
Terms of Reference
Service User / Carer Involvement Groups 

(Regional Template)

1. Involvement Group Details

2. Background and Purpose

3. Authority, Reporting and Scope

[Insert your Organisation]:

[Programme/Service area]:

[Involvement Group name]:

Type of group: Task & Finish (time-limited)
Standing Forum (ongoing)

Month YYYY

V1 �| Review due: Month YYYY

Date established:

Version:

The Group gives Service Users, Carers, Staff and, when relevant, Community and 
Voluntary partners a clear way to help plan, improve, deliver and review (insert service 
area). Its main purpose is to make sure real Lived Experience shapes decisions and 
supports ongoing improvement.

By bringing different views together, the Group can see what is working well and where 
things need to change. It encourages working together to solve problems and helps 
develop better approaches that lead to improved experiences, better support and better 
outcomes for Service Users, Carers and the wider community.

•	 The Group works in an advisory and collaborative way. 

•	 It does not make final decisions but gives recommendations and options. 

•	 Reporting line (if needed): for example, the Project Team, Programme Board, or 

Safety, Quality & Patient Experience Committee. 

•	 Scope (If relevant): The Group covers the agreed services, locations or populations.



4. Membership and Chairing

6. Expectations of Members

5. Term of Membership

Membership should include an appropriate mix of Service Users, Carers, Staff and, where 
appropriate, Community and Voluntary partners. The group should, where appropriate, aim 
to include people of different ages, genders, locations and Lived Experiences.

•	 Prepare for meetings, attend regularly, and take part in discussions in a helpful and 
positive way. 

•	 Look over any documents you are asked to review. 

•	 Follow the agreed ways of working, be respectful, include everyone, use clear 
language, and keep information confidential. 

•	 Work in partnership with staff to help design, review and give feedback on service 
changes, developments, proposals and evaluations. 

•	 Share your Lived-experience insight to help shape options and influence decisions 
(including insights from wider networks if agreed in advance). 

•	 Where needed, nominate members to join related project groups and make sure 
information is shared back and forth with this Group. 

•	 Membership numbers: Up to [insert number] members, invited through an open 
Expression of Interest or by direct/indirect invitation. 

•	 Selection should be based on Lived Experience, interest, relevant skills and availability.

•	 Chairing: The Group should be led by a senior staff member as Chair, with a Co-Chair 
elected by the Group (or just one Chair if that works better).

•	 Deputies: Deputies can attend meetings if agreed in advance.

•	 Membership Register: A record of members should be kept (see example at the end 
of the document).

Recommended membership:

Option A Option B
(Standing Service User and Carer Forum) (Service User and Carer Task & Finish Group)

Members stay in the group for 
1 to 3 years, and their term 
can be renewed. 

Members stay in the group 
only for the length of the 
project, usually around 6–9 
months.



7. Meetings & Quorum

8. Secretariat and Service User & Carer Support

Paperwork: The agenda and papers will be sent out at least [insert 
number] working days before the meeting. Minutes and action notes will be 
shared within [insert number] working days afterwards.

•	 Help create and monitor an Involvement Action Plan. 

•	 All members must sign and return the Code of Conduct and Conflict of Interest form. 

•	 Meeting papers will be provided in Plain English and/or Easy Read. 

•	 If you can’t attend a meeting or are unwell, please send your apologies.

•	 Named contact: [role/name/email]. 

•	 All members will be offered an induction and any training they need. 

•	 The Group can use the Take 5 Steps to Wellbeing: Connect, Be Active, Take Notice, 
Keep Learning and Give. 

•	 Support before and after meetings will be available for Service Users and Carers if 
requested. 

•	 Reasonable adjustments will be provided to help everyone take part fully. 

•	 Agreed out-of-pocket expenses will be reimbursed, and claims will be processed within 
[insert number] working days.

How often we meet: The group will meet [monthly / every two months / 
every three months]. This can be reviewed as the work progresses. 

How we meet: Meetings will be a mix of in-person and/or MS Teams so that 
everyone can join in the way that works best for them. 

Minimum attendance (quorum): A meeting can only go ahead if the Chair 
or Co-Chair is present and at least 50% of members attend (or at least 
[insert number] members for larger groups). 



9. Conduct, Interests and Confidentiality

10. Outputs and Timeline (if Task & Finish)

11. Review of Terms of Reference

12. Comply with GDPR and wider duties of confidentiality

•	 Members must declare any real or possible conflicts of interest using the agreed form, 
either at the start of a meeting or separately if needed.

•	 These will be recorded. 

•	 If a conflict of interest relates to a specific agenda item, the member will step out of that 
part of the discussion. 

•	 All discussions and meeting papers must be kept confidential unless the group agrees 
otherwise. 

•	 All data will be managed in line with GDPR and Trust policies. 

•	 Serious or repeated breaches of the Group’s Code of Conduct may result in a review of 
a member’s ongoing participation. The member will be informed of the concerns, given 
an opportunity to respond, and any decision will be considered by the Chair/Organiser 
with support from other appropriate Senior representatives/colleagues to ensure a fair 
and proportionate approach.

•	 How long the group will run: About [6–9 months] from the start. 

•	 What the group will produce: For example, an options paper, an information resource, 
feedback summaries or recommendations. 

•	 Updates: If needed, the group will provide progress updates to the reporting body after 
each meeting

•	 These Terms of Reference will be reviewed every year and updated if needed.

•	 Any changes should be approved by the reporting body, if this applies.

•	 In most cases, the Involvement Group itself will be able to approve updates to the 
Terms of Reference.

As a member of the [insert group name], you may hear or receive personal or confidential 
information about service users, patients, staff or other individuals. You must respect their 
privacy and keep this information confidential. You should only use personal information for 
the purpose for which it was provided, and only with people who are authorised to receive 
it. Please do not discuss identifiable information outside the Group, take photographs 
or copies of confidential material, or share information through personal communication 
channels, social media or any other unauthorised channels. If you are unsure whether 
information can be shared, or if you think information has been lost, disclosed or shared 
accidentally, please speak to the Chair as soon as possible. These responsibilities 
continue after you leave the group. This helps the Trust and its service users to comply 
with GDPR and wider duties of confidentiality. 



The [insert group name] will seek to remove barriers to participation and make 
reasonable adjustments to support accessible Involvement.

Important note: Ensure you have permission from Service User and Carers to have their 
personal details on the members list.

13. Reasonable adjustments

Membership Details

Name: Role/Perspective: Email Start/End:

[NAME] [Service User / Carer / 
C&V / Staff]

[contact] [mm/yyyy - mm/yyyy]

[NAME] [Service User / Carer / 
C&V / Staff]

[contact] [mm/yyyy - mm/yyyy]

[NAME] [Service User / Carer / 
C&V / Staff]

[contact] [mm/yyyy - mm/yyyy]

[NAME] [Service User / Carer / 
C&V / Staff]

[contact] [mm/yyyy - mm/yyyy]

[NAME] [Service User / Carer / 
C&V / Staff]

[contact] [mm/yyyy - mm/yyyy]



Produced by the Public Health Agency,
4th Floor, 12-22 Linenhall Street, Belfast BT2 8BS. 

Tel: 0300 555 0114 (local rate)
www.publichealth.hscni.net
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