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Steering Group – Terms of Reference
Instructions to fill in this template: This template has been created to help you create Terms of Reference for a Steering Group for your clinical trial that includes a patient partner. All information that is highlighted in yellow is an instruction to insert that information in its place to finalize this document. You will also wish to remove these instructions to complete the document.

Purpose
This document sets out the Terms of Reference for the Steering Group of the (insert Clinical Trial name). The Steering Group must include representatives of patient partners, clinicians, and investigators/researchers. These may be members of a charity or professional organization within the area of the (insert Clinical Trial name).  Members will bring with them knowledge of the condition, an understanding of the research gaps, and knowledge of SPOR’s patient engagement guiding principles of inclusiveness, support, mutual respect, and co-building (document found in each of the patient partner and researcher decision aids). Members are expected to be fully engaged in the process and have the time to carry out the work involved. 

Members
The background and wider aims and responsibilities of the (insert Clinical Trial name) are set out by the PI/Co-PI, which will be informed and managed by the Steering Group.  It is agreed that for the (insert Clinical Trial name), (insert number) patient partners and (insert number) of clinicians and investigators/researchers should be present in order for Steering Group meetings to go ahead and for decisions to be made.

	Name
	Contact
	Role in Steering Group

	
	
	Chair

	
	
	Co-Chair

	
	
	PI/Co-PI

	
	
	Coordinator

	
	
	Steering Group member

	
	
	Steering Group member

	
	
	Steering Group member

	
	
	Steering Group member

	
	
	Steering Group member

	
	
	Steering Group member

	
	
	Steering Group member

	
	
	Steering Group member

	
	
	Steering Group member

	
	
	Steering Group member

	
	
	Steering Group member





[bookmark: _GoBack]Specific Roles
Chair(s):  The Steering Group will be chaired by (insert names).  It is recommended that a patient partner co-chair the Steering Group. The Chair’s role is to:
· Support and guide the research team, as a neutral facilitator, ensuring that the Steering Group meetings are conducted in a fair, transparent way, with equal input from patient partners, clinicians and investigators/researchers. No one Steering Group member should dominate the meeting. Additionally, it is likely that individual members will have particular issues to raise at a Steering Group meeting. 
· Encourage understanding of the differing perspectives of patient partners, clinicians and investigators/researchers. No individual should feel marginalized or feel that their views are less valid than any others, whether they speak as someone with a condition, as someone caring for another person with the condition, or as a clinician working with individuals with the condition.
· Ensure the meetings are inclusive. Take extra time to support patient partners before, during and after meetings. This will help to ensure they can contribute equally and can comfortably present their views.
· Share and reinforce Steering Group meeting ground rules. 
· Set future meeting agendas 
PI/Co-PI: (Name[s]) is/are the PI/Co-PI for the (insert Clinical Trial name). The PI/Co-PI work closely with the Steering Group Chairs to champion the (insert Clinical Trial name) and ensure it is successfully conducted, completed and disseminated.

Coordinator: (Name[s]) is/are responsible for the coordination and administration of the (insert Clinical Trial name). This includes arranging all meetings, and ensuring that:
· Requests for agenda items are discussed with the group	
· Agendas are available at least a week before meetings
· Meeting notes are reviewed by the Chair(s), circulated within two weeks, and reviewed and agreed at the next meeting

Accountability
Steering Group members are asked to contribute, as a minimum, their expertise and their time, and to be prepared for Steering Group meetings.  

Members of the Steering Group will need to agree the resources (including time and expertise) that they will contribute to ensure that each stage of the process is completed.  Members of the Steering Group will:
· Participate in (insert frequency) Steering Group meetings/teleconferences. It is usual for a Steering Group to meet either by teleconference or face to face on a regular basis in order to keep momentum around the research and to maintain a relationship as a team 
· If unable to attend a Steering Group meeting, submit comments ahead of the meeting.  Where a Steering Group member is unable to attend a meeting, decisions made at the meeting will be respected
· Respond promptly with feedback on project materials by responding to emails/telephone calls
· Have oversight of the collection of evidence from clinical trial participants 
· Be involved in the development of research questions, and work with investigators/researchers to answer questions or provide any extra information they need
· Oversee and lend expertise to the data management process, including agreeing the scope and process for data-checking  

Working Methods
All Steering Group members are asked to commit to working according to the SPOR’s patient engagement guiding principles:
· Inclusiveness – Patients are bringing their lives into this.
· Support – Safety, cultural competence, training and education. It is important to be sensitive to the varied capacity and individual support needs of all group members.
· Mutual respect – Acknowledging each other’s expertise and experiential knowledge as evidence. Ensure patient partners have equal voices to clinicians and investigators/researchers. Views may differ but neither member should feel their voice is less valid than the other’s.
· Co-building – Working together as partners from the beginning. Effective communication is key to ensuring all members are kept informed and able to participate fully. This can be guided by early discussions about what is required from each member, as well as preferences for communication. Steering group meetings should work in a consultative and inclusive way. This ensures all team members can contribute to the decision-making. There should be transparency in how decisions are made.

Meetings 
The (insert Clinical Trial name) first Steering Group meeting will be on (insert date) at (insert time), by (insert location).  We anticipate the Steering Group meetings will be held: (insert frequency).

Review
On an annual basis, the Steering Group will review the continued relevance and value of its work.

Definition of Terms
Definition of key terms related to (insert Clinical Trial name) include:
To be completed
Adopted and Adapted using the James Lind Alliance Priority Setting Partnership Form 
(http://www.jla.nihr.ac.uk/about-the-james-lind-alliance/templates-and-useful-documents.htm) 
