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1. Overview
Purpose of Paper

This paper sets out a rationale and an approach for improving patient and public involvement (PPI) in the SMHRN and should be read alongside the generic PPI strategy for Scottish Topic-Specific Research Networks
. The generic strategy sets out a number of objectives to be used by all Research Networks, and this paper supplements that document with SMHRN specific deliverables.
Decisions Required

The SMHRN Management Group and Advisory Board are invited to approve this strategy.
2. Background

Why Do We Need PPI?

Research funders and sponsors increasingly require PPI in different stages of the research process. The rationale for this is that involvement can lead to research studies which are more relevant, better designed, more likely to recruit and complete, and whose results are more useful and better disseminated. There is some evidence that PPI can deliver such benefits. 
The Scottish Topic Specific Research Networks have committed “to ensure that patients, those who care for them and the public are actively involved in all aspects of the research process, including shaping the direction of Research Network development”. 
PPI is also an important element in promoting public understanding of, and confidence in, science.

Terminology

PPI terminology can be confusing. It is a label used to cover a range of quite different possibilities. The varieties of possibilities arise depending on WHO is involved, WHAT they are involved in and HOW they are involved. Table 1 (overleaf) sets out some of the variables.
Table 1: Terminology of Patient and Public Involvement
	Who might be involved?
	What stages of the research process might they be involved in?
	How are people involved?

	1. Service users (people with a specific medical condition)
2. Carers of people with a specific medical condition

3. Professional staff or volunteers from an organisation which represents people with a specific medical condition

4. Members of the public (i.e. not researchers or people with a particular condition)
	1. Developing strategy and priorities
2. Assessment of relevance and feasibility of studies (adoption)

3. Individual study design

4. Promoting and supporting recruitment

5. Dissemination of findings
	1. Consultation – asking for opinions
2. Collaboration – ongoing partnership and input 

3. User control – power on key decisions lies with users


Current Position

The Network has not involved patients or the public in its Advisory Board or Management Group.  

The Network’s adoption form does request information about the extent of PPI in studies seeking adoption.  However, this is often not completed and PPI is not a criterion in decisions about adoption.

The Network’s relationships with the main voluntary sector organisations representing service users have been underdeveloped.
The Network’s Protocol Development Groups have yet to establish PPI.

3. Opportunities for PPI in the SMHRN
Table 2 (overleaf) sets out ways in which the Network could increase PPI in Network activity and mental health research.
Table 2: Potential Opportunities for PPI in the SMHRN
	Area of Network Activity
	Potential Models of Involvement

	Strategic Management
	· Representation on Advisory Board

· Surveys and consultations

	Adoptions
	· Require/encourage applicants for adoption to demonstrate PPI
· Support applicants for adoption to undertake PPI (signpost them to good practice)

· Have a panel of service users who can e-review applications for adoptions

	Individual Study design
	· Require/encourage each Network Protocol Development Group to link with a relevant partner voluntary organisation who can facilitate input to study design

	Promoting and Supporting Recruitment
	· Link with voluntary organisations relevant to specific studies

	Dissemination of research findings
	· Study participants present at Network meetings
· Link with voluntary organisations to present research findings in the media

· Link with voluntary organisations to promote the importance of mental health research


4. Proposed Strategy

The Network is starting from a low baseline in terms of PPI.  Appendix 1 sets out some of the barriers to involvement which exist. It will take some time to achieve even some of those opportunities for involvement suggested in Table 2.  
Table 3 details the proposed SMHRN specific deliverables (overleaf) for each of the generic PPI objectives
.
Table 3: Proposed Deliverables to Meet the Generic PPI Objectives
	Generic Objectives
	SMHRN Deliverables
	Time Frame

	1. To engage with the public to involve them in clinical research

	· Meet representatives of relevant organisations (e.g. MHF(Scot), SSURN, VOX, SAMH, HUGS) to promote the Network and opportunities for PPI
· Develop a Research Register of patients and members of the public who would be willing to participate in mental health research
	2009-2010
2009-2010

	2. To improve public confidence in, and understanding of, clinical research through greater patient and public involvement
	· Lay representation on Advisory Board

· Lay involvement at Management Group

· Develop an induction pack for lay committee members 

	2010-2011
2010-2011

2009-2010



	3. To develop and support alliances with key groups i.e. the public, researchers, government, appropriate interest groups, funders and sponsors

	· Host an information day for lay members of committees from all Scottish Topic Specific Research Networks
· Attend patient and researcher-led conferences to publicise opportunities for PPI in the Network and it’s adopted studies
· Ensure that Principal Investigators have considered PPI during the Network adoption process
· Ensure that PDGs have considered PPI when designing studies and writing grant applications
	2010-2011
Ongoing
Ongoing
Ongoing

	4. To identify and act on the real or imagined barriers that impede patient and public involvement in research


	· Publish a generic guideline to explain the role of the lay member both on committees and participating in research
· Develop an online information resource for researchers on PPI activity
	2010-2011
2011-2012

	5. To monitor and evaluate the effectiveness of patient and public involvement in, and feedback on research

	· Network staff to develop and complete a Network PPI activity log 
· Advisory Board and Management Group to monitor progress on implementation of the PPI strategy
· Survey researchers to determine added value from PPI

· Survey patients and members of the public involved in research to find out about the experience of participants
	2009-2010
Ongoing

2011-2012
2011-2012


Resources

The Network has an annual budget of £3000 to meet the costs of PPI.  Likely costs are: travel expenses for meeting involvement; staff training; venue and travel costs for meetings with patients and the public (facilitated by the voluntary sector).
Progress

We have recently completed 2 of the deliverables set out above: Billy Watson (Director, SAMH) has agreed to be a member of the Network Advisory Board, and we have adopted a Research Register for Mental Health (led by Dr Andrew McIntosh).
5. Recommended Further Reading
1. Service User Involvement in the UK Mental Health Research Network – Guidelines for Good Practice  Available at www.mhrn.info
2. Involving the public in NHS, public health and social care research: Briefing notes for researchers – Available at www.invo.org.uk 

3. Patient and Public Involvement Strategy for Scottish Topic Specific Research Networks http://www.sdrn.org.uk  
APPENDIX 1

Barriers to Involvement and Approaches to Addressing Them

	Barrier
	Approaches to Addressing Them 

	Confusion on the part of the Network and researchers about what PPI is.
	Clear strategy with practical examples of PPI.

	The Network and researchers are sceptical about the value of PPI.
	Identify and promote evidence for the value of PPI (literature).

Invite presentations to Management Group/Advisory Board from researchers with positive experiences of PPI.

	Insufficient resources.
	Identify costs and ring fence a budget for supporting PPI.

	Impact of health condition on the patients and publics’ ability to contribute.
	Ask people about particular needs arising from their condition.  Be prepared to adjust processes to accommodate needs (physical accessibility of rooms, scheduling & duration of meetings, temperature, video conferencing etc).

	Costs of participation.
	Have a clear expenses policy including care costs.

	Patients and the public not aware of opportunities for involvement.
	Promotion of opportunities. Clear role descriptions for each opportunity.

	Unfamiliarity with research processes.
	Training.

	Jargon.
	Training and plain English.

	Literacy.
	Alternative modes of communication.
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