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Commitments for Patient and Public Involvement (PPI) Developed for and by LNR CLAHRC (2010)
There is growing evidence for the benefits of involving patients and the public in research. These include:

· People who use health services are able to offer different perspectives and these can help to ensure that research of relevance and importance is prioritised;

· PPI can help with the identification of outcome measures that are important to users of services and the public;

· Effective PPI can support the recruitment of people to participate in the research, including those from otherwise hard to reach communities;

· Enthusiastic involvement can ensure effective dissemination of research results to a wider audience;

· PPI involvement in the promotion of successful research outcomes can help to ensure that changes are implemented. 
NIHR CLAHRC-LNR will engage patients and the public within and across its work streams and structures. To reinforce this, CLAHRC-LNR makes the following commitments:
· Project and/or theme steering groups will have a member (PPI Champion) whose primary remit is to help to protect participant safety and ensure that public and patient perspectives inform the design, delivery and dissemination of activities;

· Meetings and associated papers should avoid unexplained acronyms and jargon;

· Meetings will have clear terms of reference and appropriate methods for encouraging and supporting contributions from lay members;

· Meetings involving patients and lay representatives will be held at accessible times and in accessible locations;

· Patients and lay members of groups and committees will:

· be provided with a clear role description which will be regularly reviewed

· be provided with profiles of other members

· be assigned an academic or clinical mentor who will support their full and active participation and be available to answer questions and address and issues or concerns

· be provided with training and other appropriate support to ensure that they can effectively contribute to all groups and committees 

· be treated as full members of the group and their views and opinions given full deliberation

· receive reimbursement for all reasonable expenses incurred

· Study participants and lay members of groups and committees  will be provided with information about the outcomes and impacts of research of which they are a part;

PPI in projects and other activities will be documented and particular note will be taken of where decisions or activities were modified because of this engagement.

Confidentiality Statement Developed by RDS South Central 2009
Confidentiality

You may not, either during, or at any time after the termination of your partnership with [this project] disclose to anyone, other than in the proper course of your employment, any information of a confidential nature relating to [the project] and shall further not use any such information in a manner which may either directly or indirectly cause loss to the project. Confidential information includes (but is not limited to) information about researchers/participants/involvees of the project, financial information, commercial information, technical information or intellectual property, provided that this clause shall cease to apply to information once it comes into the public domain (except as a result of your unauthorised act or default).
Disposing of confidential information.

All documentation provided to you throughout the course of your involvement in this project, be it in electronic format such as e-mail or in hard paper copy, is provided in the strictest of confidence. It is important that this documentation is disposed of in accordance with the Data Protection Act and with confidentiality in mind. Documentation should not be stored on personal computers unless you are currently working on them, copies can be sent to your project point of contact for storage for later use if they are not going to be used for a substantial time period, for example, if you have been reviewing the final submission, do not store it after the project has been submitted for funding, once you hear the outcome of the funding committee you can request a copy of the documents from [point of contact on the project]. Hard copies of documentation should be disposed through agreed shredding methods, this may mean sending documentation back to [point of contact on the project] for safe disposal. 

Example questions that can be asked about PPI by RDS’s 

Developed by RDS South Central 2010
Do you have links with a patient group that support your research idea?

How did the research idea come to you? Did patients influence this?

Will patients or the public read or write the lay summary or information sheets?

Have patients provided comment on your planning so far?

If questionnaires are intended to be used, have you considered training and using patients to conduct them?

Do you intend to have lay representation on the project steering group? If yes do you have 2 lay members so that they may provide support to one another?

Do you have a patient group currently operating within your department?

Have you included the cost of public involvement into the grant application?

Who in the team will be the main point of contact for the lay members of the steering group?

What support do you have in place for lay members?

Has a lay representative a named member of the research team on the proposal?

Does the hospital that the research is being proposed in have a patient group that can be utilised?

Have CRBs for lay members been included in the research proposals where appropriate?

Have you considered establishing a lay panel?

Would you like the RDS PPI Lay team to read through your proposal?
Is what patients are being asked to do practical?

Courtesy statement for PPI developed by RDS’s 2010
When involving a member of the public in your research project/organisation we would hope that it is a positive experience for everyone involved. Researchers and research organisations should be mindful of their duty of care to members of the public who become involved with their work.

This courtesy statement aims to set out some of the key principles to promote positive experiences. Adapting your usual working practices may be required to achieve this.

It is not an exhaustive list and you may think of other measures that are important, these may be specific to your project/organisation or the person involved with you. We also list a number of other sources of guidance that may be helpful to you.

Planning – Careful forward planning for any activity will help ensure the experience is as positive as possible. 

Roles – The roles of all the members of the team should be negotiated and agreed in advance and adhered to. Any departures from the original role descriptions should be also negotiated and agreed to.

Respect – The differing skills, knowledge and experiences of all the members of the team are acknowledged and respected.

Skills - All members of the team should ensure they, and their colleagues, have the necessary skills to fulfil their roles appropriately. Formal training, on-the-job learning, mentoring and/or additional support may required – these should be considered and agreed in advance.

Access – Ensure equal access to appropriate project activities, for example, give clear, adequate and useable information in good time, give plenty of notice for meetings and ensure venues are comfortable and accessible for all involved. Any specific access needs for an involved person should be discussed in advance of any meeting or activity and steps taken to meet them, for example, addressing differing communication needs, ensuring access to all of the facilities required for fulfilment of their role.

Support – Setting up appropriate support mechanisms for individual people (either involved people or researchers) is essential. Support might include things such as, identifying a key contact for them within the team, extra time before any meeting to go through the papers/topics for discussion, debriefing after meetings for clarification, or on some occasions emotional support. This is important to think about when you are involving someone because of their personal experience of a health condition or treatment – discussing particular topics may raise issues for them, which may not occur  other members of the team.

Decision making – Make it clear how decisions will be made during the course of the research and if differences of opinion occur between team members, how they will be handled.

Communication – All members should have an equal say within the team and be listened to by other members in a non-judgemental, non-threatening or dismissive manner. 
Other resources that might be helpful:

INVOLVE (2009) Good Practice Leaflet
INVOLVE (2004) Briefing Notes for Researchers in particular:

· Checklist for committees and working groups which involve members of the public (pages 39-41)

· Checklist for budgeting for involvement (page 42)

TwoCanAssociates for the UKCRC and NCRI (2010) Patient and public involvement (PPI) in research groups – Guidance for Chairs (available to download from http://www.twocanassociates.co.uk/pubs.htm) 
Information about access and ground rules for meetings from Shaping Our Lives, a national network of service users and disabled people (see http://www.shapingourlives.org.uk/access.html)

For ideas about training and support please refer to INVOLVE (2010) Examples of training and support for public involvement in research: Sharing innovative practice workshop
Questions researchers should ask about public involvement, Produced by RDS South Central 2010 
· Have or will any relevant local patient groups or forums been contacted? Have you already identified patients that wish to be involved?

Your project can be advertised through the RDS PPI Network of individuals, teams and organisations interested in getting involved in health and social care research.
· Have you outlined how public involvement may take place?
Section one of the PPI Project Support Information Pack allows you to do this. If you still are not sure of what your projects will actually look like you can use the more basic document PPI in Research

· Are there at least 2 lay representatives on the project steering group?

· Have you written a person specification for lay members of the steering group?
The documents Person Specification Form and Person Specification for member of steering group can help you write this.
· Are any lay members co-applicants?

· Will patients or members of the public been involved in writing the proposal?
· Have patients or members of the public been involved in writing patient information sheets or the lay summary?

· Have patient information sheets been read by the RDS PPI Lay Team?
Please contact the PPI Officer who can arrange for your whole proposal to be reviewed as well as specific parts of the proposal such as lay summaries.
· Has the cost of public involvement been included in the budget and application?

Involve and the RDS have a lot of information regarding payments, both amounts that should be paid and how payments can effect the taxes of those receiving them.

· Have you established support for your lay members?

The RDS provides a Project Support Information Pack which enables you to outlined the purpose and needs of your project along with the support the RDS provide to your lay members.

· Do your lay members require any training?

The RDS provides training and links to training for patients and members of the public getting involved in research

· Do lay members have contact details of the research team?

The RDS has preformatted form you can use to ensure that all contact details are logged and shared around the team.

· Has someone from the project team been appointed as the main point of contact for lay members? 

This should be someone of seniority within the team. 

· Have you ensured that any special considerations for the lay person have been noted/addressed? 

Such as larger font if sight impaired, appropriate meeting places if person has mobility issues etc  
· Has PI checked, confirmed and agreed with lay member what their level of commitment/involvement will be?
Equal access information, Produced by RDS South Central 2010
Please use this sheet to record and inform the research team about your access requirements to ensure you have equal access to contribute fully in the capacity of your formally agreed role to the research activity.

This might include things such as:

· Pre-meeting mentorship to go through papers and topics for discussion

· De-briefing after the meeting/activity

· Printed materials in a specific format– in large print (specify font size), electronic versions (specify file type), Braille, etc

· Communication support e.g. sign language interpreter, palantypist, non-English language interpreter

· Provision for support worker or personal assistant

· Provision for a support/assistance dog

· A parking space near to the meeting/research venue
· Specific type of chair/other furniture

· Dietary needs

· Any other access requirement that is not listed above


Type or write your access requests here…








