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Health Data Research UK

Public Advisory Board — Role Profile

Health Data Research UK (HDR UK) is inviting applications for new members to join our Public
Advisory Board. We are looking for people who can bring their lived experiences as patients,
carers, or members of the public to help guide how health data is used safely, responsibly and
for the benefit of everyone.

As a member of the Public Advisory Board, you will play a vital role in shaping HDR UK’s work,
making sure our priorities, decisions and research reflect the needs, expectations and values of
the public. Your voice will help ensure that health data research is trustworthy, transparent and
truly centred around public benefit.

Health Data Research UK (HDR UK) is the national institute for health data science. Our mission is
to accelerate the trustworthy use of health data to enable discoveries that improves lives. We
bring together health data from across the UK so it can be used safely, securely and responsibly for
research.

We provide trusted access to rich and diverse data, including health and administrative
information collected through public services. We help researchers better understand diseases
and develop new ways to prevent, diagnose and treat them. Partnership is central to our work.
We collaborate with the NHS, universities, industry, patients, carers and the public to ensure that
the benefits of health data research are shared widely and fairly.

Our Public Advisory Board was created in January 2019 to make sure HDR UK’s work truly reflects
what matters to patients and the public, and to help us grow as a trusted, internationally
recognised leader in health data research.

We can only achieve our vision and strategy if everyone, including patients, carers and the public,
have trust and confidence in the safe access and use of health data for research and innovation.
To support this, the Public Advisory Board sit within HDR UK’s governance structure to provide
strategic advice to HDR UK, with a particular focus on how we can work together to:
e Encourage and enable effective health data science through effective involvement of
patients, carers, and the public.
e Build public understanding and confidence in the safe, secure and ethical access and use of
health data for research and innovation.
e Demonstrate transparency and trustworthiness in HDR UK’s work, helping to build and

maintain public confidence in how health data is accessed and used.

e Support public confidence in data sharing and participation, ensuring people feel informed
and reassured about contributing their data for research and data linkage purposes.

The Public Advisory Board has members from diverse backgrounds and perspectives. We are
aware of the differences in health systems across the four nations and are keen to involve people
who live across all four nations of the UK. We will also have a particular focus on ensuring
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representation from groups that have been identified as underrepresented in health data science,
as highlighted in the recent report (see link to report).
We invite you to express your interest in joining the Public Advisory Board if you are passionate
about contributing to:
e The role of data and research in improving health and healthcare for patients and the
wider population
e Using patient, carer and public perspectives to provide strategic advice to the
organisation’s work
e How health data and social care data is collected, processed, linked, accessed and
safeguarded
e How the public have a role to play in the access and use of data in research and
innovation
e Connecting with the wider public population to inform own views
e The use of innovative approaches to public involvement
e Willingness to learn about health data science and the language and terminology used

THE IMPACT YOU WILL HAVE

Becoming a member of the Public Advisory Board offers you the opportunity to provide strategic
input and help shape the direction of HDR UK’s work. A key part of our mission is to help the
research community demonstrate trustworthiness and to foster ethical governance across
research organisations that is rigorous and transparent. By strengthening these foundations, we
aim to build and maintain public trust and confidence in the access and use of health data for
research and innovation. Achieving this balance, recognising both the benefits and potential risks
of using health data, requires collaboration, and your insight and involvement are essential to this
effort.

AS A PUBLIC ADVISORY BOARD MEMBER, YOU WILL BE REQUIRED TO...

e Attend and actively participate in five formal Public Advisory Board meetings per year
(each lasting two hours), plus one annual reflection and evaluation meeting.

e Provide an independent perspective on strategic areas of work.

e Engage in discussions with HDR UK’s Senior Leadership Team (SLT) and Board, where
appropriate, to help shape strategic planning and programme development. Provide advice
on approaches to demonstrate trustworthiness and build public confidence in how health
data is collected, processed, used and safeguarded.

e Support and share ideas in ways to embed and align public involvement and engagement
across the HDR UK Institute.

e Contribute in a constructive, thoughtful and sensitive manner as a carer or member of the
public on topics such as:

o HDR UK’s strategy and individual programmes of work

o Priority areas of focus that relate to the access and use of data for research and
innovation e.g., processes for granting access to health data

o Engaging with patients and the public in an ongoing dialogue to support the
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building of public confidence
o Communicating research impact and outcomes to the wider public
o Ways to improve transparency and accountability
o Supporting researchers and partner organisations in their approach to working with
patients and the public
o Being accessible and inclusive of diverse communities and groups
o Ensuring representativeness, equity and diversity
e Participate in ad hoc opportunities to contribute to specific HDR UK projects or working
groups, where appropriate, in line with the Board’s remit.
e Prepare for each meeting by reading any paperwork provided and preparing your
contributions for the meetings in advance.
e Respond to emails between meetings to support the Board and HDR UK in driving activities
forward in a timely manner.
o Work collaboratively with other members to support meeting facilitation. The approach to
chairing meetings will be agreed collectively to ensure fairness, inclusivity, and continuity.
e Where necessary, maintain confidentiality.

EXPERIENCES, SKILLS AND INTERESTS WE ARE LOOKING FOR...
We want the Board to be as representative as possible, with a mix of thoughts and opinions. We
encourage people who are supportive of using data for research as well as those who may have
reservations to get involved and share their views. All we ask is that you are respectful of others’
opinions and interested in this area of work.
Knowledge, experience and skills:
e A person who uses health and social care services, occasionally or more regularly, OR
e A (paid/unpaid) carer or relative of a person who uses health and social care services, OR
e An advocate or person working with relevant voluntary or support organisation in health;
OR
e Member of the public with an interest in the access and use of data for research and
innovation
e Able to read and understand complex information where needed, seek clarity through key
contacts or background materials, and suggest plain English alternatives to support wider
understanding.
e Confidence to voice own opinions clearly and constructively when participating in group
discussion
e Good communication skills and able to listen and respect differing opinions
e Understanding of how health data can be used for research and innovation, the language
used in this field OR a willingness to learn this
e Committed to openness and transparency
e Have an awareness of equality, diversity and inclusion

Length of Members will serve a two-year term, after which they will have the option to
Role join the HDR UK PAB Alumni Network. The Alumni Network enables former
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members to stay connected with HDR UK and contribute occasionally after
their formal term ends, while also allowing the Board to refresh its membership
and bring in new perspectives.

We understand that personal circumstances can change. If a member needs to
step down before the end of their term, they can do so at any time by
informing the Public Involvement and Engagement team so that appropriate
arrangements can be made.

Meetings may take place virtually, in person, or in hybrid format.

Occasional travel to HDR UK sites, Hubs, or partner organisations may be
requested when relevant.

Attendance is required at six meetings per year, held every two months, each
lasting 2 hours.

You will need up to 2 hours before meetings to read through any relevant
papers as well as in between meetings as and when needed. We also ask that
you stay up to date on work across the institute where possible. Regular
updates will be shared with the Board to help members stay informed.

Between meetings there may also be other pieces of work, meetings and
events that are of relevance to your role with PAB. These are optional but
encouraged as they may support you to be fully involved with the wider work
of the Public Advisory Board and HDR UK. However, we will put in support
systems in place to ensure you are up to date if you are unable to get involved
in additional activities.

Honoraria are paid to Public Advisory Board members in recognition of their
contribution made to HDR UK.

Additional involvement from Public Advisory Board members will be
reimbursed in line with the_

PAB members will receive an honorarium if they are asked to attend events in
their capacity as a representative of the Board. Reasonable travel and
accommodation expenses will also be covered, provided they are agreed in
advance.
We will support you to carry out the role by providing:
e A mandatory 2-hour induction session
e Ongoing support from HDR UK staff, Public Advisory Board Chair and
Deputy Chair
e An assigned key contact within HDR UK who will provide you with
relevant information and will be available to answer any questions
e Peer support through the Board and opportunities to connect with
alumni.
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e Ad-hoc training as identified by individual Public Advisory Board
members and/or HDR UK
e We endeavour to continue supporting remote access to meetings.

HOW TO EXPRESS YOUR INTEREST

If you are interested in joining the HDR UK Public Advisory Board, please complete the online
Expression of Interest form by Monday, 19 January 2026.

If you have any questions or need help completing the form, please contact
involvement@hdruk.ac.uk, and a member of the HDR UK Public and Patient Involvement and
Engagement team will be happy to assist.

ADDITIONAL BACKGROUND INFORMATION

Equal Opportunities Policy Statement

Health Data Research UK is committed to embedding equity, diversity and inclusion (EDI) across
everything we do, from governance and recruitment to partnerships and operations. We aim to
create a culture where everyone feels valued, included, and empowered to contribute.

We recognise that diversity is more than protected characteristics, and includes many dimensions
such as neurodiversity, socioeconomic background, geographic location, caring responsibilities, and
lived experience. We aim to treat all candidates and members fairly and equitably, irrespective of:

e Age

e Disability

e Gender identity or reassignment

e Marriage or civil partnership status
e Religion or belief

e Race, ethnicity, or national origin

e Sexual orientation

e Socioeconomic background

e Caring responsibilities

We oppose all forms of unlawful discrimination. All applications, including those for volunteering on
the Public Advisory Board, will be treated on merit and in an objective manner. Decisions will be
made fairly, transparently, and without bias.
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We are committed to accountability and continuous improvement: we will monitor, report, and
share progress on EDI within HDR UK, and incorporate feedback from our Board, staff, and
communities to strengthen fairness and inclusion over time.

For more on how we use your personal data, please refer to HDR UK’s Privacy Policy.
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