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[bookmark: _Toc1545657465]Foreword
Hello

The Participant Panel is a key advisory group for Genomics England. It represents the voices and experiences of people who have agreed for their data, or the data of someone they care for, to be held by Genomics England in the National Genomics Research Library and used for research.

Being part of the Participant Panel offers people a fantastic opportunity to help guide and advise Genomics England as the custodian of participants’ data, ensuring that the exciting potential of genomics research is realised to improve healthcare for people throughout their lives.

As a richly experienced group of people connected through participation in Genomics England’s National Genomic Research Library, we are proud to: 
· Influence decisions on who has access to the data of people who have chosen to participate in genomic research and how it is used;
· Advise the Board and the senior leadership team at Genomics England on what matters most to our community of research participants; and
· Ensure that genomics research is a team effort, bringing people’s and participants’ interests into consideration alongside the medical and scientific professionals.

If you have consented for your genome, or the genome of someone you care for, to be included in the National Genomics Research Library, you are eligible to join the Panel. We welcome those who will bring fresh perspectives to our ongoing advisory role with Genomics England to continue this high level of collaboration.

We need people who are interested in how this data is used, but we don’t expect you to be a genomics expert when you join us. If you’re willing to learn more about this exciting area and share your own lived experience alongside your peers, we would love to hear from you.

Kirsty Irvine, Chair of the Participant Panel
Adam Clatworthy, Vice-chair for Rare Conditions
Helen White, Vice-chair for Cancer

 
[bookmark: _Toc285633349]Participant Panel Member Role Description
[bookmark: _Toc841536367]Overall purpose of the role
To represent the interests of people who have consented to donating their own data, or the data of someone they care for, to Genomics England's National Genomic Research Library. This helps Genomics England consider the needs and priorities of participants in its work, including the processes it adopts as well as the design and delivery of its programmes and services. 
To hold Genomics England to account for what it does with participants’ data so that this is being used for public good. 
To support Genomics England to demonstrate trustworthiness in practice through its active partnership with people advocating for all participants in the National Genomic Research Library.

[bookmark: _Toc1363210799]Key responsibilities 
The key responsibilities of members of the Participant Panel are to:
· Contribute to the discussions that take place during meetings from the perspective of someone who has consented for their data, or the data of someone they care for, to be held in the National Genomic Research Library; and reflect the perspectives of the wider community of interest with which you identify (e.g. people with a similar health condition).
· Regularly attend and contribute to quarterly Participant Panel meetings.
· Prepare for meetings by reading and assessing meeting papers.
· Provide written feedback on issues or papers as requested by Genomics England. There may be opportunities to join meetings to discuss them too. 
· Undertake agreed tasks between meetings and inform Genomics England if you can’t undertake an action you’ve committed to.
· Subject to Panel members’ individual preferences and at the request of Genomics England, there are also opportunities to represent the Participant Panel on other Genomics England Board Committees or working groups and at events hosted by Genomics England. 
· Help ensure that the Participant Panel promotes the inclusion of a wide range of experiences and perspectives.

[bookmark: _Toc1714586943]Person specification 
We are looking for individuals who: 
· Are eligible to be on the Panel by virtue of having consented to donate your genomic data, or the data of someone you care for, to the National Genomic Research Library (see below for further details about Eligibility).
· Are passionate about improving healthcare and health research in the UK.
· Are committed to ensuring that the voices of research participant are heard and involved in healthcare and research. 
· Have an interest in or experience of patient and public involvement in research.
· Are willing to talk about your lived experience of accessing healthcare and/or taking part in research. 
· Have the ability to analyse complex information, for example, Participant Panel papers (with support where needed).
· Are confident sharing your opinions at meetings and can communicate clearly (with support where needed).
· Are organised and reliable, and able to manage different demands on your time for Participant Panel meetings or other activities.  
· Listen to different perspectives with respect and empathy.
· Understand, and are committed to, principles of equality, diversity, and inclusion. 
· Have a familiarity with video conferencing as some meetings are held virtually; training can be provided if required.
· Are willing to use Microsoft Office, including Microsoft Teams for meetings held online, and SharePoint which is used for sharing meeting papers. Training and support can be provided. 
· Have an understanding of the importance of confidentiality.



[bookmark: _Toc797933382]The Participant Panel at Genomics England 
The Participant Panel is made up of people with a range of lived experiences who have consented for their genomic data, or the data of someone they care for, to be held in the National Genomic Research Library (NGRL) (link to NGRL information) to enable research to improve the diagnosis and treatment of health conditions.  

Approved researchers are allowed to access participants de-identified genomic data, other associated health data and individual blood or tissue samples held in the National Genomic Research Library via the Research Environment (link to information about the Research Environment). The Research Environment is managed by Genomics England and serves as a resource for thousands of research projects. It is a secure, cloud workspace which is sometimes compared to a ‘reading library’: research takes place within the Research Environment, but data cannot be taken away.

The Panel advises the Genomics England Board (link to information on the Genomics England Board) and actively engages in decision-making across other committees and boards, playing a vital role in ensuring that participants’ interests influence Genomics England’s priorities and decisions, and in building confidence in Genomics England as a trustworthy steward of people’s data.


The Participant Panel represents the interests of the thousands of people whose data is held by Genomics England. This includes people who consented for themselves or someone they care for to participate in research projects including the 100,000 Genomes Project, the GenOMICC study for people with COVID-19, the Generation Study and Genomics England’s Diverse Data Initiative including Improving Black Health Outcomes and the PRESTIGE study in pre-term birth. It also includes people who consented to whole genome sequencing for rare conditions or certain cancers for themselves, or someone they care for, through the NHS Genomic Medicine Service and who chose to participate in ongoing research via the National Genomic Research Library. 

The current members of the Panel bring their direct lived experience as people, or carers of others, with rare conditions or cancer. Looking ahead one of the Participant Panel’s strategic priorities is to strengthen its ability to advocate for participants across all Genomics England initiatives so that it can represent the perspectives of everyone whose data is held in the National Genomic Research Library. 

The Panel demonstrates its impact strategically by influencing the decisions made within Genomics England about who uses people’s sequenced genomes and associated health data for research, and what they do with it; and by helping Genomics England to engage with participants, their families and the wider public so diverse voices and perspectives can help shape the direction of genomic healthcare and research.

The remit of the Participant Panel is to:
Hold Genomics England to account for what it does with people’s data it holds, seeking to ensure that data is being held safely and used for public good.
Provide advice to Genomics England on any aspect of its activities, upon request, based on the Panel’s lived experience as research participants and as people with lived experience of their own health condition or of caring for others.
Champion, and facilitate where possible, genomics-based research that embodies the principles of coproduction, where project participants and their families can share the benefit of their lived experience if they wish.
Continue to pursue results for all those eligible to receive them, including 100,000 Genomes Project participants and their families, and ensure that all legacy cohorts continue to benefit from advances in technology.
Make connections between those carrying out research using genomic data and the communities that stand to benefit, agreeing priorities and ensuring that the interests of those communities are at the forefront of research efforts.

The Panel has both independently produced, and co-created with Genomics England, significant outputs which include: 
Language and terminology guide which you can access here. The Panel developed the language guide for people who talk about participants and about people with rare conditions and cancer, whose data is looked after by Genomics England.  
Participating in Genomics England’s annual Research Summit as well as in episodes of Genomics England’s Behind the Genes podcast and authoring or contributing to Genomics England’s Blog series.
European Journal of Human Genetics (EJHG): Research participants: critical friends, agents for change: The Participant Panel was invited by the editor of the EJHG to write an article about patient and participant engagement in large scale genomics projects and the lessons learned. The article can be accessed here, though it is behind a journal paywall.

The Participant Panel has recently published its strategy for 2025-26 and beyond which you can read here. It sets out its key strategic aims to:
Improve participant experiences through effective communication.
Promote greater public and patient involvement and engagement (PPIE) in research using the National Genomic Research Library.
Strengthen the Participant Panel’s ability to advocate for participants across all Genomics England initiatives.
Ensure the Participant Panel is involved early in major Genomic England initiatives and key decisions.

You can read more information about the panel and current members here: https://www.genomicsengland.co.uk/patients-participants/participant-panel/join

[bookmark: _Toc1032162262]Time commitment 
· We understand that Panel members are likely to have other personal commitments that mean they may not be available to attend every meeting or respond to every request for input.
· We expect Panel members to spend 8 days per year on Panel business. This includes attendance (in person or online) at four quarterly meetings, and time spent responding to ad hoc requests for input from Genomics England and/or the Panel Leadership. 
· There is the opportunity for Panel members to commit more time, subject to their personal circumstances and preferences.  

[bookmark: _Toc108772746]Location
Panel members can be based anywhere within the UK. Quarterly Panel meetings are held at the Genomics England office in Canary Wharf in March, June, September and December, with attendees joining in person and virtually. Other regular meetings are held virtually.  

[bookmark: _Toc337620596]Remuneration
Genomics England pays Participant Panel members for their involvement in our work on a monthly basis from its payroll. 

· The payment amount is based on the number of days a Panel member contributes to Genomics England’s work. Our expectation is 8 days per annum. This is agreed in advance, at a day rate of £165, which may be broken down to include smaller time units like hours or half days.
· All costs associated with attending meetings in person in London (for example, travel, accommodation, caring costs, meals, etc.) are included in a monthly payment. Panel members will be expected to book their own travel and accommodation, from that monthly payment; support is available to guide them through this process.
· Costs for attending in person meetings outside London will be reimbursed separately.
· Panel members are encouraged to attend meetings in person where possible but may choose to join online for some or all meetings, depending on their individual circumstances
· If a member chooses not to be paid for the time they contribute to the Participant Panel, Genomics England will reimburse expenses for attending in-person meetings or events.
· Full details are in the Participant Panel payment and expenses policy (available on request).
· Please note Genomics England cannot give personal financial advice. Genomics England will calculate and pay people’s monthly fee before tax, and the amount people receive net will depend on their personal financial position. People are advised to seek advice about how payment might affect any welfare benefits.


[bookmark: _Toc341347914]Eligibility to apply
Applicants must have had the consent conversation to donate their genomic data, or the data of someone they care for, to contribute to research happening in the National Genomic Research Library. In some instances, you may not have received a diagnosis or further information about your healthcare condition.  
Genomic data is data that has been collected from whole genome sequencing tests. People may have had their genome sequenced through a genomic test in the NHS or been part of a research study. People who have received a whole genome sequencing test will have been asked if they consent for their data to be added to the National Genomic Research Library.
If you have consented on behalf of someone else, this may have been as the carer of someone who is part of the 100,000 Genomes Project or the NHS Genomic Medicine Service or as the parent of a child who is participating in the Generation Study.
Genomics England will check applicants’ status in the National Genomic Research Library. After you submit your application, with your permission, Genomics England’s Service Desk will contact you to ask you to provide the information requested below to enable this. This could be for yourself or for the person you care for, if you consented on their behalf.   
· Your NHS number, or the NHS number for the person you have consented for
· Your date of birth, or the date of birth of the person you have consented for
· How you or the person you care for joined the National Genomic Research Library, e.g. through the 100,000 Genomes Project, the NHS Genomic Medicine Service, the Diverse Data Initiative or the Generation Study 

Please be assured this information will only be used to check if your data or the data of the person you care for is in the National Genomic Research Library.

[bookmark: _Toc679475815]Term duration 
Panel members serve on the Panel for three years, with a possibility of extension for up to three further years with permission of the Chair. A Panel member may step down at any time before their term finishes, by contacting the Panel Chair or Genomics England.

[bookmark: _Toc1481881583]Training and support 
Panel members will be supported to learn about the work of Genomics England through access to Genomics England staff and information resources. New Panel members will be offered a “buddy” on the Participant Panel to answer questions and provide advice on being a Panel member. New Panel members will be supported to meet other training needs, on a case by case basis.  

[bookmark: _Toc1864657071]How to apply 
There are two options via which to apply which are listed here:
· Click this link which will take you to our Open Positions page and then click on the role listing. You will come to a page where you can answer questions to submit your application.
OR
· Email your answers to the questions below to recruitment@genomicsengland.co.uk. A member of the team will upload your answers to our recruitment system and send you a note to confirm receipt. 
[bookmark: _Hlk156813875]Candidates will be asked to provide the following information in their applications:
· your confirmation that you are eligible to apply to join the Panel because you have given consent for your data, or the data of someone you care for, to be included in the National Genomic Research Library
· Do you hold the current right to work in the UK?
· Details of your current right to work – type and length.
· Will you in the future need a visa or work permit in order to work in the UK?
· why you would like to be a member of the Participant Panel (in no more than 200 words)
· the skills and experience you would bring to the role. This could be from past work, volunteering, or other life experiences (in no more than 200 words)
· Reasonable adjustments can be requested at interview stage if you have a disability or long term health condition which may impact on your ability to perform at an interview. Each adjustment requested is dependent upon your condition and how this would affect you in an interview. Please indicate if you would like to discuss a reasonable adjustment.
· Please confirm you consent for your name, email address and phone number you have provided on your application to be shared with Genomics England Service Desk team.
 On receipt of your application, with your agreement, we will contact you to ask for further information to confirm your eligibility to join the Panel. We will ask for: 
· Your full name or the name of the person you gave consent for; 
· Your NHS number, or the NHS number for the person you gave consent for;
· Your date of birth, or the date of birth of the person you gave consent for; 
· How you or the person you care for joined the National Genomic Research Library, e.g. through the 100,000 Genomes Project, the NHS Genomic Medicine Service, the Diverse Data Initiative or the Generation Study 

You can be reassured that the information you provide us via the service desk will be kept securely and will only be used to help us identify and confirm your eligibility to join the panel. We will not use the information you provide for any other purposes. 

Note: Applicants will be subject to vetting, including searching of information in the public domain. 

Should your application be successful we will transfer your personal data to the Participant Panel membership file and your personal data will be kept in accordance with our policies and practices for Participant Panel members.

Genomics England holds all recruitment data in our secure United Kingdom data centres. All profiles on our recruitment system will be deleted after one year.

You may ask us for a copy of the personal information we hold on you this is known as a subject access request. If we hold inaccurate information about you, let us know and we can update it. You can ask to have the data we hold on you deleted. This isn’t an absolute right, and we have to balance your requests against other factors such as legal or regulatory requirements. Genomics England Privacy Notice provides more information on this: https://www.genomicsengland.co.uk/privacy-policy. 


Equal opportunities and our commitment to a diverse and inclusive workplace 

Genomics England is actively committed to providing and supporting an inclusive environment that promotes equity, diversity and inclusion best practice both within our community and in any other area where we have influence. We are proud of our diverse community where everyone can come to work and feel welcomed and treated with respect regardless of any disability, ethnicity, gender, gender identity, religion, sexual orientation, or social background. 

Genomics England’s policies of non-discrimination and equity and will be applied fairly to all people, regardless of age, disability, gender identity or reassignment, marital or civil partnership status, being pregnant or recently becoming a parent, race, religion or beliefs, sex or sexual orientation, length of service, whether full or part-time or employed under a permanent or a fixed-term contract or any other relevant factor.  

Genomics England does not tolerate any form of discrimination, harassment, victimisation or bullying at work. Such behaviour undermines our mission and core values and diminishes the dignity, respect and integrity of all parties. Our People policies outline our commitment to inclusivity. 

We aim to remove barriers in our recruitment processes and to be flexible with our interview processes. Should you require any adjustments that may help you to fully participate in the recruitment process, we encourage you to discuss this with us. 

[bookmark: _Toc1241450708]Indicative timeline to recruit 
	Event
	Date

	Closing date for applications
	Midnight, 8th March

	Shortlisting decision
	w/c 30th March

	Interview
	w/c 20th April

	Decision
	w/c 27th April 

	Start date / induction and onboarding
	From May

	Genomics England Research Summit
	23rd June

	Inaugural quarterly full day meeting
	24th June 



[bookmark: _Toc2015388362]Genomics England Background 
Genomics England is a company wholly owned by the UK government with a mission to evolve and accelerate genomic healthcare and research.
Genomics England works with the NHS to bring forward the use of genomic healthcare and research to help people live longer, healthier lives. Genomics is a ground-breaking area of medicine that uses our unique genetic code to help diagnose, treat and prevent illnesses. Established in 2013, Genomics England launched the world-leading 100,000 Genomes Project (link to information about the project) with the NHS, demonstrating how genomic insights can inform care and treatment across the NHS. The project was achieved thanks to patients and participants helping to shape it and guiding decisions on data and privacy.
Through the specialist digital infrastructure and partnerships that we have built with the NHS and others, we have created a repeatable blueprint for testing innovations and supporting their rapid transfer into healthcare. From the 100,000 Genomes Project laying the foundations for the NHS Genomic Medicine Service to the Generation Study (link to information about the Generation Study) on genomic newborn screening, this blueprint means the UK can innovate at pace and lead the way in genomics. 
Genomics England is now expanding its impact. Our next chapter involves working with the public, healthcare professionals and researchers to improve genomic testing in the NHS and help researchers access the health data and technology they need to make new medical discoveries and create more effective, targeted medicines for everybody. In the longer term, our vision is a world where everyone benefits from genomic healthcare. 
We share the Government’s view set out in the NHS Ten Year Health Plan (link to information about the plan) that by 2035, with the right investment, genomics could play a role in over half of all health encounters (link to research study) with genomic data routinely used across a person’s lifetime in an increasingly prevention focused healthcare system, enabled by AI and leveraging the many emerging genomic innovations. In doing so, it plays a critical role in the Government industrial strategy, The UK's Modern Industrial Strategy (link to strategy).
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