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Report overview
This report is a summary of a workshop organised by INVOLVE in January 2010. The need for 
training	and	support	for	public	involvement	in	research	has	been	identified	by	many	within	the	
research community (see section 1.1). This workshop aimed to:

•	 share	information	and	learn	about	innovative	ways	of	providing	training	and	support	for	public			
 involvement in NHS, public health and social care research

•	 consider	how	training	and	support	needs	for	public	involvement	in	research	can	be	better		 	
 addressed.

The	priorities	identified	by	workshop	participants	indicate	their	commitment	to	public	involvement	
in research, but highlight the continued need for further action in this area (see section 1.6).
Working to addressing training and support needs remains a high priority for INVOLVE. 
Undertaking some projects ourselves and working closely with others is required to ensure the 
identified	needs	and	priorities	are	met	(see	section 1.7). 

Workshop participants valued the event, especially the opportunity to share ideas and learn from 
each other (see section 1.8).

A highly useful outcome of the workshop is the catalogue of diverse examples of training and 
support for public involvement in research presented in the second part of this report.

This report is structured as follows:

•	 PART 1 summarises what happened at the workshop

•	 PART 2 details twelve examples of training and support for involvement in research

•	 in	the	Appendices we provide some additional information including the workshop programme,  
	 a	full	list	of	priorities	identified	by	the	workshop	participants	and	a	list	of	everyone	who	attended.

1



www.invo.org.uk www.invo.org.uk

Part 1: Workshop report

2

  
  
  Background to the workshop

INVOLVE is a national advisory group which promotes and supports greater public involvement 
in NHS, public health and social care research. INVOLVE is funded through the National Institute 
for Health Research (NIHR).

The Empowerment Working Group, one part of the INVOLVE advisory group, aims to help develop 
an environment where people affected by NHS, public health and social care research have the 
opportunity and are equipped to have an active role in determining what and how research is 
prioritised, commissioned, undertaken, disseminated and put into practice.  

The Empowerment Working Group organised a workshop on 19th January 2010 at the Wellcome 
Conference Centre in London. 

Identified need for training and support for public involvement in research

As interest in public involvement in research has grown, so has the need for training and support 
to ensure good practice in this area. While many researchers and research organisations are 
developing public involvement strategies and practices, they do not always have the resources or 
capacity to develop and deliver training to members of the public getting involved, or for researchers 
to develop their skills in this area.

The	need	for	training	for	researchers	and	members	of	the	public	has	been	identified	through:

•	 an	INVOLVE	survey	in	2008	of	researchers	linked	to	the	NIHR	Research	for	Patient	Benefit		 	
 Programme which found that training was a priority for researchers (1)

•	 a	recent	survey	of	NIHR	supported	research	organisations	and	groups	in	the	North	West	of		 	
	 England	which	identified	training	as	a	priority	for	researchers	and	members	of	the	public	(2)

•	 the	NIHR	Central	Commissioning	Facility	and	the	UK	Clinical	Research	Collaboration	who		 	
	 identified	the	need	for	training	for	members	of	the	public	who	get	involved	in	research	
 commissioning committees

•	 members	of	the	public	who	are	involved	in	research	at	a	strategic	level	who	have	identified	the		
 need for ongoing learning and development (3)

•	 the	NIHR	Clinical	Research	Network	Coordinating	Centre,	which	convened	a	working	group	early		
 in 2009 to look at this issue within the clinical research networks. 

1.1
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This workshop was organised to:

•	 share	information	and	learn	about	innovative	ways	of	providing	training	and	support	for	public			
 involvement in NHS, public health and social care research

•	 consider	how	training	and	support	needs	for	public	involvement	in	research	can	be	better		 	
 addressed.

The people invited to take part in the workshop were those who had experience of training or 
support for public involvement in research and people who have responsibility for training and 
supporting people within their research organisation.

This workshop was viewed as a way of developing a more coherent, systematic and dedicated 
approach to training and support for public involvement in research.

   
        
  Defining some of the terms used in this report

By involvement in research, we refer to an active partnership between the public and researchers 
in the research process, rather than the use of people as ‘subjects’ of research. Active involvement 
may take the form of consultation, collaboration or user control. Public involvement in research is 
often	defined	as	doing	research	‘with’	or	‘by’	the	public,	rather	than	‘to’,	‘about’	or	‘for’	the	public.	
This would include, for example, public involvement in advising on a research project, assisting in 
the design of a project, or in carrying out the research. 

By public we mean:
•	 patients	and	potential	patients	
•	 people	who	provide	care	or	support	on	an	informal	(i.e.	unpaid)	basis	
•	 parents/guardians
•	 people	who	use	health	and	social	care	services
•	 disabled	people
•	 members	of	the	public	and	communities	who	might	be	targeted	by	health	promotion,	public	health		
 and social care 
•	 groups	asking	for	research	because	they	believe	they	have	been	exposed	to	potentially	harmful		
 substances or products 
•	 organisations	that	represent	people	who	use	health	and	social	care	services.

The term the public	is	understood	to	include	a	rich	diversity	of	people,	whether	defined	by	age,	
colour, race, ethnicity or nationality, disability, gender or sexuality, who may have different needs 
and concerns. 

While at INVOLVE we use the term ‘public involvement’ to describe active involvement in research, 

1.2
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in this report we have also used the terms preferred by each contributor – for example ‘consumer 
involvement’, ‘service user involvement’ or ‘patient and public involvement’.

In	this	report,	we	define	training as activities that are intended to enable people (public and 
professionals) to develop their knowledge and skills in relation to involvement in research. These 
may include training courses, workshops and training materials (such as manuals or web-based 
resources).

By support we mean:

•	 the	ways	in	which	individuals	(public	or	professionals)	are	helped	to	maintain	involvement	in		 	
 research, for example through a learning set or mentoring scheme 

•	 the	organisational	support	structures	which	are	required	to	facilitate	involvement,	including		 	
	 appropriate	systems	for	supporting	the	public	within	organisations	and	across	local/regional		 	
 research communities.

  

  What happened at the workshop?       
   
The workshop was chaired by Ade Adebajo, member of INVOLVE and Consultant Physician in 
Rheumatology, Barnsley Hospital NHS Foundation Trust. The workshop had three parts:

•	 a	plenary	session	to	set	the	scene

•	 three	themed	sessions	to	share	examples	of	training	and	support	for	public	involvement	in		 	
 research

•	 a	discussion	about	what	the	priorities	for	training	and	support	across	the	range	of	organisations		
 represented at the workshop were, and what was required to take these priorities forward. 

    
  
  Plenary session – setting the scene

There were four presentations to help to set the scene. These were from:

•	 Sara	Morris,	who	talked	about	a	scoping	exercise	on	training	for	public	involvement	in	research		
 in the North West

•	 Derek	Stewart,	who	talked	about	learning	as	an	exchange

•	 Leanne	Metcalf,	who	offered	a	perspective	from	medical	research	charities

•	 Rachel	Purtell	and	Katrina	Wyatt,	who	talked	about	service	users	and	researchers	working		 	
 collaboratively.  

1.3
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n Training for involvement: setting the scene 

Presented by Sara Morris, on behalf of the North West public involvement collaboration working group

Sara had undertaken a small scoping study to look at training for public involvement in research 
in the North West. She found that:

•	 there	was	very	little	training	available	which	focused	specifically	on	involvement	in	research

•	 some	(but	not	much)	training	was	available	on	public	involvement	more	generally

•	 a	lot	of	research	courses	mention	public	involvement	in	their	course	outlines,	but	very	few		 	
	 offered	specific	modules	on	this

•	 some	training	was	offered	within	courses	run	in	other	disciplines	(e.g.	social	work,	criminology,		
 management)

•	 there	was	a	variety	of	relevant	training	courses	that	covered	some	aspects	of	public	involvement		
 in research (e.g. participatory research, empowerment, inclusion and citizenship) – but these   
 were not available in one learning package.

Sara found a range of training providers. These include the National Institute for Health Research 
(NIHR) Clinical Research Network Coordinating Centre, NIHR Research Design Services, NHS 
Trusts	and	some	universities.	The	training	offered	ran	over	one	to	five	days.	

Sara raised a number of questions.

•	 Do	we	need	specific	training	about	public	involvement	in	research,	or	are	the	same	skills		 	
 required as those for public involvement more generally?

•	 What	are	the	training	needs	of	members	of	the	public	who	get	involved	–	do	these	relate	to		 	
	 enabling	skills	and/or	research	skills?	Or	do	people	need	support?

5
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•	 Do	researchers	need	different	training	to	develop	skills	in	public	engagement	(e.g.	communication		
 skills, community engagement skills)?

•	 Should	training	be	standardised	into	an	accredited	career	pathway?

n Learning as an exchange 

Presented by Derek Stewart, National Institute for Health Research, Clinical Research Network 
Coordinating Centre

Derek used the analogy of two water glasses. So often in training and learning we see people as 
empty	glasses,	which	need	to	be	‘filled	up’	with	knowledge.	This	is	not	the	case.	Derek	suggested	
we are all like glasses that have some liquid in them – we all have some knowledge. The important 
thing is to share our learning. He used another analogy, this time from D.H. Lawrence, arguing that 
it’s	not	about	filling	a	bucket,	but	about	lighting	a	fire	underneath	the	bucket.	Derek	finished	by	
reading a poem by Carol-Ann Duffy, called River,	which	was	first	published	in	The Other Country, 
Anvil Press Poetry, 1990
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n A perspective from medical research charities 

Presented by Leanne Metcalf, Asthma UK

There are over 100 medical research charities in the UK. They vary hugely in size – from very small 
organisations that might fund one research project a year, to very large organisations such as 
Cancer Research UK with a research budget of over £300 million. They cover a range of conditions.

Charities are overseen by a board or council of trustees, who are members of the public. They 
make the ultimate decisions about annual research budgets and which research the charity should 
fund. For many charities, this has been the extent of their public involvement to date. But more 
medical research charities are beginning to involve the public in all areas of their work. There is no 
formal	requirement	for	charities	to	do	this,	but	there	are	several	factors	that	seem	to	be	influencing	
this development: 

•	 the	need	for	transparency	and	for	charities	to	be	fully	accountable	to	their	supporters	for	how			
	 they	spend	their	money	on	benefiting	the	people	the	charity	exists	to	serve

•	 charities	are	increasingly	being	seen	as	‘patient	organisations’

•	 recent	legislation	from	the	Charity	Commission	means	that	charities	must	demonstrate	that	the		
	 work	they	do	will	benefit	the	public.

The Association of Medical Research Charities (AMRC), the sector’s umbrella organisation, has 
argued that public involvement is the ‘natural ground’ for medical research charities. The AMRC 
has recently published guidance on this – see www.amrc.org.uk – and follow the links to the 
Natural Ground project. 
 
Some of the challenges faced by charities that are working to involve the public in research include:

•	 some	charities	are	membership	organisations	and	therefore	the	work	they	do	is	informed	by,			
 and in support of, their members – who may not necessarily be patients or carers, and also   
 may not be that interested in research

•	 some	charities	work	in	rare	diseases	or	with	people	with	life-limiting	illnesses	which	can	make		
 it harder to involve people

•	 some	charities	may	not	have	the	skills	or	the	resources	to	develop	involvement

•	 it can be hard for charities to deliver training at a local or even regional level for service users,  
 if resources are limited

•	 those	people	who	wish	to	get	involved	will	have	different	levels	of	skills	and	experience,	so		 	
	 developing	training	that	is	useful	for	all	can	be	difficult.

7
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n Service users and researchers working collaboratively 

Presented by Rachel Purtell and Katrina Wyatt, Folk.us

Folk.us advises, develops and supports patient, service user and carer involvement in health and 
social care research in Devon. Folk.us develops and delivers training; supports service users, 
patients and carers to develop research projects; advises researchers how to involve people, and 
develops policies to support involvement in research. Rachel and Katrina performed a role play 
about the importance of researchers talking with service users, so that there is clarity about: 

•	 whether	service	users	want	training	–	and	if	so,	what	about

•	 why	are	service	users,	patients,	carers	and	the	public	offered	training:	

	 	 •	 to	make	service	users,	patients,	carers	and	the	public	more	useful	to	the	systems	and		 	
   structures?

	 	 •	 to	help	service	users,	patients,	carers	and	the	public	fulfil	their	own	aspirations?

•	 whether	there	is	a	need	for	training	for	a	whole	research	committee	about	what	involvement	is		
 and how to take it forward

•	 the	support	needs	of	service	users	who	get	involved	in	research.

  
      
 The themed sessions

After the plenary session, there were three themed sessions taking place concurrently.

•	 Training	for	public	involvement	in	research

•	 Support	for	individuals

•	 Organisational	support

Three examples were discussed in each of the themed sessions following a similar format which 
aimed to encourage focused discussion and good interaction between the participants. 

•	 All	the	presenters	of	the	examples	of	training	and	support	had	prepared	a	short	background		 	
 paper prior to the workshop. This had been circulated to the workshop participants in advance.  
 The presenters gave a short overview of the example at the start of the session. 

•	 Another	workshop	participant	had	agreed	to	read	the	background	paper	in	advance	and	prepare		
	 a	commentary	on	the	example.	This	commentary	included	their	reflections	on	reading	the	paper,		
	 highlighting	aspects	that	they	thought	were	important	and	asking	any	questions	for	clarification.

•	 The	discussion	was	then	opened	up	to	all	the	participants	in	the	session.	They	were	asked	to			
	 think	about	how	example	of	training/support	related	to	participants’	own	work	or	experience,		 	
	 and	the	transferability	or	usefulness	of	the	example	to	other	settings/contexts.

1.5
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•	 At	the	end	of	each	themed	session,	one	commentator	provided	an	overview	of	the	key	issues		 	
 they felt had been raised across all three examples.

The background papers, as well as a summary of each of the commentaries and discussions, 
are in Part 2 of this report.

  

   Priorities for action

The afternoon session focused on the following question:

What are the key priorities for meeting the needs for training and support for public 
involvement in research and how can these be addressed?

Workshop participants worked in small groups to identify the actions that they felt were needed 
to	address	this	question.	We	made	a	list	of	all	of	the	priorities	people	identified	(see	Appendix	1	
for the full list of priorities). Everyone was then given three stickers and asked to place them 
against the priorities they thought were the most important. Seven priorities were seen to be 
particularly important. 

Small groups then developed draft action plans about how these seven priorities could be taken 
forward. A summary of each of these action plans is provided with a note of the organisations 
that were suggested that may be well placed to take forward these actions. 

1.6

9
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When	reading	the	suggested	action	plans,	please	remember	that	they	are	the	first	thoughts	
collected in a short amount of time. Because of the limited time available we were not able to consider 
the suggestions in detail, or work across the groups to compare the suggestions. You will see that 
there is some overlap and similar suggestions in the actions put forward for a number of priorities. 
However, we have included them in this report because they give an indication of the priorities 
identified	by	workshop	participants	and	therefore	a	steer	for	how	to	take	this	issue	forward.

  A Ensure training and support is integral – not an add on

Suggested actions to achieve this priority

•	 Money	built	into	funding	bids	to	support	training	for	researchers	and	service	users	–	and	a	plan		
 built in!

•	 Funders	monitoring	training	and	support	and	acting	on	it

•	 Collaborative	arrangements	for	training	across	organisations	to	enable	critical	numbers	for	training

•	 Example	agreements	for	service	user	support	as	part	of	a	wider	package	of	training	and	support

•	 Checklists	for	organisations	on	training

•	 Training	and	support	for	research	commissioners,	researchers	and	service	users

Suggested organisations to work on this priority

•	 Research	funders

•	 Strategic	Health	Authorities

•	 NHS	Trusts

•	 National	Institute	for	Health	Research	(NIHR)	

•	 Research	Networks

•	 Research	Design	Services

•	 Universities

•	 INVOLVE

•	 Time	limited	stakeholder	working	group

B Ensure support for public involvement when research is 
going on

Suggested actions to achieve this priority

•	 Clarify	expectations	and	boundaries	from	public	and	researcher	perspectives

•	 Define	roles	and	responsibilities

•	 Identify	support	needs	-	different	needs	=	different	support
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•	 Levels	of	support	for	individuals,	professionals	and	organisation

•	 Support	plans	to	be	a	requirement	of	National	Institute	for	Health	Research	(NIHR)	paperwork

Suggested organisations to work on this priority

•	 Funders	and	commissioners	of	research

•	 Ethics	and	governance	processes	and	bodies

C Support patients and members of the public to be catalysts 
for change and work across organisational boundaries

Suggested actions to achieve this priority

•	 Develop	an	over-arching	strategy	for	patient	and	public	involvement	(PPI)	to	support	PPI	catalysts		
 in research

•	 Develop	role	profiles	to	cover	qualities	needed	and	remit	of	the	role

•	 Embed	PPI	catalysts’	activity	at	local/regional	levels

•	 Identify	appropriate	individuals

•	 Support/network	for	PPI	catalysts	(for	example,	the	approach	initiated	by	the	UK	Clinical	Research		
 Collaboration which looked at PPI in strategic decision making)

•	 Link	to	PPI	in	the	NHS,	universities,	service	delivery	infrastructure,	as	today’s	research	leads			
 to tomorrow’s service delivery or treatments

Suggested organisations to work on this priority

•	 A	cross-boundary	working	group	for	example,	led	by	INVOLVE	and	the	UK	Clinical	Research			
 Collaboration with input from a working group

D Identify what training and support is already going on 
and for whom

Suggested actions to achieve this priority

•	 Identify	whose	remit	it	is	to	complete	this	task

•	 Collate	work	that	has	already	been	done	to	map	existing	training	and	support	e.g.	by	the		 	
 Association of Medical Research Charities, INVOLVE, UK Clinical Research Collaboration,   
 National Institute for Health Research (and the other devolved administrations), Research Design  
 Services, the NHS Centre for Involvement

•	 Once	this	has	been	collated,	identify	the	gaps	remaining	(e.g.	sectors	or	areas	of	research	which		
 have not been included) and use an existing methodology (e.g. NHS Centre for Involvement   
	 approach)	to	find	out	what	is	going	on	in	those	gaps.

Suggested organisations to work on this priority

•	 Possibly	a	small	collaborative	of	organisations	whose	strategy	or	priorities	include	PPI

11
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E Tool box not tick box – e.g. checklists that are well produced 
and easy to access

Suggested actions to achieve this priority

•	 Build	a	framework	of	PPI	methods	at	different	levels	(based	on	scoping	and	evaluating	what	is		
 already there)

•	 Involve	designers	to	help	develop	a	toolbox	that	supports	interaction/experiential	learning	and		
 give signposts to more detailed information

•	 Ensure	the	tools	can	be	used	by	patients,	carers,	etc.	

Suggested organisations to work on this priority

•	 NHS	Confederation	and	partners

•	 INVOLVE

•	 Association	of	Medical	Research	Charities

•	 National	Voices

•	 RDInfo

•	 Graphic	and	web	designers

F An over-arching co-ordinating role for training and support 
for involvement in research

Suggested actions to achieve this priority

•	 Be	clear	about	why	a	co-ordinating	role	is	needed

•	 Agree	who	is	best	placed	to	do	this	–	should	it	happen	locally,	regionally	or	nationally?

•	 Is	this	about	shared	learning	to	look	at	the	evidence	for	training	and	support?

•	 The	role	might	be	to	bring	people	together	to	focus	on	a	key	issue

•	 The	role	needs	to	be	for	service	users	and	researchers	–	it	needs	to	facilitate	connections

•	 There	is	a	need	for	flexibility	to	respond	to	changing	needs.

Suggested organisations to work on this priority

•	 Could	this	be	a	new	service	where	an	organisation	is	set	up	to	develop	the	role?

G Recognise that some people want training to develop practical 
skills and others want to understand more about PPI in 
research – but some people want both

Suggested actions to achieve this priority

•	 Identifying	what	the	different	elements	of	PPI	are	–	including	and	beyond	the	theory	and	practice		
 for different stakeholders 
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•	 Provide	a	good	‘grounding’	in	PPI	(theory	and	practice)	–	a	generic	introductory	course	to	act			
 as a launch pad, in order for people to be able to then decide what to ‘specialise’ in or have   
 further training in

•	 Toolkits	for	specific	identified	stakeholders	and	areas	of	PPI,	so	that	courses	can	be	tailored		 	
 for individuals or group needs

•	 Ongoing	evaluation	of	the	efficacy	of	the	above	training	programmes	–	to	ensure	anticipated		 	
 needs are being met

•	 Carry	out	a	mapping	exercise	of	what	is	already	out	there,	so	that	existing	training	packages		 	
 can be used, rather than re-inventing the wheel

Suggested organisations to work on this priority

•	 In	general	for	all	actions	–	it	would	be	good	to	have	a	co-ordinating	centre	to	take	a	lead	on	all		
	 of	the	identified	priorities

  

 What will happen next?

David Evans, chair of the Working Group, 
concluded the day by thanking everyone for 
their	contribution.	He	re-affirmed	that	training	
and support was a high priority for INVOLVE. 

He said the Working Group will be considering 
the workshop report at the next meeting in 
March 2010, and discussing how the Working 
Group can take forward work in this area.  

He encouraged people who had taken part in 
the workshop to get involved in helping to 
take this issue forward.

Outcome of Empowerment Working Group discussions in March 2010

While it is clear further action is required, some of the suggested priorities for action were not 
within the gift of one organisation to take forward. Within the resources available to the 
Empowerment Working Group the proposal for 2010-11 is to scope a project to identify and make 
more widely available further information on training and support. In consultation with the workshop 
participants and working with key regional contacts, it is expected this may include steps such as 
building	on	the	examples	identified	and	described	in	this	report	and	the	development	of	a	directory	
of resources made available through the INVOLVE website. This will also identify where there are 
gaps in the types of resources available and we can consider how, with other organisations, these 

1.7
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could be developed or commissioned. For more information about the next steps please contact 
us at INVOLVE (see report back cover for contact details).

  

  Reflections on the day

Views of participants 

At the end of the day participants were asked to complete an evaluation form. Some of the things 
people said they enjoyed most about the day were:

•	 the	opportunity	this	event	offered	to	meet	other	people	with	similar	interests

•	 the	way	the	day	was	structured	to	ensure	people	could	share	ideas	and	experience.

People said they least enjoyed:

•	 some	of	the	practical	arrangements	(for	example	having	to	stand	to	eat	lunch)

•	 that	there	was	not	enough	time	for	discussion	and	consideration	–	both	in	the	themed	session		
 and in the action planning 

•	 that	there	were	relatively	few	members	of	the	public	present.

The evaluation form also asked people to identify a key issue that emerged for them from the day. 
Some of these were suggestions for further work which link to the draft action plans. These 
included: 

•	 a	mapping	exercise	of	training	and	support	initiatives

•	 the	importance	of	careful	co-ordination	and	leadership

•	 involvement	should	be	part	of	all	education	(in	schools	and	universities)	so	it	becomes	everyday		
 thinking and practice

•	 the	need	for	greater	awareness	of	existing	practical	resources

•	 the	importance	of	supporting	informal	learning	and	experiential	learning	

•	 the	need	for	more	training.

Some people raised issues that they felt had not been resolved through the day, for example: 

•	 is	involvement	about	paid	workers	or	people	with	lived	experience?

•	 difference	versus	standardisation

•	 a	rarefied	policy	driven	PPI	agenda	may	stymie	progress	in	good	involvement	–	there	is	a		 	
 need to get on and do it.  INVOLVE risks getting lost in a circular policy debate.

Others	identified	things	they	would	take	away	to	their	own	area	of	work/involvement:	

1.8
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•	 an	optimism	about	the	future	of	public	involvement	and	shifts	of	power	in	health	research

•	 a	knowledge	that	others	are	experiencing	the	same	problems

•	 a	decision	to	tap	into	the	knowledge	that	already	exists	about	training	and	support

•	 learning	about	the	variety	of	training	that	exists

•	 a	realisation	about	the	importance	of	communication	and	clarity	of	purpose.

Views from the organisers

As members of the Empowerment Working Group, we were very pleased with the high level of 
interest and enthusiasm from the workshop participants for the event – everyone we approached 
to submit a paper agreed to do so, and there was a waiting list for attendance at the workshop. The 
issues raised by the discussion of training and support for involvement are important. However, 
we also recognised that due to the structure of the day, limited time was available to think these 
initial suggestions through in more detail. This would have been valuable given the range of 
perspectives and organisations represented during the workshop. We also recognise that the 
value of the event will be measured by what happens as a result. 
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Part 2: Examples of training and 
support for public involvement 
in research

This section of the report includes all the examples of training and support which were presented 
and discussed in the themed sessions (see section 1.5 for a description of how these sessions 
were structured). 

The short, background papers which all the presenters prepared prior to the workshop provide a 
useful catalogue of a diverse range of approaches to training and support for public involvement 
in research. By making these papers available in the report, the presenters are showing their  
willingness to share their work and hope others will be able to learn from it. INVOLVE Coordinating 
Centre staff will be able to forward any correspondence onto the presenters if required. 

 
 
  Training for public involvement in research

In this session the three presentations were

REsearch in ACTion (REACT): A training pack for trainers

•	 Presented	by	Virginia	Minogue
•	 Commentary	by	Martin	Lodemore

Service User Spring School in Research Methods (SUSS)

•	 Presented	by	Ewen	Speed,	Dawn	Bostock,	Julie	Lockhart	and	Louise	Marsland
•	 Commentary	by	Jean	Cooper-Moran

Patient and Public Involvement in Research Module (P&PIR), Masters in Clinical Research, 
University of Hertfordshire

•	 Presented	by	Diane	Thompson
•	 Commentary	by	Maria	Palmer

The papers are followed by an overview by Martin Lodemore on all three examples of training for 
public involvement in research.

2.1
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n REACT: REsearch in ACTion

Presenter: Virginia Minogue, Regional Lead for Health and Social Care in Criminal Justice 
in the North East

What is REsearch in ACTion (REACT)?

REsearch in ACTion (REACT) is a training package aimed at people who use or have used 
health or social care services who want to gain skills that will help them in gaining employment, 
or help them participate in, or lead, evaluation or research projects. 

The aims of the training package are to:

1. Introduce people to the research process and all that it involves

2. Develop knowledge and understanding of research and evaluation skills

3. Enable participants to distinguish between research and evaluation

4. Facilitate user involvement in research, user-centred research and evaluation, and user-led research

5. Widen the range of opportunities for learning available to people who are service users of   
 health and social care services

6. Enable participants to have access to training which meets their needs and interests

7. Offer participants the opportunity to gain credits for their achievements and to progress to other  
 learning, volunteering or work situations

8.	Offer	a	range	of	training	which	increase	individuals’	employment	prospects

9. Enable health and social care services to review, adapt and continually improve services in   
 response to the needs of service users and carers.

The training is divided into 3 modules:

•	 Module	1	–	Introduction	to	research	and	evaluation	skills

•		Module	2	–	Research	design	and	methods

•		Module	3	–	Presenting	your	research	and	evaluation	findings.

Each element of the training can be delivered as a separate package or it can be delivered as a 
whole course. 

The REACT training package includes a training manual for trainers, a comprehensive resource 
pack containing resources to deliver the course, information, forms and handbooks for participants. 

How did the training package come about? 

The training package is based on training developed for service users and carers in an NHS 
mental health Trust in England from 2000. It responded to the needs of the service users and 



www.invo.org.uk www.invo.org.uk 18

carers who were engaged in service evaluation and research projects. There were few research 
training opportunities available to meet the needs of service users and carers so we developed 
our own, based on what was needed. Although most of the training was developed and delivered 
as separate components, the training pack presents it as a complete package to be used with any 
service users and carers who are, or may wish to get involved in health and social care research.

How is it funded?

NHS research and development funding was used to develop the package and fund a service 
user consultant.  A training for trainers course was funded by the Mental Health Research Network.

What are the benefits of this approach?

The	package	was	developed	with	service	users	and	carers	and	reflects	their	learning	needs.	It	is	
an	introductory	course,	so	is	inclusive	of	people	who	do	not	wish	to	gain	a	formal	qualification	or	
study at degree or Masters level. It can be used across health and social care and is a 
comprehensive pathway through the research process. Elements of the course can be used in 
isolation and do not depend on the whole course being delivered.

What challenges have been faced?

The length of the course (16 sessions) can be a big commitment. To address this we divided the 
sessions into 3 modules and also incorporated breaks into the longer modules to allow participants 
to develop their skills. 

How will the training package be sustained?

The training is being delivered in the region where it was originally developed and by some of the 
trainers who attended the ‘training for trainers’ course but it does not have dedicated funding. The 
NHS Research and Development Forum Service User and Carer Working Group is exploring the 
potential for developing an updated course with broader representation.

Commentary and discussion about the REACT presentation, led by Martin Lodemore

This was an enthusiastic session, with lots of questions and debate. The discussion hugely 
benefited	from	the	contributions	of	two	service	users,	who	had	been	on	similar	training	courses.			
Many of the questions enabled the presenter, Virginia Minogue, to give more clarity about the 
REACT course.

The course was developed in response to a clear lack of any available training. Initially sessions 
were developed in an ad hoc way. After about six years they developed into the REACT training 
course. The course was run for ten people. Fifteen people then attended a ‘training the trainers’ 
session.  

The course was funded by the organisations and agencies involved. They covered the costs of 
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travel and refreshments for those attending. Staff time was not costed as this was considered 
part of their work. A specialist post was funded by the agencies involved and this person drove 
the agenda. However, those people on the training for trainers course found there was no funding 
for them to take the work forward in their regions.

It is possible to run this as a concentrated one week course, or over a number of weeks on 
part-time basis. Each method has advantages and disadvantages. A week-long course allows for 
formation of a cohesive group that can support each other. However, a whole week can be a 
struggle	and	too	demanding	for	some.	It	also	might	affect	benefits	and	availability	for	work	issues.	
Running the course on a part-time basis over 16 weeks might have put some people off. 

There was some concern that the training might make the service users ‘experts’, and therefore 
less likely to offer a service user perspective. However this did not happen. Some service users who 
were in paid roles felt they had a dilemma about where they ‘sat’, but this was from a personal 
point of view. 

It is important that there is a role available for everybody who completes the training course. On 
this course, all participants went on to be a member of an advisory group or committee. It is not 
clear whether any participants went on to further training or higher education.

The course materials are owned by the organisation that developed it and they hold copyright. It 
is hoped to develop the course in the future, so that service users could deliver the training. 
Credits can be obtained for the course if service users wish.   

n Service User Spring School in research methods (SUSS)

Presenter: Ewen Speed, School of Health and Human Sciences, University of Essex

What is the Service User Spring School in Research Methods?

In April 2009 a team from the School of Health and Human Sciences, University of Essex, ran a 
Spring School for NHS service users. Ten service users from a range of services, including 
oncology, disability, orthopaedics and mental health, spent a week at the University’s Colchester 
Campus. The event was designed as an introduction to the principles of research, from reading 
published research papers to understanding research that draws on survey materials (i.e. 
quantitative research) and interview materials (i.e. qualitative research). The content was related 
to issues of health, and the very practical implications of how research can impact upon 
understandings of health. Service users learnt about research processes in healthcare contexts, 
with particular emphasis on how they, as service users, could be meaningfully and centrally involved. 

As well as the teaching sessions, there were presentations by: representatives of a Mental Health 
Service	User	Research	Group,	who	talked	about	their	own	experiences	as	user/researchers;	a	
representative from a local NHS Ethics Committee, and from two NHS professionals, detailing 
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their experiences of service user involvement. At the end of the week participants were given a 
USB	memory	stick	containing	the	course	materials,	and	also	received	a	Certificate	of	Attendance.

How did the Spring School come about? 

The event came about through a frustration that the organisers felt in terms of expectations of 
service user involvement. Often service users are invited to be involved in research projects or 
ethics	committees	and	are	expected	to	find	out,	as	they	go	along,	how	research	processes	work.	
This is often daunting for people with no background in these topics, and it was felt that there was 
a real need to give service users the opportunity to learn about these issues, with a group of other 
service users, in an environment where there was no pressure to conform to the different criteria 
that professionals might have. The sessions were structured to enable discussion of each of the 
key topics and all ended up as lively debates. The focus was on a general level of understanding, 
to enable service users to leave the course feeling more prepared to put themselves forward for 
a	number	of	activities,	with	a	greater	confidence	in	their	understanding	of	the	research	processes	
that many academics devote entire careers to studying.

How is it funded?

The	event	was	financially	supported	by	the	School	of	Health	and	Human	Sciences	at	the	University	
of Essex, the National Institute for Health Research (NIHR) Research Design Service for the East 
of England and the East of England Strategic Health Authority (SHA). A cost of £500 per service 
user was met through generous support of these three organisations. The training was provided 
free of charge to service users, conditional upon them being given a letter of recommendation by 
a health professional who worked within the East of England SHA area.

What are the benefits of this approach?

The	key	benefit	was	the	group	dynamic	that	emerged	over	the	course	of	the	week.	The	structure	
meant that a range of topics were covered, from issues around the usefulness of research, discussion 
about	what	counts	as	evidence,	the	benefits	and	limitations	of	specific	research	approaches,	how	
to read publications, and aspects to consider when writing up research. The intensive week-long 
nature	of	the	course	meant	that	a	real	momentum	built	up,	and	whilst	participants	did	flag	towards	
the	end,	it	was	felt	that	the	benefit	of	peer	group	work,	and	peer	learning,	meant	that	a	real	exchange	
of experiences, knowledge and ideas took place, perhaps much more so than would have been 
the case if the course was held one evening a week over ten weeks. In addition, the focus was 
on	general	processes	of	research,	rather	than	tying	discussions	to	specific	research	projects.	
This	facilitated	a	general	(as	opposed	to	specific)	level	of	understanding	of	the	issues	and	made	
the material covered much more applicable across a range of contexts, which were determined 
by the service users.

What challenges have been faced?

The group was diverse, with a number of medical diagnoses included. This meant the focus had 
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to be general, but this was ultimately a strength. The group were given the opportunity to actively 
explore common ground, so rather than people working away in their own areas of interest, the 
group	really	came	together	as	people	realised	they	often	faced	the	same	issues	and	difficulties.	

How will the Spring School be sustained?

Participants have since become actively involved in the Patient and Public Involvement (PPI) group 
within the NIHR Research Design Service for the East of England, and one has been offered a 
place on an NHS Research Ethics Committee. Another participant is co-chair of the service user 
committee within the School of Health and Human Sciences (HHS). Four of the Spring School 
participants went on to take part in the HHS Research Methods Summer School, which is a more 
advanced week-long programme of training. All four successfully completed this course and continue 
to be in contact with staff in the school about training and research opportunities. In future years, 
the Spring School will look to spend more time developing research ideas amongst the participants 
(over the duration of the week) in conjunction with the research methods training, providing a better 
balance between study and some more practical components of service user research experiences. 

Commentary and discussion about the SUSS presentation, led by Jean Cooper Moran

Questions to Ewen Speed (the course leader), a course co-presenter and two course members 
enabled them to offer more information about the SUSS course.

This	was	a	five-day	course,	with	five	hour	long	sessions	each	day.	A	key	challenge	was	to	find	a	
balance between training about the principles of public involvement, and training about research 
methods. After the course, some of the service users took part in an additional Research Methods 
for Healthcare Practitioners summer school. This enabled those who wanted to learn more about 
research methods to develop their skills further. 
 
The course was funded through an existing education budget, and by the East of England Research 
Design Service. A fee of £500 per participant was charged to the Strategic Health Authority (SHA) 
– each person required a letter of introduction and sponsorship by the SHA.

The course was a new experience for both the service users and researchers. The researchers 
were sometimes surprised by the questions that the service users on the course asked. Together, 
researchers	and	service	users	managed	to	find	a	common	ground	and	exchange	knowledge.	
This was felt to be a particularly rewarding feature of the week, given the disparate backgrounds 
of the participants (i.e. the diverse range of health conditions included). Participants got support 
from each other during the course – several participants still keep in touch.

One researcher who was involved in the course commented that it was a stimulating learning 
experience	for	her.	A	service	user	who	attended	said	that	it	gave	her	the	confidence	to	join	a	
Primary Care Trust (PCT) steering group, and that it gave her the courage to give her opinion. 
Another has joined her local NHS Research Ethics Committee.
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Service users were not involved in planning the course in a formal way, but the organisers would 
like to do this in the future, and to move to the point where service users are more centrally 
involved in delivering the course. An important feature of the course was felt to be the shared 
common ground between researchers and service users, and the organisers want to maintain this 
feature in future years. They are currently considering the feasibility of running the course again.

To make this course more widely available, centralised funding would be required.  The requirement 
of a letter of introduction could limit the accessibility of the course to all service users, but if this 
were centrally funded, this requirement may no longer be necessary.

People	who	came	to	the	course	were	given	a	certificate,	which	was	appreciated	–	one	of	the	service	
users would have liked accreditation. Others were not concerned about this, and there were some 
concerns that accreditation might put pressure on participants. During discussion, it was suggested 
that	courses	could	be	flexible,	with	accreditation	options	for	those	who	want	to	be	assessed,	and	
a no accreditation option for those who are happy just to attend and complete the course.

n Patient and Public Involvement in Research Module (P&PIR)

Presenter: Diane Thompson, University of Hertfordshire

What is the Patient and Public Involvement in Research Module?

This module is part of a new part-time master’s degree programme in clinical research being 
offered by the University of Hertfordshire for nurses, midwives and allied health professionals.  
This innovative programme of study commences in January 2010 and is being run by the School 
of Nursing, Midwifery and Social Work and the Centre for Research in Primary and Community 
Care (CRIPACC). The aim of the programme is to support nurses, midwives and allied health 
professionals to expand their skills and expertise in the conduct of clinical research in order to 
develop an academic clinical career.

The programme of study includes the following modules: Clinical Trials, Design and Management, 
Ethics, Research Governance, Management, Patient and Public Involvement in Research, Qualitative 
Research Methodologies, Evidence Based Practice, Quantitative Research Methodologies, 
Healthcare Disciplines Project.

The Patient and Public Involvement in Research module which is being developed and run by 
CRIPACC will be seminar based (drawing on guest and in-house presenters) combined with 
interactive group work. The module aims to:

•	 enable	students	to	understand	and	explore	critically	the	social	and	political	background	against		
 which public involvement in health research has been developed

•	 enable	students	to	understand	the	multi-faceted	nature	of	engaging	the	public	in	research
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•	 encourage	students	to	recognise	their	approach	to	engagement	and	how	engagement	is		 	
 undertaken with individuals and groups of different abilities and vulnerabilities.

Recruitment for the master’s programme is now complete but we are opening up the Patient and 
Public	Involvement	in	Research	module	to	members	of	the	wider	community	if	there	is	sufficient	
interest. We can offer a limited number of additional places for people who would like to gain 
knowledge and critical thinking in relation to public involvement in research. Individuals undertaking 
the module as a ‘stand alone’ option would join the nursing and allied health professional students 
on the course. Those wishing to gain the 15 point accreditation award would need to undertake 
the module assessment (2000 word essay).

How did the module come about? 

The	National	Institute	for	Health	Research	(NIHR)	and	the	Chief	Nursing	Officer	(CNO)	for	England,	
in collaboration with the Economic and Social Research Council (ESRC) and the Higher Education 
Funding Council for England (HEFCE) have established a major new initiative to boost clinical 
academic careers for nurses, midwives and allied health professionals. This initiative stemmed 
from	the	recommendations	in	the	Report	“Developing	the	best	research	professionals.	Qualified	
graduate nurses: recommendations for preparing and supporting clinical academic nurses of the 
future” (UK CRC 2007).

In the context of developing a new Masters in Clinical Research it seemed obvious to us this 
would provide an ideal opportunity to introduce new clinical researchers to the notion of public 
engagement in research. The purpose of clinical research at whatever level or population is to 
improve the clinical outcomes or experiences of patients. In our view, patients and the wider public 
should have some involvement in both the kinds of clinical outcomes they would prefer for different 
conditions and also the types of interventions and developments that are appropriate to achieve 
desired outcomes. Not only this, in its widest sense the involvement of the public in clinical research 
also extends the public understanding of science which has important social, psychological and 
economic implications. 

We	felt	that	a	half	day	workshop	was	not	sufficient	to	cover	all	the	depth	and	nuances	of	PPI	and	
that for a Masters programme it was appropriate to provide a module in which students could 
really get to grips with the theoretical as well as practical aspects of public involvement, and to 
have that work valued through the 15 credits awarded. The validation panel was in agreement 
with our proposal and pleased to validate the module. It has subsequently become apparent 
whilst interviewing candidates for clinical research posts that this is an area missing from their 
repertoire of skills and knowledge and that clinical research could be much better informed through 
public engagement in the future.

How is it funded?

The University of Hertfordshire is one of only seven universities in England to be awarded the 
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fully funded contract to be the provider of the MSc in Clinical Research. For anyone interested in 
undertaking the Public Involvement in Research module as an independent stand-alone course 
there would be a fee of £330.

What are the benefits of this approach?

At the current time we would appear to be the only organisation offering a module on public 
involvement	in	research	which	is	part	of	an	accredited	course.	This	module	may	also	be	of	benefit	
to interested parties who are not health professionals but who would gain knowledge and critical 
thinking in relation to public involvement in research.

How will the module be sustained?

This module is part of an ongoing Master’s programme that is part of the Faculty strategy for 
development in clinical research. As part of the NIHR suite of funded programmes it will be 
sustained	for	the	future.	For	further	information	please	visit	www.go.herts.ac.uk/nursingandmidwifery		
A draft outline programme is detailed below.  

Patient and Public Involvement in Research Module (P&PIR):  Summary of provisional 
thinking for outline programme

The module will be undertaken over four separate days.

Day 1
•	 Introduction/overview	of	module
•	 Brainstorming	with	group:	What	does	Patient	and	Public	Involvement	(P&PIR)	mean	to	them?
•	 Historical	context/political	and	policy	shifts	
•	 Issues	of	power/empowerment
•	 A	critical	approach	to	public	involvement	

Day 2
•	 The	work	of	INVOLVE	Advisory	Group
•	 The	impact	of	P&PIR:	Gathering	the	evidence	base
•	 Patients’	and	clinicians’	perspectives
•	 Interactive	session:	
	 •	 students’	research	ideas	
	 •	 main	questions/issues/challenges	so	far
•	 Preparation	for	group	seminar:	“Why	and	how	public	involvement	makes	a	difference”

Day 3
•	 Group	seminar:	“Why	and	how	public	involvement	makes	a	difference”
•	 The	work	of	CRIPACC’s	Public	Involvement	in	Research	(PIR)	Group
•	 Practical	presentations	from	CRIPACC	on	studies	involving	P&PIR
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Day 4
•	 Developing	public	involvement	in	research	proposals/NIHR	bids
•	 The	work	of	the	NIHR	Clinical	Research	Network	(CRN)	Coordinating	Centre	in	relation	to		 	
 patient and public involvement in research
•	 NIHR	clinical	research	members

Commentary and discussion about the P&PIR presentation, led by Maria Palmer

Discussion after this presentation was mainly about the balance between the theoretical and the 
practical aspects of the module. Although this is an academic course, researchers need to know 
about the practical aspects of involving people (e.g. how to recruit people who want to be involved, 
how to adequately cost public involvement, where to get information and guidance). Some members 
of the audience felt there was a need for more practical information to balance the theoretical 
aspects. These comments were welcomed by Diane Thompson, the presenter. She agreed to 
discuss them with the Programme Director, to see if more practical content could be incorporated 
whilst still maintaining the academic Masters level.

Postscript: Following the feedback from the presentation the P&PIR module outline programme 
has been further developed to incorporate suggestions made on the day.

n Overview of the examples of training

Led by Martin Lodemore

The training courses described in these three presentations were developed in something of a 
vacuum, from the experience and knowledge of involving the public in the research process. The 
courses aim to develop understanding about public involvement in research. They also aim to 
demystify processes – the research process for service users and the involvement process for 
the research community. Some courses aim to balance shared learning between service users 
and researchers as an information exchange.

Four	common	themes	were	identified.

Funding

Funding to attend training can sometimes be obtained from local organisations (such as Strategic 
Health Authorities, Research Design Services and local Research Networks). In some cases there 
is a need for people to be actively involved BEFORE being approved to participate in a course. 
This might prevent some people becoming engaged.

Flexibility

There	is	a	need	for	flexibility	in	the	time	commitments	required	for	people	to	attend	courses.	Most	
courses could be divided into “modules”, which can be delivered separately to meet needs. The 
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three	courses	also	demonstrated	the	importance	of	flexibility	in	training	delivery	methods	–	these	
included interactive sessions, presentations from service users and healthcare professionals.
Accreditation

This can improve the credibility of courses, but it is not vital for service users.  There were mixed 
views amongst participants in the discussions. Some were happy to be trained to improve their 
knowledge	and	skills	for	involvement	(perhaps	with	a	certificate	of	course	completion).	A	flexible	
approach was demonstrated in this too, with one accredited course which can be taken without 
completing	the	final	assignment	necessary	for	‘qualification.’

Balance

The courses prompted discussion about the need for balance between theoretical and practical 
aspects of involvement within a course. There is also a need for balance between involvement 
methods and research methods in courses which cover both aspects.
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 Support for individuals for public involvement in research

In this session the three presentations were 

Action learning to support patient & public involvement in the Comprehensive Local 
Research Networks

•	 Presented	by	Roger	Steel	and	Fiona	O’Neill
•	 Commentary	by	Gill	Hastings

Coaching for patients involved in research

•	 Presented	by	Sally	Crowe
•	 Commentary	by	Clare	Lavis

User Involvement in Voluntary Organisations Shared Learning Group

•	 Presented	by	Katie	Scott	and	Bec	Hanley
•	 Commentary	by	Mary	Nettle

The papers are followed by an overview by Mary Nettle on all three examples of support for 
individuals for public involvement in research.

n Action learning to support patient & public involvement in 
the Comprehensive Local Research Networks

Presenters: Roger Steel and Fiona O’Neill, NIHR Clinical Research Network Coordinating 
Centre

What is Action learning?

‘The	best	way	to	start	on	one’s	difficult	problem	is	to	help	someone	else	with	theirs.’	
	(Reg	Revans	1998)

Action learning is an approach that focuses on learning from actions with the help and support of 
other	group	members	in	an	environment	that	is	safe	and	confidential.	Action	learning	has	gained	
credibility as a way of supporting individuals to take action on problems for which there are no neatly 
packaged solutions and to learn from that action to inform future action. It follows that members 
of	the	action	learning	set	need	to	be	committed	to	the	idea	of	learning	from	the	identification	and	
exploration of issues. 

2.2
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Questioning	and	reflection	play	critical	roles	in	action	learning	and	this	requires	time,	energy	and	
a willingness to be challenged and to challenge others to move outside comfort zones, try new 
approaches and take risks. 

The Clinical Research Network Coordinating Centre has started to deliver a programme of three 
year-long Action Learning Sets, each including four face to face meetings, to cover the Patient & 
Public Involvement (PPI) learning and support needs of the 26 Comprehensive Local Research 
Networks (CLRNs). 

How did this programme come about?

There were some complex problems in ensuring that Patient and Public Involvement (PPI) was 
included in the work of CLRNs:

•	 initial	capacity	problems	in	the	PPI	team	at	the	time	CLRNs	were	being	set	up

•	 very	varied	attitudes	to	and	interpretations	of	the	PPI	in	the	remit	of	CLRNs	by	CLRN	staff

•	 a	lack	of	previous	experience	in	interpreting	the	value	of	PPI	in	the	relatively	narrow	research			
 support functions of the CLRNs because they are new organisations

•	 logistical	problems	in	providing	PPI	support	to	26	organisations	covering	England.

The format of Action Learning Sets seemed to be a way to address all these problems in a single 
programme, and to provide a practical framework within which to develop PPI in the CLRNs.

How is it funded?

There was no budget available at the Clinical Research Network Coordinating Centre, so we 
decided to provide the facilitation ourselves utilising the expertise of Fiona O’Neill as an 
experienced action learning set facilitator. Roger Steel is working with Fiona to learn the Action 
Learning	Set	approach	to	facilitation.	Fiona	is	leading	the	first	Set,	Roger	will	lead	the	second	with	
support	from	Fiona,	and	Roger	will	lead	the	final	Set	on	his	own.	We	are	using	venues	already	
available to us through the Clinical Research Networks in Leeds, London, and Birmingham. Travel 
and subsistence for staff and involved patients and carers is being paid for by the individual CLRNs.

What are the benefits of this approach?

The emphasis is on doing, learning and mutual support rather than theory. The Action Learning 
Set approach provides a framework in which people are able to take forward their PPI work in 
their own organisations, applying it in individual and sometimes innovative ways and progress with 
support from each other. Responsibility for learning is with the participant in the Set. This means 
that much more can be achieved by a centralised PPI facility without resources to undertake 
hands-on development at a local level. It is arguably a more motivating, empowering and vital 
approach than ‘top down’ guidance and training. It effectively develops champions who can help 
take forward the PPI cause across the Networks.
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Challenges faced

Nothing major so far in delivery. There have been some niggling administrative problems because 
of	a	shortage	of	dedicated	administrative	staff	and	the	fact	that	Fiona	and	Roger	have	to	fit	the	
programme into professional roles with complex and competing demands. The PPI workstream 
has	recently	appointed	a	dedicated	administrator	and	we	anticipate	these	difficulties	will	be	
overcome from now on.

The	most	significant	challenges	we	faced	were	strategic	and	cultural.	They	were	to	do	with	setting	
up Action Learning Set in an organisation that does not usually approach business in this way. It 
is	not	the	usual	‘learning	style’	adopted.	There	was	significant	preparatory	work	to	do	in	changing	
mind	sets,	so	the	lead	in	time	was	also	significant.

How will the training and support be sustained?

We	plan	only	one	round	of	action	learning	sets	in	the	CLRNs	as	a	specific	time	limited	project.	We	
think	this	will	be	sufficient	to	embed	adequate	learning	and	empowerment	on	PPI	in	the	CLRNs	
so that it will continue of its own accord. It is likely we will follow up with approaches to help 
strengthen the networking and examples sharing we would like to see happening nationally. 

Commentary and discussion about the presentation on action learning, led by Gill Hastings

Discussion after the presentation enabled the presenters, Fiona O’Neill and Roger Steel, to give 
more information about the learning set model they are developing. 

The Clinical Research Network Coordinating Centre encouraged participation across the 
Comprehensive Clinical Research Network, but did not stipulate who from each of the 26 
Comprehensive Local Research Networks could join the learning set on behalf of their organisation. 
A range of people have chosen to get involved – they include service users, research nurses and 
senior managers.
     
It	is	important	to	create	a	safe,	trusting	environment.	A	large	portion	of	the	first	half	of	the	first	
meeting was spent on establishing ground rules. One person commented that gender may be an 
issue – in her experience, groups that were dominated by men took longer to establish trust.  
The three regional Action Learning Sets will run for one year.  This timeframe was dictated by the 
resources available for this project.  

As yet there are no plans to write up or share what comes out of the Learning Sets – this will be 
up to the individuals involved in the Learning Sets to decide. In the longer term, Roger and Fiona 
have considered developing an internal cohort of action learning facilitators, to help to spread 
this model across the Clinical Research Networks.  
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n Coaching for patients involved in research

Presenter: Sally Crowe, Crowe Associates

What is coaching for patients involved in research? 

A six month coaching programme, including an assessment meeting, and some assessment 
exercises,	a	plan	for	coaching	and	a	finishing	session.	In	this	case	coaching	was	1:1,	mostly	face	
to face, sometimes on the telephone and by email.

Coaching is an increasingly popular form of interaction between two people, or can happen in small 
groups.	It	is	time	limited,	focused	on	problems	and	enabling	the	client	to	find	solutions	to	these	
problems. Whilst coaching should be empathetic and considerate to the clients and their issues, it 
is	not	counselling.	Clients	tend	to	find	coaches.	There	needs	to	be	an	element	of	self	determination	
on behalf of the client to be ready to explore problem areas and do something about them.

There are numerous models of, and for coaching, and there is a growing literature about the 
effectiveness of coaching. However, coaching for patient and public involvement is much less 
written about. I found two related examples: a coaching programme for service users and carers 
involved in Higher Education programmes at Leeds Metropolitan University, (no evaluation 
published);	and	a	mentoring	scheme	for	mental	health	service	users/carers	in	a	mental	health	
NHS Trust (1)

How did the coaching come about?

I have known the client for several years in their role as a service user researcher. When I 
commenced	a	coaching	qualification	I	needed	to	recruit	some	willing	‘learner	clients’.		I	approached	
the client to discuss the possibility of working together. The client was in the middle of one research 
project, and involved in a strategic capacity on another. The client was keen to explore this type of 
support, as there were current and outstanding issues in her involvement that she wanted to discuss. 
At the beginning of our coaching relationship the issues that were pertinent for the client were:

•	 being	able	to	be	more	assertive	with	colleagues
	 	 •	 “It	is	so	important	that	we	get	this	right,	and	I	won’t	tolerate	apathy	or	disinterest	–	not	when		
   we have got this far”

•	 increasing	confidence	(general,	and	related	to	work	produced	as	part	of	involvement	in	research)

•	 challenge	potentially	negative	assumptions	about	abilities	and	skills

•	 being	able	to	‘let	off	steam’	about	the	politics	and	power	games	sometimes	played	out	in		 	
 research projects.

Cost and practical issues

I travelled to the client’s home area and we met in neutral places such as cafés and the client’s 
local pub. This incurred no cost to the client, and was more convenient. I paid for my travel, and 
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the time incurred in coaching, preparation, and follow up was part of my studies for the coaching 
qualification.	The	research	team	were	unaware	of	my	coaching	relationship	with	the	client.

Benefits of coaching for Patient and Public Involvement?

•	 A	bespoke	approach	to	support	–	able	to	focus	on	unique	issues	related	to	involvement

•	 The	coach	works	to	the	client’s	agenda	

•	 Focused	on	solutions	and	the	skills	and	behaviours	to	achieve	these	

•	 As	I	wasn’t	part	of	the	research	team	the	client	could	speak	freely	

•	 At	the	end	of	the	coaching	programme	the	client	felt	that	they	could	influence	change,	and	had		
 gained a measure of control.

Challenges of coaching for Patient and Public Involvement? 

•	 It	is	resource	intensive	and	potentially	costly	for	research	groups

•	 There	are	coaching	‘cynics’

•	 Preserving	anonymity	–	we	have	been	unable	to	share	the	experience	with	the	research	team		
 – yet!

What next?

We are still in touch and talk in a more informal capacity.  I will be progressing my aspirations for 
projects that evaluate coaching for involvement.

References

(1) Kennet K (2007) “Creating space for mentoring”, Conference presentation at South Bank  
  University, 1st November 2007

Commentary and discussion about the presentation about coaching, led by Clare Lavis

This presentation led to a lively discussion about coaching, and whether it could be used more 
widely to support public involvement in research. One challenge to its development might be that 
in the case described by Sally the researchers did not know that the service user who was working 
with	them	was	receiving	coaching.	This	would	make	it	difficult	to	build	the	costs	of	coaching	into	
a research proposal.

Coaching is resource and time intensive. The costs are high when compared to the costs of 
providing 20 people with a one-day training course – this may prevent coaching becoming more 
widely available. In some cases, people come forward as part of the workforce to be coaches – 
this would enable a more sustainable model to be developed.  ‘Co-coaching’, where service users 
coach other service users, may also offer a more affordable model.  
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Care would need to be taken in thinking about who could offer coaching, as many people call 
themselves	coaches,	but	may	not	be	well	qualified	or	have	appropriate	experience.		

One of the risks associated with making coaching more widely available is that because of the 
cost, it could not be made available to everyone who wanted it. This might mean that people would 
need to be seen as ‘worthy’ of coaching in order to access it. Organisations that offered coaching 
to service users would be seen as supportive, but there was concern about how organisations 
that could not afford to offer coaching would be viewed.  

The ‘label’ of coaching may not be important. What is important is that people receive one-to-one 
support at a time of their choosing. However, people in this discussion recognised that coaching 
is NOT the same as mentoring or performance monitoring.

Many people in this discussion felt that it is important to capture the evidence about the positive 
and negative aspects of coaching.

n User Involvement in Voluntary Organisations Shared Learning  
Group

Presenters: Katie Scott, The Prostate Cancer Charity and Bec Hanley, TwoCan Associates

What is the Shared Learning Group?

The User Involvement in Voluntary Organisations Shared Learning Group aims to encourage shared 
learning	about	service	user	and/or	carer	involvement	between	voluntary	sector	organisations	
working within the UK. 

Members	exchange	views	and	experiences	in	order	to	develop	their	skills	and	ultimately	to	benefit	
the service users and carers with whom our organisations work. We aim to offer our members 
peer support within a secure environment. 

We currently have 22 members from a range of organisations. These include:

•	 Asthma	UK

•	 Bliss:	special	care	baby	charity

•	 Shelter:	housing	charity

•	 The	National	Council	for	Palliative	Care

•	 The	Prostate	Cancer	Charity

•	 RADAR:	the	Disability	Network.

We meet six times per year in London.  Meetings last for around 3 hours. At meetings, members 
are	able	to	raise	issues	of	concern/interest	to	them.	They	also	discuss	topics	which	have	been	
previously	identified	by	members	as	a	priority.	
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Associate membership is now available to smaller organisations (at national, regional or local level) 
that	have	an	interest	in	service	user	/	carer	involvement.	Associate	members	are	not	invited	to	
meetings, but will be able to ask for and use ‘surgeries’ immediately after meetings.  

All members:

•	 are	able	to	access	a	password	protected	area	of	our	website	(www.user-involvement.org.uk)		 	
 which has documents that members wish to share only with other members. They also have   
 access to online discussion threads and contact details of other Shared Learning Group members. 

•	 have	access	to	training	events	organised	by	the	Shared	Learning	Group.

•	 have	asked	to	sign	up	to	our	terms	of	reference.

The Group is supported by Bec Hanley from TwoCan Associates. 

How did the Shared Learning Group come about? 

In 2005 the Long Term Conditions Alliance (now National Voices) asked TwoCan Associates to 
produce some guidance for voluntary organisations about service user involvement. As part of 
this project TwoCan met some people who were working to promote service user involvement in 
the voluntary sector but who felt isolated and unsupported. So they worked with Macmillan Cancer 
Support to set up a Shared Learning Group. The Group has been meeting since 2005. Initially 
there were ten members. Now there are 22 members.  

How is it funded?

At	first,	Macmillan	Cancer	Support	gave	a	grant	to	help	the	Group	to	get	going.	But	for	the	last	
few years, each member organisation has paid a membership fee.   

What are the benefits of this approach?

Paying a membership fee means that everyone has a stake in the Group. It also means that their 
organisation has to show a commitment to user involvement by paying a membership fee. The 
membership fees enable us to pay someone to support the Group, to run our website and to have 
some training.  

What challenges did you face and how were these overcome?

We did not want a hierarchy in the Group. But we wanted to ensure that there was continuity 
between meetings. So we have a small continuity group that makes decisions between meetings. 
Membership of this group changes each year.  We have a different chairperson at every meeting.
Some members have found it hard to persuade their organisations to pay a membership fee. In 
the past we have allowed some people to join free of charge, but we can no longer afford to do 
this. We are looking at whether we want to apply for external funding, but we have not decided 
whether to do this yet.  
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How will the Shared Learning Group be sustained?

There is a turnover of members as people change their jobs. As well as having a continuity group, 
we have found it helpful to pay someone to support the Shared Learning Group. 

Every year we run a membership survey so that we can be sure that meetings meet the needs of 
Group	members.	This	means	that	people	keep	coming	to	meetings	because	they	find	them	useful	
and supportive. 

Commentary and discussion about the presentation about the Shared Learning Group, 
led by Mary Nettle

The discussion that followed this presentation enabled the presenters, Katie Scott and Bec Hanley, 
to share more information about the Shared Learning Group. 
 
The Shared Learning Group is for paid workers – as some member organisations are user-controlled, 
some members are service users. On occasions members have debated whether they should 
open membership to service users who do not have paid posts. But they have decided that as 
the aim of the Group is to offer support to people whose job is to support user involvement, they 
have decided not to do this. 
 
The Group supports people to promote service user involvement across a range of issues – it 
isn’t	just	about	involvement	in	research.	It	was	started	five	years	ago	by	TwoCan	Associates	and	
Jane Bradburn, a user involvement worker who was based at Macmillan Cancer Support. Bec and 
Jane did not want to set up an action learning set, because they wanted membership to be open, 
and they wanted the Group to be run over a long period. The website the Group has developed 
(www.user-involvement.org.uk) was put together very cheaply and costs a small amount every 
year to maintain.

Everyone	involved	has	a	commitment	to	user	involvement,	so	it	has	not	been	difficult	for	the	Group	
to keep going – although having someone to support the Group has made a difference. People 
in the Shared Learning Group take on different roles to support it – for example people act as 
signatories to the bank account, host meetings, take part in task groups, etc.  

n Overview of the examples of support for individuals

Led by Mary Nettle

Four themes emerged from the presentations about support for individuals.

Finance

Each of the presenters had to think creatively, as very little money was available to develop the 
initiative they wanted to take forward.  
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The need to support members of the public who are involved in research

The initiatives described in these presentations were mainly aimed at paid staff, and not at mem-
bers of the public who get involved.  There is a need to support them, too. 

Confidentiality

It	is	important	to	create	a	safe	space	where	people	feel	able	to	share	things	they	find	difficult	
–	so	it’s	important	to	agree	what	the	ground	rules	are	about	confidentiality.	

The need for evidence

There is an urgent need for evidence about how these and other training and support interven-
tions work, if they are to become embedded as a way forward for public involvement in research.

35



www.invo.org.uk www.invo.org.uk

   
  Organisational support for public involvement in    
  research
 
In this session the three presentations were 

Service User and Carer Involvement in Research (SUCIR)

•	 Presented	by	Rosie	Davies	and	David	Evans
•	 Commentary	by	Kay	Aranda

Balancing Good Research with Good Mental Health

•	 Presented	by	Steve	Gillard	and	Kati	Turner
•	 Commentary	by	Thomas	Kabir

A collaborative approach to public involvement in research across the North West Region

•	 Presented	by	Stuart	Eglin
•	 Commentary	by	Karen	Inns

The papers are followed by an overview by Kay Aranda on all three examples of organisational 
support for public involvement in research.

n Service User and Carer Involvement in Research (SUCIR)

Presenters: Rosie Davies, Research Partner, Co-Chair SUCIR Steering Group and David 
Evans, Faculty lead on service user and carer involvement in research, Faculty of Health 
and Life Sciences, University of the West of England, Bristol

What is Service User and Carer Involvement in Research (SUCIR)?

Our Faculty has set up a new scheme to support service user and carer involvement in research 
(SUCIR). The scheme involves four key elements.

First, we have established a steering group with representation from each research centre in the 
Faculty and with six service users. This provides a place where issues and barriers to involvement 
can be addressed and resolved. The steering group has, for example, spent considerable time 
considering	how	best	to	manage	payment	and	benefit	issues	for	service	users	and	carers.

Second, we have established a recognised position of service user and carer research partner 
for	those	users/carers	with	an	ongoing	relationship	to	the	Faculty.	This	includes	payment	for	their	
time and expenses, a staff card, email account, library access and Athens log-in. We have agreed 
rates	of	pay	for	meetings	(currently	£19.40/hr)	and	research	work	(£120/day).	Research	partners	

2.3
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are invited to Faculty seminars and can access other university training opportunities. We are 
developing an induction programme and pack for research partners.

Third, we have established a research panel for service users and carers who would like to 
become involved in research but do not yet have any research experience. Panel members are 
offered a one-to-one interview to identify their interests and experiences and help match them to 
appropriate research opportunities.

Finally, we have established a credit union to enable researchers to fund the early involvement 
and payment of service users in bid design and development. 

How did SUCIR come about? 

For several years the Faculty has had a Service User and Carer Involvement (SUCI) steering 
group mainly focusing on involvement in teaching and curriculum development, spearheaded by 
the Social Work degree team. The SUCI group had done much of the organisational ground work 
on involvement, including work on payment rates, access issues and the establishment of a SUCI 
office	and	dedicated	part-time	SUCI	administrator.	

The catalyst for the SUCIR development was a small research project undertaken by three 
members	of	staff	and	two	service	users	in	2007/08	exploring	the	extent	of	service	user	and	carer	
involvement	in	research	in	the	Faculty.	This	identified	a	significant	amount	of	such	involvement	
activity but also showed how fragmented and unsupported this involvement was at a strategic 
Faculty level. A report of this research project was presented to the Faculty Research Committee 
in	April	2008	with	a	proposal	to	launch	a	formal	scheme	to	support	service	user	involvement	in	
research. The recommendation was accepted by the committee and the scheme was formally 
launched in June 2009.

How is it funded?

The	Faculty	Research	Committee	allocated	£10,000	in	2008/09	and	an	additional	£5,000	in	
2009/10.	Future	funding	is	dependent	on	the	scheme	showing	that	it	is	able	to	contribute	to	
Faculty research income both directly through recouping credit union spend from successful 
external research grants, and more generally by demonstrating that bids utilising the scheme are 
more successful.

What are the benefits of this approach?

Prior to the scheme, service users involved in Faculty research did not have any consistent 
induction, support, training or recognition. Issues included lack of information on risks to state 
benefits,	inconsistencies	in	payment	rates,	lack	of	clarity	about	what	activities	were	eligible	for	
payment and lack of access to university facilities such as email and library log-in. Although we 
still have a long way to go, the scheme has brought these issues to the surface and we are 
developing a much more systematic, consistent and transparent approach to user support. The 
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scheme	has	also	already	brought	benefits	to	the	Faculty	in	that	five	successful	research	bids	
have drawn upon either the credit union or the research panel to strengthen user involvement in 
proposal development.

What challenges did you face and how were these overcome?

A key initial challenge was to convince the Faculty to agree to invest in the scheme at a time of 
significant	financial	difficulty.	This	challenge	was	overcome	by	working	up	an	initially	basic	scheme	
that could be developed step-by-step over time and by building on the commitment and expertise 
of a small group of staff and research partners who were already modelling good practice. The 
argument that such a scheme was essential if the Faculty is to be successful with NIHR bids was 
also persuasive. INVOLVE materials and support were very helpful, particularly for our launch 
event. Continuing challenges include spreading ownership of the scheme beyond the initial group 
of enthusiasts and overcoming systems barriers within the university (including payment policies 
and other Human Resources issues, website and other communication issues). 

How will SUCIR be sustained?

Currently the scheme is being sustained by the commitment and hard work of the small number 
of academic and administrative staff and research partners on the steering group, with support 
from the funding invested by the Faculty Research Committee. We have recently had an Away Day 
to develop a two-year strategy for 2010-12, much of which has focused on widening the ownership 
of the scheme across the Faculty.

Commentary and discussion about the SUCIR presentation, led by Kay Aranda

In the discussion following this presentation, many people said that they had also had a similar 
experience of some of the issues raised – for example the lack of a strategy at the beginning, the 
lack of resources and the dependence on the personal commitment of a few people. Sustainability 
was seen to be key, as involvement needs to be long-term. There was seen to be a need for a 
constant ‘battering down the doors’ of institutional barriers – payment, petty cash, etc. It was also 
felt that there is a tension between working within organisations and challenging from outside them.  

There was a lot of interest in the idea of a credit union, and questions about whether funders 
accept it (David and Rosie reported that they have so far, but this has not yet been tested with the 
National Institute for Health Research).  

People felt that it is important to start small, to take small steps and to demonstrate success. It’s 
also important to keep pushing boundaries. Posts to support public involvement were seen as a 
mixed blessing – although they mean that someone has time for public involvement, it can also 
mean that everything is directed to them. This can lead to others adopting a ‘tick box’ mentality.  
There were questions about whether the panel really worked, especially in relation to how you 
keep people involved if they have not been invited to work on studies. David and Rosie felt it was 
too soon to tell.  
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n Balancing Good Research with Good Mental Health: 
Guidelines for service user involvement in mental health research

Presenters: Steve Gillard and Kati Turner, Division of Mental Health, St George’s, University 
of London

What is Balancing Good Research with Good Mental Health?

In the Division of Mental Health at St George’s, University of London, we have produced a set of 
guidelines (called Balancing Good Research with Good Mental Health) for researchers to use 
when involving service users in mental health research. These guidelines aim to ensure that the 
recruitment, terms of employment, support and training of service user researchers are all done as 
well as possible and offer a step-by-step guide and practical solutions to some of the challenges 
which occur in these areas. The guidelines also provide a useful resource list of policy guidelines, 
papers, organisations and websites which support service user involvement in research.

How did the guidelines come about?

We wanted to put a process in place that got the balance right between making sure that people 
felt welcomed into research in our department and showing that we took their contribution to 
research seriously. A view is often expressed in mental health that service users will be put off 
being involved in research if they have to go through a formal process of applying and interviewing 
for a job. Yes, paperwork can be challenging and interviews are nerve-wracking for everyone! But 
we think that having a proper contract and job description shows that the work is valued the same 
as any other research work. It can also be a stepping-stone back into paid employment for some 
people who may not have worked for a long time. Informal arrangements can leave the service 
user unsure of what is expected of them, when and how they are going to be paid and how long 
the work will last for.

We also recognised that many researchers in the Division do not have any experience of involving 
service	users	in	research	and	that	they	might	find	some	guidelines	supportive	and	helpful.

How is the approach funded?

The actual costs of involving mental health service users in research projects generally have to 
be found by the researcher leading the project – one section of our guidelines emphasises the 
need for the involvement to be properly costed when the researcher is applying for funding.  
However, properly implementing our guidelines is more about making sure that enough time is 
invested in ensuring that everything is done well. This means that somebody has to take the time 
talking to people in the division to make sure they understand what service user involvement is 
about, how it should be supported and the need for adequate resources and time. This entails 
the following:

•	 talking	to	lead	researchers	to	make	sure	they	take	their	responsibilities	seriously

•	 talking	to	the	Human	Resources	or	Personnel	Department	so	that	they	will	make	up	contracts		
	 that	reflect	the	nature	of	the	work	and	allow	flexibility	in	the	recruitment	process
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•	 talking	to	Occupational	Health	Department	–	if	a	new	service	user	researcher	needs	to	have	an		
 occupational health interview, the nurse or doctor they see should understand that their previous  
 mental health experiences are an asset to the job and not a barrier to their employment.

What are the benefits of this approach?

There	are	benefits	for	everyone	involved.	If	the	service	user	researcher	feels	properly	supported	
and	that	their	work	is	valued	they	are	more	likely	to	find	the	experience	rewarding.	Many	service	
user researchers say that their mental health and wider recovery was helped by their experience 
of doing research.

There	are	benefits	for	the	research	as	well.	The	research	will	be	of	a	higher	scientific	quality	
because	well-trained	and	confident	service	user	researchers	play	an	important	role	in	making	
sure that the research team is critical about the way it does research. And these days research is 
more likely to get funded if good quality service user involvement is central to the project.

The	University	and	its	researchers	also	benefit	by	having	a	number	of	well-trained	and	supported	
service user researchers who can spread the culture of service user involvement throughout the 
Division and beyond. Having a respected reputation for service user involvement also raises the 
profile	of	the	Division	in	this	respect.

What challenges have been faced?

There are always challenges: the face-to-face work of ensuring that your organisation properly 
‘buys in’ to public and patient involvement never goes away. Universities have their own way of 
doing things – their ‘culture’ – and it is hard to bring some people up to speed. 

This is becoming easier because universities are recognising the need to demonstrate good public 
and patient involvement in research to bring in that all important research funding. But you still 
run into people who are inexperienced in service user involvement and who are less likely to 
appreciate the need to invest that little bit of extra time to make sure a service user researcher is 
properly supported.  And of course people change jobs and you might have to start again with 
bringing	a	new	Personnel	Officer	on	board,	for	example.		

How will Balancing Good Research with Good Mental Health be sustained?

We have recently been successful in asking the Division of Mental Health at St George’s to support 
an experienced service user researcher to train and mentor a service user researcher panel. We 
have called this PEER: Peer Expertise in Education and Research. This means we will have a pool 
of people interested in being involved in research who can help to develop new ideas for research 
projects and, where appropriate, become involved as researchers themselves.  Plus, there is always 
the need for someone in the Division to keep service user involvement on the research agenda.
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Commentary and discussion about the Balancing Good Research with Good Mental Health 
presentation, led by Thomas Kabir

The discussion focused on three issues.

Disclosure

People need to feel ‘OK’ about disclosing the fact that they are a mental health service user. So 
far this has worked. However, as the scheme expands, this may become more complex. This 
needs to be explored with people at interview to check whether service users feel comfortable 
about	being	open	about	their	mental	health	status.	Some	people	might	find	it	acceptable	for	the	
research team to know that they use mental health services – but what about at a conference, in 
a publication or in meetings that include people outside the immediate research team? Some 
people do not want their use of mental health services to be disclosed. For others, it was important 
to do this to challenge stereotyping.  Everyone needs to be aware of these issues.    

Identity

In mental health, disclosure also affects how people are responded to. They may not be treated 
with respect by others if they are labelled as mental health service users. The culture of mental 
health research is not always as supportive as it could be, both of service users and of the 
researchers who seek to involve them.

Language

Some people do not like to be described as ‘service user researchers’, as this discloses a lot. 

n A collaborative approach to public involvement in research 
across the North West region

Presenter: Stuart Eglin, NHS North West

What is the collaborative approach?

In February 2009 the North West Strategic Health Authority (SHA) and the National Institute for 
Health Research (NIHR) Research Design Service (RDS) for the North West hosted a workshop 
for researchers, research managers, service users, carers and staff from voluntary organisations. 
This event explored ways in which individuals and organisations in the North West could work 
together to promote and support patient and public involvement in health research.

The report of the meeting recommended that regional stakeholders should collaborate to establish 
and support a regional resource. For the next six months a small working group took this forward, 
and developed a proposal which was presented to a workshop in November 2009. At the workshop 
it was agreed that three strands of work would be progressed to build a regional resource. These are: 

•	 an	approach	to	shared	learning	

•	 a	training	resource	
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•	 a	new	region-wide	forum	for	Patient	and	Public	Involvement	(PPI)	in	Research	to	replace	the			
 current forum which was set up in 1999 by the Regional Health Authority (North West Users in  
 Research Advisory Group - NWURAG).

How did the Collaboration come about?

The North West Regional Users Advisory Group had been in existence for over 10 years. In the 
meantime, the national R&D strategy (Best Research for Best Health) had completely changed the 
nature of R&D in the NHS. Due in large part to the success of INVOLVE, all NIHR infrastructure 
is required to address patient and public involvement. However, there is a real danger that from 
the public perspective this leads to a very confusing environment with duplication and lack of 
co-ordination. Above all, each organisation had commitment to a very small amount of resource 
to support this work. Without effective co-ordination this resource may not be used optimally.  

How is the Collaboration funded?

The work on developing a collaborative approach is funded jointly by NHS North West (the Strategic 
Health Authority) and the North West Research Design Service. A large group of stakeholders 
(16 in total) are also potentially interested in being involved. 

What are the benefits of this approach?

We are very much in the middle of developing the collaborative approach for the North West. 
Building collaborations between organisations takes time. Over the next six months the three 
strands	of	work	will	be	taken	forward	to	determine	the	benefit	of	a	region-wide	approach.	Different	
stakeholders approach PPI from very different perspectives – some are concerned with involvement, 
others with engagement. We are working hard to ensure that we maximise the opportunities for 
shared learning, and provide the opportunity to maximise resource use across the region. 

There is a strong tradition of collaborative working in the region which is being used as a catalyst 
for	the	development.	One	of	the	key	benefits	will	be	to	ensure	that	the	opportunities	for	patient	and	
public involvement are co-ordinated making it easier for members of the public to get involved. 
So,	the	key	benefits	will	be	shared	learning,	better	co-ordination,	cost	effective	use	of	resources,	
and ease of access for anyone who wants to get involved.

What challenges did you face and how were these overcome?

One of the biggest challenges which we are still addressing is the differing needs of such a 
diverse set of stakeholders. These range from Research Centres who are keen to have public 
involvement	in	a	specific	disease	area,	to	Research	Networks	who	want	to	address	public	
engagement to support recruitment to trials. By taking a shared learning approach and working 
with all of the stakeholders we are developing a model which encourages participation. 

Some of the stakeholders already have a track record of working on PPI. It has been really 
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important to demonstrate that their expertise is valued, and that the proposals for collaborations 
will not undermine the work that they have done to date. 

It has also been critical to ensure that the existing forum, NWURAG, has been central to this 
development. Members of the group have been involved in all stages of planning of events and 
the ongoing work of the Working Group.

How will the Collaboration be sustained?

Both the Strategic Health Authority and Research Design Service have given an ongoing 
commitment to support this development – in terms of resources and leadership to take things 
forward. The three workstreams will embed collaborative working within the stakeholders who 
are involved in this initiative. It is very much a project that belongs to the stakeholders.

Commentary and discussion about the North West region presentation, led by Karen Inns

There was a lot of interest in this presentation. Other regions (for example the South West and 
East Midlands) are doing similar things. Issues raised in discussion are listed below.

•	 Collaboration	is	crucial,	but	it	can	be	difficult.	You	need	to	move	at	the	pace	of	the	slowest		 	
 stakeholder.

•	 Who	should	have	to	respond	to	user-led	ideas	for	research?	Should	this	be	Clinical	Research		
 Networks, Research Design Services?  There is a need for more discussion about this.

•	 Do	all	approaches	need	to	be	the	same,	or	can	we	celebrate	different	approaches?

•	 There	is	a	need	for	a	gateway	for	people	who	want	to	get	involved.	They	need	a	menu	of	choices		
 and signposting to what is available. There is also a need to involve a diverse range of people. 

•	 Shared	learning	is	important.

•	 A	co-ordinator	role	is	important	too.	This	could	be	shared	across	organisations.

•	 It	is	important	that	the	Strategic	Health	Authority	(SHA)	takes	on	a	leadership	role.	The	SHA	is		
 often seen as an honest broker, and it has some power. 

•	 There	is	a	need	for	workshops	for	service	user	researchers,	so	that	they	can	develop	service			
	 user-led	proposals	to	the	Research	for	Patient	Benefit	funding	programme.		

  
n Overview of the examples of organisational support

Led by Kay Aranda

These three papers covered different examples of organisational support for public involvement 
within differing contexts, but all acknowledged the time needed to work within and between 
different organisations to effect longer lasting cultural change. Four key themes that were common 
to the three presentations.
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A strategic approach

This was frequently driven by the commitment and investment of a few people and their energies. 
All of the examples aimed to give public involvement a direction and focus which was missing. 
The most successful approaches were often pragmatic and incremental. They were always 
proactive and collaborative. This required a tenacity and determination to work, especially where 
people may have different understandings of public involvement. Tensions followed from this, in 
that one person or a small number of individuals could become the embodiment of public 
involvement expertise, rather than public involvement being embedded with the organisation and 
its culture. 

Doing it differently

In the everyday work of public involvement (across a faculty, within a department or across a 
geographical locality), barriers needed to be responded to imaginatively. Supportive relationships 
worked best, with an ethos of maximising opportunities and viewing experience and knowledge 
for service users as assets.  

There was a lot of discussion about the need to respond to different needs and reasons for 
involvement, and the impact of involvement on people’s identities and status. This meant there 
was	a	need	for	organisational	structures	which	could	offer	a	flexible	and	responsive	approach.	
Discussions followed on the culture within academic organisations, the tendency to deny emotions, 
the power relationships that exist and the danger of homogenised or standardised approaches 
because	of	organisational	structure.	There	was	agreement	on	the	need	for	flexibility	and	the	
valuing of diverse approaches, whilst still requiring a strategic framework and direction.

Roles

The importance of senior level involvement was discussed. This was seen to offer an authoritative 
voice, giving organisational recognition, credibility and support to public involvement initiatives. 
Identifying senior level interests or ‘buy-in’ means there is a potential for them to act as advocates 
for	public	involvement.	There	was	also	discussion	about	conflicting	priorities	for	different	parts	of	
the National Institute for Health Research (NIHR). People in this discussion felt that there was a 
need for honesty about roles and responsibilities in public involvement. It is also important to 
recognise that different parts of the NIHR have different levels of resources to support public 
involvement.  

Funding

Organisational support is needed early on to act as a catalyst for change and to pump-prime 
activity. Shared funding can often lead to an increased sense of ownership by the different funders. 
There is a need for longer-term funding to embed public involvement and make it sustainable.  
There was some discussion about the need to support and promote public involvement over 
longer time scales, and to plan for it even if funding is limited.
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  Further examples of training and support

When we arranged the workshop and selected the examples which would be featured we were 
aware that we were not able to include all of the different training programmes or support 
approaches for public involvement in research that have been set up or are currently ongoing. 
Therefore, workshop participants were invited to submit additional papers to describe other 
examples. Participants were asked to follow the same headings and guidelines as the presenters 
had used to prepare the papers for the workshop. 

Three additional papers were submitted for the workshop report:

Collaborative training initiative for research volunteers involved with UK charities

•	 Written	by	Leanne	Metcalf	and	Malayka	Rahman

Supporting Patient and Public Involvement (PPI) in research: the role of a User Support 
Worker

•	 Written	by	Claire	Ashmore,	Pam	Carter,	Clare	Jinks,	Pauline	Ong	and	Carol	Rhodes

The Peer Review Panel for the Research Design Service South East

•	 Written	by	Amanda	Bates	and	Kay	Aranda

n Collaborative training initiative for research volunteers involved 
with UK charities

Authors: Leanne Metcalf and Malayka Rahman, Asthma UK

What is the collaborative training initiative?

In 2009, the Alzheimer’s Society, Asthma UK and the Multiple Sclerosis (MS) Society came 
together to deliver a series of collaborative training days for the public on the basics of research. 
The training days were aimed at patients and carers who were involved with one of the charities’ 
research volunteer ‘networks’ and covered topics such as the process of conducting research, 
who researchers are and why research costs so much; different types of research; and research 
and the media. 

As	well	as	these	general	topics,	the	training	days	also	included	a	charity	specific	session	which	
allowed	each	charity	to	address	more	specific	subjects	that	were	tailored	to	either	current	or	
forthcoming volunteer roles in their own individual research networks. For example, Asthma UK 

2.4
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ran an activity on how their volunteers could get involved in prioritising areas for asthma research 
and the MS Society ran a session about reviewing applications for research funding. 

The purpose of the training sessions was primarily to address a need highlighted by the volunteers 
themselves – to enable those new to research to understand what research is about and how they 
fit	into	the	bigger	research	picture,	both	within	their	charity’s	research	network	and	beyond.	The	
training also provided the volunteers with a rare opportunity to network and share experiences 
with one another, as well as understand the role that patient and public involvement in research 
plays across different charities.

How did it come about? 

Back	in	October	2008,	at	a	meeting	of	the	Association	of	Medical	Research	Charities’	Natural	
Ground Learning Set (see www.amrc.org.uk), Leanne Metcalf from Asthma UK and David Buglar, 
then of the Alzheimer’s Society, came to realise during discussions that both charities were 
looking to deliver similar training for their research network volunteers on similar topics during 
2009. It was then that Leanne and David proposed working together, the MS Society came on 
board and the charities’ collaborative training initiative for research volunteers was launched.

The catalyst for making this idea a reality, and for making sure that staff resources and budgets 
were allocated to the initiative, was that each of the charities involved recognised that a key factor 
in the successful participation of volunteers in the research activities of their charity was the 
provision of training on research skills and understanding the research process. In addition to 
building	capacity	in	technical	skills	and	critical	thinking,	training	would	also	enhance	the	confidence	
and effectiveness of those taking part.

How is it funded?

In 2009, the collaborative training initiative was jointly resourced by contributions from each of 
the	three	charities	in	terms	of	both	financial	and	staff	resources,	which	enabled	the	training	days	
to be replicated in four locations across the UK. 

Each of the three charities took responsibility for covering the costs of one of the four training days 
in terms of venue hire and catering, but also covered the costs of their own volunteers’ expenses 
for attending all of the training days (which were markedly reduced as volunteers tended to pick 
locations which were more local and therefore cheaper to travel to). The costs of the fourth 
training day were split between the three charities.

Each charity needed to have the budget to cover its own volunteers’ expenses (average cost of 
£50 per person) and contribute to venue hire and catering at a cost of between £1,000 and £2,000. 
In terms of staff resources and time, a minimum of one staff member (but ideally two) was required 
to support the initiative in terms of making all of the practical arrangements for one of the training 
days, attending all of the training days and making sure that their volunteers had all of the 
information they needed for all of the training days.
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What are the benefits of this approach?

There	are	a	multitude	of	benefits	that	can	be	derived	from	this	collaborative	approach	to	research	
volunteer training. 

•	 The	pooling	of	resources	enabled	the	charities	to	replicate	the	training	days	at	a	number	of		 	
 locations across the UK thereby extending their reach. The cost effectiveness of this approach  
 was also a driver for the development of the training, particularly in the current economic climate.

•	 A	key	benefit	of	the	collaborative	training	approach	for	participants	was	that	they	were	able	to		
 meet and share perspectives with research volunteers from other charities. 

•	 As	well	as	encouraging	shared	learning,	a	practical	benefit	of	collating	knowledge	and	expertise		
 was that it made it easier to plan and deliver the sessions.

•	 Now	that	a	training	model	has	been	developed,	this	can	easily	be	replicated	and	updated	in		 	
 future years, in different locations and with other charities coming on board; it is a scalable,   
 inclusive and cost-effective approach.

What challenges did you face and how were these overcome?

The main challenge was tailoring the training days towards participants with different levels of 
experience and associated knowledge of patient and public involvement in research. For example, 
many of the volunteers from the Alzheimer’s Society were long-standing members of the charity’s 
Quality Research in Dementia network and therefore found that the training was pitched at a level 
which	was	too	basic	for	them.	However	it	was	agreed	that	the	training	would	still	be	beneficial	for	
newcomers to the network and therefore it will be made explicit that the target audience for any 
future collaborative training days is volunteers with little or no knowledge of research, or those 
that need a ‘refresher.’

The charities worked well together and the potential challenges of remote collaborative working 
were overcome with clear communication, a dedicated and knowledgeable team of staff, and the 
use of online management tools. 

How will the training or support be sustained?

Following feedback and evaluation of the 2009 initiative, four sessions have already been planned 
and budgeted for in 2010 by the existing collaboration. Other UK-wide charities who have a 
volunteer network involved in research have been invited to consider joining the existing 
collaboration for future training sessions.

The three charities would like to provide an ongoing commitment to supporting this training, 
however this would be dependent on resources, how successful the training is with individual 
groups of volunteers and any future evaluation. 

47



www.invo.org.uk www.invo.org.uk

n Supporting Patient and Public Involvement (PPI) in research:  
the role of a User Support Worker 

Authors: Claire Ashmore, Pam Carter, Clare Jinks, Pauline Ong, Carol Rhodes at the 
Arthritis Research Campaign National Primary Care Centre, Keele University

The Arthritis Research Campaign National Primary Care Centre supports people with experience 
of musculoskeletal conditions who wish to be actively involved in research. A part-time User 
Support	Worker,	who	has	personal	experience	of	fibromyalgia,	supports	a	Research	Users’	Group	
(RUG) and a Virtual Panel (VP). The role offers a bridge between researchers and service users 
and therefore, requires excellent communication skills. There are a number of key support functions.

•	 The	User	Support	Worker	matches	requests	for	user	involvement	from	researchers	to	the		 	
 interests and experiences of service users.

•	 The	User	Support	Worker	spreads	the	workload	amongst	service	users	so	that	people	get		 	
 opportunities for involvement but do not “burn out” through overload.

•	 A	“Framework”	document	is	in	place	to	help	the	User	Support	Worker	ensure	that	researchers		
 and lay people clearly understand each other’s roles. This document draws heavily on INVOLVE  
 guidance and includes clear time scales for consultation and involvement so that service users  
 are given time to read and absorb information.

•	 A	database	has	been	devised	to	monitor	PPI	activity	and	to	ensure	that	service	users	receive		
 their expenses in a timely fashion. This also allows the Support Worker to make sure people   
 are given feedback from researchers on the outcomes of their involvement.  

Activities that individuals have been involved in range from being members of project steering groups, 
co-authoring a research paper, co-applicants on research proposals, co-producing a handbook 
on arthritis for use in a further study, advising on research materials, attending seminars and 
presenting at conferences. 

How did this post come about?

The User Support Worker was recruited in 2009. The existing user group was consulted on the 
need	for	the	post	and	on	the	job	description	and	person	specification.	These	included	having	an	
interest in research, experience of a musculoskeletal condition and experience of using services. 
Suggestions from service users (which were acted upon) included clarifying whether the job 
involved travel and making sure that the hours of work were realistic. Initially the hours of work 
were 16 hours per week but this has been redesigned to be three days per week with some 
flexible	working.	

How is it funded?

All research projects originating from the Centre are encouraged to cost in a PPI budget to their 
research proposals. This central budget supports the User Support Worker’s salary on a permanent 
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employment contract (with on-costs) and funds all aspects of PPI. The Centre is also supported 
as an Arthritis Research Campaign (arc) National Primary Care Centre, and arc funding includes 
a	generous	financial	contribution	to	the	PPI	work	at	the	Centre.

What are the benefits of this approach?

• Support for service users

As described above, the User Support Worker acts as a bridge between service users and 
researchers. She gets to know service users so that she can anticipate their research interests 
and take into account their practical support needs such as disabled parking, travel arrangements, 
etc.	She	will	also	support	less	confident	new	members	by	attending	meetings	with	them.	Some	
service	users	have	grown	enormously	in	confidence	through	their	involvement	in	research.	The	
User	Support	Worker	has	identified	some	training	needs	and	opportunities	and	as	a	result,	
service users have recently been offered training in contributing assertively at meetings and in 
presentation skills.  

• Support for researchers

Researchers are guided by the User Support Worker to plan ahead and follow best practice as 
outlined in the Framework. They can ‘check out’ their ideas with people who understand what it 
is like to live with a musculoskeletal condition through presenting draft protocols to the Research 
Users’ Group. They have access to a group of people willing to be involved in a range of research 
tasks. Researchers’ awareness of the positive value of service users’ contribution to research 
ideas and the design of studies has been transformed.  

What challenges have been faced? 

Some service users have faced the challenge of negotiating the rules on receiving fees, which 
accompanies	payment	for	activities	such	as	these.	The	Framework	identifies	a	clear	administrative	
procedure for payment that recognises people’s different needs and circumstances. It is made 
clear that people are entitled to be offered payment but must decide for themselves whether or 
not to accept it. 

Some people have faced challenges in having their voice heard in arenas where there are people 
whom they perceive as powerful. Some people have successfully presented at research 
conferences but on one occasion, service users reported being patronised and feeling put down 
by some people at an external meeting. 

One learning point has been to accept that people with musculoskeletal conditions need additional 
consideration when travelling to conferences. For example, extra overnight accommodation may 
be required. 

It	has	become	apparent	that	people	gain	benefit	from	coming	together	as	a	group	and	so	the	
virtual panel may not be so virtual in the future but may wish to come into the Centre to meet. 
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Through advising researchers on their use of plain English in their lay summaries, the Support 
Worker has found that these have improved over time.

How will the post be sustained?  

As the Centre generates more research projects, patient and public involvement activity is likely 
to further increase. This may create capacity issues for the User Support Worker. 

n The Peer Review Panel for the Research Design Service 
South East 

Authors: Amanda Bates and Kay Aranda, Research Design Service South East

How is the Research Design Service South East Peer Review Panel supported?

The Peer Review Panel in the Research Design Service South East (RDS SE) is made up of 
eight service users from the South East who are involved in a range of activities within the RDS 
SE. Activities include reviewing applications, commenting on the Public Involvement (PI) section 
of the RDS SE website, and additionally feeding back on advertising and promotional literature 
for the RDS SE. Contributing to guidance on PI for researchers is a further activity; the RDS SE 
offers information workshops aimed at NHS researchers on PI and our panel members are invited 
to both attend and contribute to the workshops, if they wish to. New panel members initially receive 
an induction pack with a clear job description, guidance from INVOLVE, information about funding 
programmes and details of payment available to panel members for their time and expertise. 

The panel is supported by staff members of the RDS SE PI Team, and there are currently four 
members of staff who have a remit for PI. Panel members are supported through face-to-face 
meetings, letters, telephone and e-mail, and we strive to use methods of communication which 
work best for panel members. In line with this, we clarify any additional access requirements to 
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ensure that people’s needs are met as far as possible. Initially, the support offered to panel 
members has been reactive, for example, contact has been driven by requests for peer reviews 
of applications, although we have sent out news and information relating to PI to panel members 
as appropriate. The panel has been increasing in number over the past year and we have been 
keen to develop a more proactive approach to support. 

As a result, work has started on a package of support for panel members because we feel that it 
is	important	to	offer	additional	benefits	for	people’s	time	and	expertise,	and	to	help	panel	members	
feel that they are part of a group even though they are geographically spread out across the 
region. We hope to soon be able to offer panel members access to university services such as 
the library, lectures and seminars, an e-mail account and library log-in. To enable us to support 
our panel further, we have recently issued a survey to further identify additional support and 
training needs, and we will respond to these needs as appropriate. This survey is timely because 
panel members have worked with us over a period of time which should facilitate their evaluation 
of current support and training needs.

How did the panel come about?

PI	in	the	development	of	research	bids	is	now	firmly	on	the	agenda	of	the	National	Institute	for	
Health Research (NIHR) (the research arm of the NHS) and NIHR funding streams now include 
PI	as	an	essential	requirement.	The	increasing	recognition	of	the	benefits	of	involving	service	
users in research design coupled with funding stream requirements led the RDS SE to set up a 
peer review panel of service users. Using valuable knowledge and expertise, panel members are 
well placed to generate constructive ideas and comments about public involvement to both 
researchers and the RDS SE about applications and the general workings of the RDS SE.

How is it funded?

The Peer Review Panel is funded by the RDS SE, who in turn is funded by the National Institute 
for	Health	Research	(NIHR).	The	budget	for	PI	in	the	RDS	SE	is	£36,000	over	five	years,	with	
£12,000 originally allocated for paying service users on the peer review panel.

What are the benefits of this approach?

Before the peer review panel was set up, researchers who came to the RDS SE for advice on 
their research design did not have the opportunity for service users to consider the PI aspects of 
their research bid. The RDS SE and Research Advisors within the RDS SE now have a wealth of 
expertise to tap into in order to enhance the opportunity for, and the quality of, PI within research 
design. 

Researchers	also	now	have	the	opportunity	to	finance	the	involvement	of	service	users	in	the	
design phase of their research bid using the Public Involvement Grant scheme (the RDS SE has 
made available £350 to health and social care researchers for the involvement of patients and 
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the	public	in	the	design	phase	of	funding	bids).	Potential	benefits	to	the	peer	review	panel	include	
learning	new	skills,	an	increase	in	confidence	and	having	a	real	opportunity	to	influence	research	
design.	Further	benefits	to	panel	members	have	already	been	described,	for	example	the	use	of	
university services and receiving additional training.

What challenges did you face and how will these be overcome?

Using	a	university	system	to	pay	panel	members	has	proved	extremely	difficult	as	university	
systems are not typically designed to accommodate ad hoc payments without contracts being in 
place. The only way the RDS SE was able to pay panel members was to offer them a retainer of 
£300 based on 14 working hours. The current payment system will soon be changing however 
and we will now offer different levels of payment to panel members depending on the type of 
activity undertaken. We have used guidance from INVOLVE to aid this process. 

How will the peer review panel be sustained?

The peer review panel will be sustained through RDS SE funding and the work of RDS SE staff 
members who have a remit for PI, as well as the panel members themselves. A support package 
for panel members will continue to be developed so that needs are met as appropriate. We are 
keen for the panel to grow in strength and number and the ability to offer relevant support and 
training should facilitate this aim.
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Appendix 1: 
Workshop programme

INVOLVE 
Sharing innovative practice for public involvement in research
Tuesday 19 January 2010
10.00am – 4.00pm
Wellcome Collection Conference Centre, 
183 Euston Road, London NW1 2BE

Workshop Programme

10.00am Arrival and refreshments 

10.15am  Introduction and scene setting 

  Chair: Ade Adebajo, INVOLVE member

  Perspectives from key stakeholder groups on training and support for public 
  involvement in research

	 •	 Sara	Morris	–	Research	Design	Service	for	the	North	West

	 •	 Derek	Stewart	–	NIHR	Clinical	Research	Network	Coordinating	Centre

	 •	 Leanne	Metcalf	–	Association	of	Medical	Research	Charities/Asthma	UK

	 •	 Rachel	Purtell	and	Katrina	Wyatt	–	Folk.us

10.55am Refreshment break

11.10am Examples of innovations in training and support for public involvement in   
 research

 Three sharing and learning themed sessions.

  1. Training    

  2.  Support for individuals  

  3.  Organisational support  

53



www.invo.org.uk www.invo.org.uk 54

  The aims of these sessions are to:

	 •	 learn	about	specific	examples	of	innovative	approaches	to	training	or	support		
  for public involvement in research

	 •	 to	think	about	how	these	examples	are	relevant	to	your	work/experience	

	 •	 to	consider	whether	the	examples	would	be	transferable	or	useful	in	other	
	 	 settings/contexts

1.00pm LUNCH

2.00pm What are the key priorities for meeting the needs for training and support for  
  public involvement in research and how can these be addressed? 

  Facilitator: Bec Hanley, TwoCan Associates

	 •	 Short	feedback	from	the	themed	sessions

	 •	 Facilitated	small	group	work	to	identify	priorities	and	plan	future	actions

  A break and refreshments will be incorporated into this session

3.45pm Round up of day and close (by 4.00pm)
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Appendix 2: 
List of priorities for training and 
support

The	full	list	of	priorities	for	training	and	support	for	involvement	in	research	identified	by	the	
workshop participants is detailed below. 

Numbers in brackets at the end of each priority indicates the number of votes given by workshop 
participants. 

Those in bold are those which the participants thought were the most important and action plans 
were produced (see section 1.6).

•	 Identify	channels	of	communication	that	work	and	recognise	that	not	everyone	uses	email	(2)

•	 Tool box not tick box – e.g. checklists that are well produced and easy to access (9)

•	 Start	with	the	message	that	involvement	matters	and	communicate	that	effectively	(6)

•	 Resource	collaborative	working	(2)

•	 Get	buy-in	from	policy	makers	(1)

•	 Ensure	there	is	clarity	about	the	different	funding	streams	available	(1)

•	 Be	clear	about	roles	and	responsibilities	when	people	get	involved	(5)

•	 Identify what training and support is already going on and for whom (9)

•	 Evaluate	what’s	already	going	on	(6)

•	 Be	clear	about	what	is	meant	by	‘training	and	support’	–	it	could	include	one-to-one	support		 	
 and learning (6)

•	 Understand	what	people	think	PPI	means	and	what	they	feel	they	can	add	to	research	(1)

•	 Go	out	to	people	–	don’t	wait	for	them	to	come	to	you	(1)

•	 Recognise	one	size	doesn’t	fit	all	(4)

•	 Recognise	the	tension	between	the	way	research	groups	form	and	the	need	to	include	people	(0)

•	 Have an over-arching co-ordinating role (could be undertaken by INVOLVE, the Department  
 of Education, NIHR) this should include developing principles about PPI in research (8)

•	 Harness	the	power	of	strategic	health	authorities	(4)

•	 Support patients and members of the public to be catalysts for change and work across  
 organisational boundaries (10)
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•	 Ensure training and support is integral, not an add on (11)

•	 Ensure	service	users	are	aware	of	what	research	is	going	on	and	how	they	can	get	actively		 	
 involved (participation in research should not be the only route to active involvement) (2) 

•	 Provide	feedback	on	research	results	(3)

•	 Ensure support for PPI when research is going on (10)

•	 Offer	training	about	the	research	cycle	(2)

•	 Recognise that some people want training to develop practical skills and others want   
 to understand more about PPI in research – but some people want both (7)
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Appendix 3: 
List of workshop participants

Name   Organisation (if applicable)

Ade Adebajo  Consultant Physician in Rheumatology and Member of INVOLVE

Kay Aranda  Research Design Service South East

Claire Ballinger  Research Design Service South Central

Angela Barnard  User and carer consultant and Member of INVOLVE

Jonathan Boote  Research Design Service Yorks & Humber

Dawn Bostock  University of Essex

Sarah Buckland  INVOLVE Coordinating Centre

Paula Byrne  Research Design Service North West

Pam Carter  Research Design Service West Midlands

Giovanna Ceroni  Cochrane Collaboration

Mary Cooke  NHS Research and Development Forum service user and carer   
  working group

Debbie Corrigan  National Research Ethics Service

Sally Crowe  Crowe Associates

Rosie Davies  University of West of England

Barbara Dawkins  INVOLVE Coordinating Centre

Alison Deary  National Institute for Health Research School for Primary Care Research

Stuart Eglin  North West Strategic Health Authority

David Evans  University of the West of England and Member of INVOLVE

Steve Gillard  St George’s, University of London

Bec Hanley  TwoCan Associates

Gill Hastings   National Institute for Health Research School for Social Care Research

Helen Hayes   INVOLVE Coordinating Centre

Karen Inns   National Cancer Research Network

Alix Johnson   National Institute for Health and Clinical Excellence (NICE)

Zena Jones   Stroke Research Network

Thomas Kabir  Mental Health Research Network
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Clare Lavis   National Institute for Health Research Evaluation, Trials and Studies   
    Coordinating Centre (NETS CC)

Julie Lockhart  University of Essex

Martin Lodemore  Diabetes Research Network

Louise Marsland  Research Design Service East of England

Rachel Matthews  North West London Collaboration for Leadership in Applied Health   
    Research and Care (CLAHRC)

Terry McGrath  Dementias and Neurodegenerative Diseases Research Network   
    (DeNDRoN)

Leanne Metcalf  Asthma UK

Virginia Minogue  Health and Social Care in Criminal Justice (North East)

Jean Cooper Moran  National Institute for Health Research Central Commissioning Facility

Sara Morris   Research Design Service North West

Mary Nettle   Mental Health User Consultant and Member of INVOLVE

Fiona O’Neill   National Institute for Health Research Clinical Research Network   
    Coordinating Centre

Maria Palmer   NHS Research and Development Forum and Member of INVOLVE

Raksha Pandya  Research Design Service East Midlands

Carol Porteous  Research Design Service London

Jo Powell   National Institute for Health Research Trainees Coordinating Centre

Rachel Purtell  Folk.us

Katie Scott   Prostate Cancer Charity

Lucy Simons   INVOLVE Coordinating Centre

Ewen Speed   University of Essex

Roger Steel   National Institute for Health Research Clinical Research Network   
    Coordinating Centre 

Derek Stewart  National Institute for Health Research Clinical Research Network   
    Coordinating Centre

Di Thompson   University of Hertfordshire

Kati Turner   St George’s, University of London

Katrina Wyatt   Folk.us
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INVOLVE
Promoting public involvement 
in NHS, public health and 
social care research

INVOLVE is a national advisory body that is funded by the National Institute for 
Health Research to promote and support public involvement in NHS, public health 
and social care research and development.

If you would like to know more about what we do, please contact us:

INVOLVE    
Wessex House    
Upper Market Street   
Eastleigh    
Hampshire    
SO50 9FD

Email: admin@invo.org.uk 
Telephone: 02380 651088
Textphone: 02380 626239 
Web: www.invo.org.uk 

If you need a copy of this report in another format, please contact us at INVOLVE.
This report is also available to download from www.invo.org.uk 




