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Cambridge Biomedical Research Centre - Mental Health Theme 
Lived Experience Advisory Group (LEAG)
Terms of Reference
About the Cambridge Biomedical Research Centre (BRC) and the Mental Health Theme
The Cambridge BRC is part of the National Institute for Health Research (NIHR) and is hosted by Cambridge University Hospitals NHS Foundation Trust in partnership with the University of Cambridge and Cambridgeshire and Peterborough Foundation Trust (CPFT). The BRC’s aim is to support research that helps turn scientific discoveries into new ways to diagnose, treat and prevent diseases. 

One of the research themes that is funded through the Cambridge BRC is mental health. The Mental Health Theme is focussed on three main areas of research: 
· looking at the development of the brain to try and prevent mental health conditions,
· improving our understanding of how mental and physical health interact in order to develop new treatments, 
· and using digital technology to help identify, prevent and treat mental health conditions.

Purpose of the Lived Experience Advisory Group (LEAG)
The LEAG is a group of patients and the public which helps to improve the quality and relevance of research taking place in the Mental Health Theme. We do this directly by providing feedback on research plans and goals and public/patient-facing documents. 

We also contribute by:
· helping to develop the theme’s patient and public involvement strategy,
· creating and improving publicly available information about the Theme online,
· developing resources which will improve patient and public involvement within and beyond the Theme,
· and contributing to decision-making about small research grants within the Theme. 

Membership
The group is composed of people age 18+ who have lived experience of mental health challenges – either personally or as a carer or parent – and who have an interest in mental health research. The main qualities we look for are enthusiasm, relevant personal experiences and commitment. No specific skills, education or training are required. 

We aim to include people from across Cambridgeshire and Peterborough, with the broadest possible variety of backgrounds and perspectives. We particularly welcome people who have not been involved with research before. 

We welcome individuals with disabilities and/or support needs and are committed to ensuring you are able to participate fully in an inclusive environment. We will work with you to offer additional support if you inform the PPI coordinator (Naomi, nc482@cam.ac.uk) of your requirements.

New members may be invited to join when there is capacity or when we seek to expand the diversity and perspectives within the group.

Roles and responsibilities
All opportunities are voluntary and there is no obligation to get involved or to stay involved. Honoraria are offered as a thank you for the time and energy you put into your involvement – see the Payment Policy below for more information.

Members will be invited to:
· Attend online meetings – held on Zoom, these are typically scheduled every 4-8 weeks, depending on research team needs, and usually last 1-2 hours. These will be scheduled around the Group’s availability.
· Send feedback – members may be asked to comment on materials outside of meetings; for example: reviewing text, video or other digital content and provide written or verbal feedback. 

You may also be offered additional opportunities for involvement. These are varied in nature and might include attending additional online or in-person meetings to talk about personal experiences or give perspectives on mental health research. Details about additional opportunities will be provided on a case-by-case basis, including the expected time commitment, pay and eligibility criteria (if relevant). If there is limited space to get involved in a particular opportunity, the selection process will be explained.

All members will be supported to be actively involved. Active involvement could mean:
· contributing verbally during an online meeting or panel discussion;
· making relevant written comments in the ‘chat’ function of an online meeting;
· replying to emails within a reasonable time frame, although we understand that life circumstances may occasionally make this difficult. 
We are flexible in how members participate and will support you in finding the most comfortable and accessible way of contributing. 

We understand that everyone has different comfort levels when it comes to sharing in group settings. Members are always welcome to step out, disengage or look after themselves as needed, without needing to explain themselves or apologise.

We aim to facilitate respectful, inclusive and productive discussions where all perspectives are valued. We expect everyone to listen to and respect other opinions, even if they are different to your own. If disagreements arise, they can be escalated to the PPI coordinator where necessary.   

Confidentiality
As a member of the group you may read or hear confidential information which you will be expected to keep confidential, such as personal information about other members or research material which is confidential at the time (e.g. information about grant applications currently in development and unpublished data).  If you are ever unsure about whether some information needs to remain private, please ask the PPI coordinator (Naomi, nc482@cam.ac.uk). 

Length of membership
The group is anticipated to be active until the funding for the project ends (Nov 2027) but there is no obligation for members to remain involved for the duration of the project. If you are no longer interested in being part of the group at any point, please inform the patient and public involvement coordinator (Naomi, nc482@cam.ac.uk) in writing, as soon as possible. We understand that your availability may change, and you are welcome to discuss any concerns with the PPI coordinator before deciding.

By participating in LEAG activities, you agree to abide by these terms of reference.
If you breach of these terms of reference, you may not be able to continue being part of the group. 



BRC Mental Health Theme - Payment policy for Patient and Public Involvement (PPI)

What is Patient and Public Involvement (PPI)?
PPI contributors give advice and participate in decision-making throughout all phases of research. All involvement opportunities are voluntary and there is no obligation to get involved or to stay involved.
 
Payment Policy
This policy is based on the guidance set out by the NIHR, here: https://www.nihr.ac.uk/payment-guidance-members-public-considering-involvement-research 

We offer PPI contributors a small payment for the time and energy they put into their involvement. These payments do not constitute paid employment, but we offer them to cover out-of-pocket expenses and compensate for the time spent on projects. 

Compensation will be paid for active involvement and contributions. For example, during an online meeting or panel discussion, involvement could be verbal, in the chat, or comments via email following the meeting. We are flexible in how PPI members do this and will support them in finding the most comfortable way of contributing. 

For each involvement opportunity, we will provide details of the expected time commitment and payment offered. PPI contributors can always choose whether or not they want to be involved.

Some people prefer not to be paid for their involvement, but they can change their minds at any stage regarding future payments. Some people ask to be paid a lower amount than first offered because of benefit rules on earnings (please see the Tax and Benefit implications section for further details).

How payments are made
The PPI coordinator will submit payment paperwork on behalf of all PPI contributors. We aim to do this within no more than 2 working days from the PPI activity being completed and will confirm when the payment paperwork has been submitted. 

Our standard payment option is electronic transfer directly into your bank account (called BACS). These payments are processed through our online system, SAP Concur. You will be asked to complete some paperwork in order to be added to the system and get paid. Please note that payments typically take about three weeks to arrive in your bank account.

If you prefer not to receive payment directly into your bank account, please tell the PPI coordinator. We can provide online gift vouchers from Love2Shop (https://www.love2shop.co.uk/) as an alternative. These also often take a few weeks to organise.




Payment amounts 
· £25 per hour for meetings which require minimal preparation
· £25 per hour for substantial preparation for meetings or agreed other contributions outside of meetings (this will be specified up-front)
· If you have special additional costs (e.g. pay-as-you-go data rates or if you need to print documents at home), we can offer £5 per meeting to cover these costs. Requests to cover these additional costs will be reviewed on a case-by-case basis.
· In limited circumstances, we can also pay for the travel for a carer/supporter to attend an in-person event with you. This will be discussed on a case-by-case basis and agreed with you in advance.

The payment amounts are based on NIHR guidance, available here: https://www.nihr.ac.uk/payment-guidance-researchers-and-professionals#payment-rates 

Expenses
If travelling to an in-person meeting, in most cases, we can arrange and pay for your travel expenses directly, in advance. We can also pay out-of-pocket expenses for traveling to in-person meetings (e.g. if you prefer to arrange your own travel), but these costs must be agreed with the PPI coordinator in advance and a receipt must be provided.

We may also be able to offer contributions for childcare from an Ofsted-approved provider, but this must be agreed in advance.

Tax and benefit implications
Please be aware that there may be tax or benefit implications for receiving compensation for PPI activities. It is your responsibility to determine whether you will be subject to tax or changes to benefits. More information on welfare benefits regulations is available in Section 8 of the NIHR guidance, here: https://www.nihr.ac.uk/payment-guidance-members-public-considering-involvement-research 

For any questions, please contact
Naomi Clements-Brod (nc482@cam.ac.uk), Patient and public involvement research lead
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