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Some	terminology-PPI

http://www.invo.org.uk/public-involvementparticipationengagement-in-research/

Research	carried	out	
‘with’	or	‘by’	members	of	
the	public	rather	than	‘to’,	
‘about’	or	‘for’	them	
(INVOLVE)	

When using the term ‘public’ we include patients, 
potential patients, carers and people who use 
health and social care services as well as people 
from organisations that represent people who use 
services. Whilst all of us are actual, former or 
indeed potential users of health and social care 
services, there is an important distinction to be 
made between the perspectives of the public and 
the perspectives of people who have a professional 
role in health and social care services.

Involving patients and the 
public in research is key to 
ensuring all aspects of 
research are relevant and 
accessible to the community 
in which the research is 
directed.



Definitions



Examples of  PPI involvement:
• As joint grant holders or co- applicants on 

a research project;
• involvement in identifying research 

priorities;
• as members of a project advisory or 

steering group; 
• commenting and developing patient 

information leaflets or other research 
materials;

• undertaking interviews with research 
participants (Co-researchers)

• user and/or carer researchers carrying out 
the research. 

What its not:
• Participants	in	research	
project/clinical	trial;

• Donating	sample	materials	for	
research

• Answering	questionnaires	
• Providing	opinions	in	focus	
groups/seminars/conferences	
etc.	



• HRB	PPI	Ignite	Awards	2017:	
Supporting	Public	and	Patient	
Involvement	in	Research	

• HRB	survey:	gap	around	need	for	
support	&	advice	about	how	to	include	
public/patients	in	research	to	ensure	
meaningful	collaboration	&	partnership

• Awards	designed	to	address	this	gap	
through	building	capacity	for	PPI	in	
research	in	Irish		universities	

• Working	towards	a	National	PPI	Ignite	
Network	

Embedding	PPI	in	Irish	research	culture-Its	not	going	away!



#ppi_ignite





Where does the 
project lie on the 
“avocado”?
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A significant focus of the UCD PPI Ignite Connect program is to overcome the 
often-identified challenges as noted by UCD researchers and within the 
literature of engaging ‘seldom heard groups’. Seldom heard’ a term defined 
by NHS involvement:

“Describe groups who may experience barriers to accessing services or are 
under-represented in healthcare decision making.”

Being ‘seldom heard’ indicates that existing structures, organisations and 
services that target their needs are not adequately enabling their voice to be 
heard via their current participation processes.

http://www.nhsinvolvement.co.uk/connect-and-create/auto-generate-from-title/seldom-heard-groups










Using a Co-design 
Approach The co-design employed in this study was

guided by principles of authentic
collaboration with older people and
representatives of frail older people.

Ten participants were recruited from the
membership of NGO and community-
based patient and public advocacy
organisations.

Eight healthcare practitioners were
involved on a rotating basis along with
three academic researchers from UCD.



Four Pillars 
of 
Involvement 

1. Research environment and receptive 
contexts; 

2. Expectations and role clarity; 

3. Support for participation and inclusive 
representation and;

4. Commitment to the value of co-
learning involving institutional leadership.
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