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Terms of Reference

This is a proposed Terms of Reference which will be reviewed with the members of the
network following recruitment and annually after this.

Background

The British Society for Immunology (BSI) is a registered charity and the leading UK
membership organisation representing scientists and clinicians working in immunology
and supporting them to drive forward scientific discovery and to make a positive impact
on health.

Purpose of the network

The British Society for Immunology recognises that patient and public involvement (PPI)
is vital to enable immunology to thrive and deliver positive outcomes for health.
Involving the public, patients, carers and people with lived experience within the BSI’s
work goes beyond just their passive participation as recipients of our information or
activities but is rather a mutually beneficial, active and evolving partnership. This brings
significant value and increases the impact of our work.

The BSI’s Patient and Public Involvement Network will initially be made up of 15 members
who have a range of relationships to and interests in immunology. Network members will
input into different aspects of the BSI’s work. Eligibility for members has been kept
deliberately broad so the Network can input on a wide range of project topics and types.
The Network is new at the BSI, and therefore its purpose may be refined over time in
discussion with Network members.

Membership

The initial membership term will be for three years. After two years, we may recruit
additional members depending on how the Network is functioning and in discussion with
Network members.

Membership criteria

e Over18

e Basedinthe UK

e Accesstotheinternet

e Access to an accessible device to attend virtual meetings via Zoom
e Accessto an email address for communications



We aim to recruit a panel from across the UK which reflects the diversity of people whose
lives are affected by immunology.

We welcome members with any interest in immunology including but not limited to:

e Those living with an immunodeficiency

e Those living with other conditions related to the immune system e.g. autoimmune
conditions, cancer, allergies, asthma

e Carers for those living with immune related conditions

e Those with a generalinterest in issues related to how the immune system works

If you are interested in joining the Network but aren’t sure whether you should apply,
please do get in touch with us.

Ways of working

Network members will follow the BSI code of conduct in all their involvement within the
Network, and all will maintain confidentiality of the projects they are involved with.

Involvement opportunities may involve working directly on BSI projects or they may
involve being consulted about a project being developed by BSI members. Opportunities
could take the form of:

e Virtual meetings where a particular projectis discussed with members
e Requests for feedback on a resource or document e.g. a vaccination guide for the
public

The Network will be approached with involvement opportunities and asked to express an
interest in particular projects. The BSI will then select a group of members to work on the
project. How these decisions are made will vary from project to project, and we will
communicate our decision-making processes clearly throughout.

Responsibilities
Network members will:

e Express aninterestin opportunities in a timely manner (deadlines will be
communicated)

e Attend online meetings and read any papers sentin advance

e Play an active and constructive role in meetings

e Respond with comments on documents or other media by the requested dates

e Respectthe views and experiences of other Network members

e Provide feedback on the network and individual opportunities


https://www.immunology.org/about-us/policies/code-conduct

Remuneration & recognition

Network members will be remunerated in recognition of their work and service in line with
NIHR guidelines. For example, the honorarium offered for a 2-hour meeting with some
preparation would be £50

Members may also be offered the same honorarium for other involvement which is a
significant time investment e.g. reading over an engagement guide and providing
feedback.

With their permission, Network members will also be recognised on the BSI website and
where possible within projects they have contributed to.


https://www.nihr.ac.uk/payment-guidance-researchers-and-professionals#payment-rates

