wp-content/uploads/2014/11/9938_INVOLVE Briefing_Notes WEB.pdf
v Witing aloy abstract (Sean Driver, NALA)

« National Institute for Health Research. Patient and public involvement in health and social care research: A handbook

' BUdgCtlﬂg {Or M ( LUCY WhiStOﬂ, DCuU PPl ignltc) for researchers by design services London

file:///C:/Users/whistonl/Downloads/RDS_PPI-Handbook_2018_WEB_VERSION.pdf

https oive googe.com/open’
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« NHS Health Research Authority Principles for PPI




PPl Resources

—There is no ‘one size fits all’ approach
—Avallable resources (reference list)

PPl Ignite Awards

—Training

—Resources (https://www.dcu.ie/ppi/resources.shtml)
—Support and guidance

—Partner organisations



https://www.dcu.ie/ppi/resources.shtml

PPl Resources

Organisations

- INVOLVE

- NIHR

- NCCPE

- PCORI

- International PP| Network

Journals
- Health Expectations
- Research Involvement and Engagement




Questions?

IRISH RESEARCH COUNCIL

hhhhhhhh i

/7? Lucy.whiston@dcu.ie

@PPI Ignite DCU deu.ie/ppi [y

Bhaile Atha Cliath S
Dublin City University Il’elan
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