INTRODUCTION TO TOPICS AND PROMPTS TO HELP WITH PPI ADVICE-GIVING
THE PROMPT GUIDE STARTS ON THE NEXT PAGE

Introductory talk might include checking whether there is anything in particular the researcher wants to ask about PPI, or whether it’s OK to just go through the research plan thinking about where PPI might fit. Aim of topic guide: to help think about where PPI fits within the research proposal. We base the topic guide on the assumption that a research proposal needs a strong narrative, built on a coherent argument. Giving advice on any aspect of a proposal, whether methodological, practical, or PPI-related, means identifying the points at which the argument is flawed, stages are missing, or issues are unresolved. The topic guide can help with clarifying and strengthening the rationale for the research, at the same time as identifying where, and what sort of, PPI might be helpful.

The topic guide includes:
Being clear about the problem that the research is addressing 

The proposal needs to show that it is a problem that affects people’s lives negatively, and that it is stopping a goal being achieved, and that it is relevant to current policy/practice. 

PPI implications: Have the people whose lives are affected been involved in bringing the problem to researchers’ attention? If so is that clearly stated in the proposal? If not, how will funders know that it really is a problem? Are they part of the research team? If not, should they be?

Being clear about wanting to correct the problem

The proposal needs to show that the team wish to address the problem and that they can state this in a research question that is clearly aimed at solving the problem.

PPI implications: Is there scope for the people whose lives are affected by the problem to help find ways of solving it? Can they help hone the research question?

Being clear about what has been standing in the way of resolving the problem

The proposal needs to give the background – to state clearly how other research has failed, or identify a gap in the literature, and say why NOW is the time to resolve this and argue that THIS TEAM is the right one to do it

PPI implications: Have previous failures /gaps been (partly) due to lack of involvement from people whose lives are affected? Will the inclusion of public/patients etc complete the team?

Being clear about the plan of action:

The proposal needs to say clearly what the research team plans to do to address the problem

PPI implications: Is the plan detailed enough? Exactly how will patients/public be involved? Consultation / collaboration /control? At what stages in the research process? Resource implications? How far does plan go – does it include PPI in dissemination and implementation? What about impact?

NB: Prompts are to be used flexibly, as a memory aid, not necessarily in the order below.
Topic: BEING CLEAR ABOUT THE PROBLEM

Prompts: 
What is the problem your research aims to address?

Whose lives are affected by this problem?

Whose lives might be affected by your findings? 

 Responses should help to identify who to involve: e.g. patients with a particular condition / family members of someone with a particular condition / people in general / NHS staff …etc

Topic: BEING CLEAR HOW THE RESEARCH QUESTION WILL ADDRESS THE PROBLEM
Prompts: 
Have the patients / carers / others identified above been involved in formulating your research question?
If not, could their involvement help with the research question – for instance to check that it is really getting at what matters about the problem?

Could patients/ carers / others help to find practical ways of solving the problem?

Responses should help to identify how and why people should be involved

Topic: BEING CLEAR THAT THIS PROBLEM COULD NOT BE RESOLVED BEFORE BUT NOW IT CAN, AND BY THIS TEAM

Prompts: 
Can we think about your team: does it have the full range of expertise that you will need to make your research succeed, now, when other research has not? (Including ‘lay’ expertise)

Do you have ideas about how patients / carers/ others on your team might contribute? Should they be co-applicants for instance?

Responses should begin to identify levels of involvement (e.g. consulting, collaborating, leading) at different stages in the research process from design onwards, this continues in the ‘plan of action’ section on the next page
Topic: BEING CLEAR ABOUT THE PLAN OF ACTION

Prompts:
What are the practicalities that we might be able to advise you on? Have the team thought about:
· Involvement via steering group membership, public meetings, contacts with pre-existing group(s), email, internet fora, telephone conversations – there are many ways 

· Involvement in formulation of questions to be answered by the research?

· Involvement in design of research project, including selecting outcome measures?

· Involvement in co-writing, or checking clarity of protocol, especially ‘lay’ summary?

· Involvement in project management?

· Involvement in development of patient information leaflets?

· Involvement in data collection (maybe actually collecting data, maybe contributing to data collection tools)?

· Involvement in analysis and interpretation of results (qual AND quant)?

· Involvement in dissemination and implementation of findings?

· how many lay representatives? (2 or more)

· Is a named team member taking responsibility for liaising with lay representatives? What qualities does this person need? (Importance of thinking ahead and setting aside time to discuss roles and responsibilities, including discussing how to disengage)

· Formal ‘role specification’

· Is public involvement costed into the research proposal?

· Will training be useful / necessary for ‘lay’ representatives? If so, what, when and how? Is it costed? Will there be time?

· Ethics of involving people at pre-protocol stage – cannot promise that their work will bear fruit 

Do you have ideas about how to recruit or contact patient / carer / other people who should be involved?

(e.g. existing links with relevant stakeholders through patient panel, INVOLVE website, including the section where people who want to be involved can get in touch with researchers who need their help http://www.peopleinresearch.org/
Local RDS/CLAHRC/CTU may be able to help via the advice co-ordinator 



Advertising? 


Pre-protocol award?

BEING CLEAR ABOUT POTENTIAL IMPACT OF PPI


Prompts:  
Will you be able to report on what worked well (and from what point of view?) and what worked less well? Who will spend time on this? Is it costed in?
OTHER QUESTIONS TO ASK? 
RESOURCES:
A good (free, downloadable) read on public and patient involvement issues co-authored by Hazel Thornton, who became active in this area after being invited to take part in a clinical trial and refusing because she felt the information provided was far from adequate. http://www.jameslindlibrary.org/pdf/testing-treatments.pdf
RDS website support

·         The official INVOLVE website which is supported and funded by the Department of Health  http://www.invo.org.uk/ 

·         Focused around clinical trials http://www.lindalliance.org/
·         A consultancy that specialises in involvement research http://www.twocanassociates.co.uk/index.html
·         NIHR funded UK Clinical Research Collaboration  http://www.ukcrc.org/
·         To find out about involvement, to find people to involve via an advert or to get involved yourself this is a new website which will help http://peopleinresearch.org
·         Information about different funding streams and there guidance notes: http://www.nihr.ac.uk/research/Pages/programmes_research_programmes.aspx
·         Information about different online forums of different  health conditions available at: http://www.healthtalkonline.org/
·         Information about PPI within the NIHR http://www.nihr.ac.uk/awareness/Pages/default.aspx
·         Information about PPI across Leicester Northampton and Rutland: www.lnr-rep.org.uk
