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Public Advisory Board:
Terms of reference

1. Introduction

e The Public Advisory Board (PAB) is part of the Health Data Research UK’s (HDR UK) Governance
structure to provide strategic advice and help ensure the work of HDR UK is driven by delivering
benefits to patients and the public through the trustworthy use of data in health research.

e The role of PAB is advisory and does not have any regulatory or executive powers.

e PAB members are expected to fulfil their duties as outlined in this Terms of Reference (ToR)
document and are encouraged to provide recommendations for any necessary changes when
they consider it is appropriate to do so.

2. Remit

The primary remit of PAB is:
¢ To inform and provide constructive challenge to the strategy of the HDR UK:

o Engaging in prioritisation exercises to help ensure the work of HDR UK focuses on achieving
public benefit through the use of data in health research.

o ldentifying and advising on opportunities and emerging areas of public importance in data
science and health research where HDR UK can contribute to national debates and respond
to public needs.

o Supporting meaningful, two-way engagement with HDR UK’s governance structures at
appropriate stages, ensuring public perspectives inform key strategic decisions from an
early stage.

e To encourage and enable trustworthy data science:

o Strengthen transparency and accountability in the use of health data through collaboration
teams at HDR UK.

o Enhance public understanding and confidence in the safe, secure, and ethical use of health
data.

o Provide patient and public insights to inform the design of trustworthy data access systems
and governance.

o Champion clarity and alignment of PPIE policies and best practices across HDR UK to
strengthen coherence, visibility, and impact.

e To advance Patient and Public Involvement and Engagement (PPIE) practices across the
Institute:
o Supporting the development, implementation, monitoring and evaluation of the PPIE

strategy

o Informing PPIE-related policies and guidelines.

Identifying opportunities for PPIE activities.

o Providing strategic input into HDR UK infrastructure programmes to ensure public
perspectives inform decision-making.
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o Providing feedback on the approach and focus of key PPIE initiatives.
o Encouraging reflective and collaborative practices to support ongoing evaluation of how
public involvement influences HDR UK’s strategic direction.
o Promoting equity, inclusivity, and diversity in PPIE activities.
e To help ensure PPIE is integrated throughout HDR UK programmes:

o Overseeing PPIE strategies in the programme workstreams.

o Providing strategic guidance to ensure meaningful public involvement is embedded across
programme workstreams.

o Advising on and supporting effective coordination, collaboration, and transparency across
HDR UK’s PPIE ecosystem by clarifying how the PAB, HDR UK PAB Alumni Network, HDR UK
Voices, and community groups work together to strengthen representation and
complement each other’s roles.

e To support PPIE knowledge exchange:
o Contributing to disseminating PPIE- related findings and learnings.
o Actively engaging in PPIE initiatives led by HDR UK and partners across sectors.
o Collaborating with PPIE reference groups to promote advancement in the field.

3. Membership and mode of working

e The PAB is a group of people who bring diverse perspectives and draw attention to the
perceptions of the public on health data and its access and use for research.

e The PAB will comprise 10-15 members.

e The recruitment process will be conducted transparently and fairly, involving existing/previous
PAB members at appropriate stages, from the design and implementation to the decision-
making and evaluation.

e Members will have an interest in PPIE, and will serve a term of 24 months on the Board. Upon
completion of their term, members are eligible to join alumni network. Alumni members may
be invited to contribute to specific operational activities or offer mentorship to new members
during induction, supporting continuity and knowledge exchange.

e The Board will operate with a rotating Chairing arrangement, with a Chair and Deputy Chair
appointed every six months from among PAB members who volunteer for the role. Expressions
of interest will be gathered at the start of the year, and appointments will be managed for the
full year to ensure transparency and balance. This model promotes shared responsibility,
continuity, and inclusive leadership. HDR UK staff will support the member(s) acting as Chair by
coordinating meetings, preparing agendas collaboratively, and managing follow-up activities.

e To avoid conflicts of interest, HDR UK does not permit individuals employed by profit-making
companies that benefit from access to patient data, or who may have other conflicts of interest
to join the PAB. Members are expected to sign a declaration of interest form yearly and may be
required to have further discussions with HDR UK if there is an actual or potential conflict of
interest.

e Members are expected to actively participate in a minimum of 4 out of 6 meetings each year. In
addition, ad hoc opportunities for engagement and involvement will be shared, and members
are welcome to participate in these as they wish. If a member becomes disengaged, discussions
will be held to understand how to improve the working relationship.
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5.

Members are welcome to contribute to the work of HDR UK by participating in PPIE activities in
line with the remit mentioned above. They will also take part in periodic reflections and
evaluations, including post-meeting surveys, to help review and improve how the Board works
over time. These surveys will also be completed by HDR UK staff who present at Board
meetings.

Members will need to sign a confidentiality agreement before joining the Board as they will have
access to confidential information.

Members will be provided with ongoing assistance from a designated member of the HDR UK
PPIE team to effectively fulfil their role. Accessibility requirements and reasonable adjustments
will be accommodated to enable full participation.

Any concerns or complaints relating to the Board’s processes, conduct, or engagement may be
raised in line with HDR UK’s established complaints procedure. All complaints will be handled fairly,
transparently, and in a timely manner, in accordance with HDR UK policy, and will be used to
support continuous improvement.

Meetings and decision-making

Five formal meetings will be held each year, each of a duration of two hours, with an additional
annual meeting dedicated to reflection and evaluation of the Board’s impact and ways of
working. Meetings may take place virtually, in person, or in a hybrid format, with occasional in-
person meetings at relevant sites, Hubs, or partner organisations as needed.

Agendas will focus on items where strategic input can be provided, while operational or ad hoc
matters may be addressed outside formal meetings or through optional engagement
opportunities for members, alumni, and relevant stakeholder groups. Participation in these
opportunities is voluntary.

Members are expected to engage in open, respectful discussion and provide constructive
advice, valuing different perspectives. Decisions will normally be reached by consensus; where
consensus cannot be achieved, the majority view will apply.

The Chatham House Rule will be followed during meetings, and any confidential or sensitive
information shared will be clearly marked as such to protect the identity and affiliation of
speakers and participants.

PAB members will be compensated with an honorarium and reimbursement for expenses
incurred, if any, in line with our Honoraria and Expenses Policy for PPIE activities.

Relevant meeting materials will be circulated 3-7 days in advance to allow members to review
and prepare. It is expected that members will have read these materials so that discussions
during the meeting can be productive and focused.

Following meetings, summaries, feedback, and updates on how input has been used will be
provided to support transparency, reflection, and continuous improvement. Short post-meeting
reflections or surveys may also be used to capture feedback and monitor impact over time.

Secretariat, papers, and summaries

The HDR UK PPIE team will coordinate the schedule of meetings, draft agendas in collaboration
with the Chair and Deputy Chair, and manage follow-up actions.


https://hdruk.box.com/s/d8rvhiyycwihi9onf8wf4ht447zni7tq
https://www.hdruk.ac.uk/wp-content/uploads/2024/12/Public-Contributors-Code-of-Conduct_December-2024.pdf
https://www.hdruk.ac.uk/about-us/policies/complaints-policy/#:~:text=We%20aim%20to%20respond%20to,are%20taking%20to%20investigate%20further.
https://www.chathamhouse.org/about-us/chatham-house-rule
https://www.hdruk.ac.uk/wp-content/uploads/2024/08/Honoraria-and-Expenses-Policy_v4.pdf
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e Members will be supported to actively participate, including technological assistance and
adjustments for accessibility needs.

e Meeting papers will be sent at least 3-7 days in advance to allow members to prepare,
ensuring productive discussions.

e Summaries will be provided within 7-14 days after each meeting, highlighting key discussions,
decisions, proposed actions, and feedback on how input has been used.

e Between meetings, updates may be shared as appropriate to keep members informed and
engaged.

6. Review

e The ToR will be reviewed at least once a year to ensure their relevance and effectiveness. PAB
members are encouraged to provide recommendations for changes whenever necessary.

e The HDR UK PPIE team will conduct an annual review of the ToR in consultation with PAB and
Senior Leadership Team (SLT) members, with any proposed changes subject to their approval.
Periodic external evaluation of the Board’s impact may be undertaken to inform continuous
improvement.

7. Accountability

e Members are accountable to the Senior Leadership Team (SLT) for fulfilling the duties outlined
in these Terms of Reference. The SLT representative responsible for PPIE will act as the conduit
between the PAB and HDR UK'’s governance bodies, ensuring public perspectives inform key
strategic discussions.

e The rotating Chair will meet quarterly with SLT representatives to strengthen alignment and
share reflections.

e The Board’s contributions, including advice, recommendations, and engagement activities, will
be reported to the SLT through regular updates, meeting materials, and comprehensive
summaries.

e Members are expected to act in accordance with the Board’s principles of openness, respect,
and constructive engagement.

e The SLT and secretariat will provide guidance and support to ensure members can effectively
carry out their role, including facilitating participation in relevant activities and providing
feedback on how input has been used.

Effective date: 1/12/2025

Review date: 1/12/2026
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