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Hello and welcome! Thank you for considering or agreeing to become a ‘PPI representative’ working 
with researchers at Genomics England.  

Patients and their families are the experts in the health conditions they live with. We want to help 
you bring that ‘lived experience’ closer to the scientists and clinical researchers who are 
investigating these conditions in Genomics England’s data library. This will help the researchers to 
understand better what matters to you, and to explain better how their work might make a 
difference to you and the wider patient community. It will also offer you the opportunity to find out 
much more about the research that’s currently underway in the Genomics England data library, and 
to help shape new projects in due course.  

This pack explains the background to Genomics England, the research activities that are currently 
underway in the data library, and how the results of that research are shared with the world. If you 
have questions about any of this, please contact the Director of Engagement at Genomics England, 
simon.wilde@genomicsengland.co.uk , and he will be able to tell you more.  

We hope that you will enjoy being a PPI rep; it can be a very rewarding experience. Best of luck! 

Jillian Hastings Ward 

Chair, Participant Panel at Genomics England  

  

What is PPI? 
Patient and public involvement (PPI) is the philosophy that research is carried out ‘with’ or ‘by’ 
members of the public rather than ‘to’, ‘about’ or ‘for’ them. Patient and public involvement (PPI) 
enables people affected by a condition as ‘experts by experience’ to work with academics and 
clinicians to conduct high quality, relevant research. Meaningful PPI moves beyond communicating 
science to the public, to involving people in the design and delivery of research. PPI does not refer to 
the recruitment of participants to a study. Although participation, engagement and involvement can 
be linked, and each forms an important part of research, they are considered to be distinct 
activities 1. 

What will I be expected to do?  
It is up to domain leaders and representatives to decide exactly how they want to work together. 
However, we expect PPI reps to be involved in discussions about the design and delivery of research 
projects with domain leads and members, and to act as a link between researchers and relevant 
patient communities. We suggest that PPI reps are regularly invited to attend domain leadership 
meetings/calls, get involved in setting future research directions and help domain members create 
public-facing information such as lay summaries or funding applications. Much of this can be done 
remotely. Each GECIP varies in the nature of its PPI activities but we hope that you would be 
involved for an average of about 1 hour per month.  

 
1 Thanks to the Alzheimer’s Society for this definition: source - https://www.alzheimers.org.uk/research/our-
research/what-is-patient-and-public-involvement  

mailto:simon.wilde@genomicsengland.co.uk
https://www.alzheimers.org.uk/research/our-research/what-is-patient-and-public-involvement
https://www.alzheimers.org.uk/research/our-research/what-is-patient-and-public-involvement


What kind of people are you looking for? 
Representatives should have direct lived experience relevant to the domain (ideally as a patient or 
carer), as well as good skills in communication, organisation and basic IT, and a desire to familiarise 
themselves with the relevant research. Familiarity with the wider community is an advantage (e.g. 
links with a relevant patient charity) but not essential.  

Please see the Role Profile for Patient and Public Representatives for further details on the 
expected roles and responsibilities of representatives. 

If you have any queries about how to get the most out of being a PPI rep, please get in touch with 
the Director of Engagement at Genomics England (Simon.Wilde@genomicsengland.co.uk), who will 
be happy to advise.  

 

What happens if I don’t understand the research or detail?  
We hope this information pack will explain the overall context for the research programme that is 
underway at Genomics England. If you have questions about the research proposed by your GECIP 
domain, you should discuss them initially with the domain’s lead researcher, who will be introduced 
to you when you take up the role (if you haven’t met them already). The GECIP team at Genomics 
England are also on hand to help: gecip-help@genomicsengland.co.uk . 

 

What if I’m interested in more than one GECIP domain? 
We recommend choosing one domain to focus on, although we know there are many conditions 
that can affect more than one aspect of your health. If you’re unsure where your lived experience 
would best match up, please get in touch with the GECIP team at Genomics England who will be able 
to advise: gecip-help@genomicsengland.co.uk . Some domains already have PPI reps but others do 
not.  

 

Is funding available? 
In line with National Institute for Health Research (NIHR) guidelines 2, we offer payment for 
participant representatives in recognition for the contribution that they make to our work, and will 
reimburse reasonable expenses such as travel to a meeting, as well as the time you spend as a PPI 
rep. We can reimburse ‘activity payments’ up to a cap of 2 days (or 12 hours) per year per 
representative. To claim, please email gecip-help@genomicsengland.co.uk for an expenses form. 

 

How can I find out more? 
This Welcome Pack should help – continues overleaf… 

  

 
2 https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392  
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Background on the 100,000 Genomes Project and Genomic Medicine Service 
Please note the glossary at the end of this document that explains some of the terms used. 

The 100,000 Genomes Project 
The Project was established to sequence 100,000 genomes from around 85,000 NHS patients 
affected by a rare disease or cancer. Rare disease and cancer were identified as areas of greatest 
unmet need, where genomic technology will have the greatest benefit for patient health.  

Rare disease arm of the Project 
The primary aim of the rare disease programme is to make a genetic diagnosis, i.e. find the genetic 
variant causing the disease or condition. This may explain why you have the disease or condition, 
how it might develop in future, help to identify treatment, allow contact with others with the same 
condition, or be able to predict whether family members or further children might get it. You can 
view the full list of rare conditions / diseases that were recruited to the Project here. 

Cancer arm of the Project 
The primary aim of the cancer programme is to improve cancer care for patients, improving 
treatment and outcomes through personalised medicine (see glossary). By comparing the DNA 
sequence from a patient’s tumour and healthy cells, we can provide insight into the exact nature and 
genomic changes that are associated with an individual’s cancer. The results can be used by 
clinicians to help with both diagnosis and treatment choice. Whole genome sequencing can also 
begin to show which patients are unlikely to respond to a particular treatment – saving unnecessary 
medication and toxic side effects. 

Transition to the Genomic Medicine Service (GMS) 
In 2018, the Project completed the sequencing target of 100,000 genomes. Analysis of genomes and 
return of results has continued after this, and the majority of initial results have now been returned 
to NHS Genomic Medicine Centres. However, for participants with a rare disease, data will continue 
to be analysed where a result was not found initially. 

The Genomic Medicine Service (GMS) has now begun, the service by which patients in England will 
be offered whole genome sequencing and other standardised genomic tests as part of standard 
care. This will aim to find more molecular diagnosis of genetic disorders, offer genomic testing to 
people with cancer and detect high-risk conditions earlier than in the past. Patients are also given 
the opportunity to participate in research, potentially for their individual benefit but also to inform 
future care for other patients.  

 

The National Genomic Research Library and the Research Environment 
All genomes, clinical data and secondary health data from Project participants and GMS patients 
who have consented to research are part of the National Genomic Research Library. The Library is a 
secure national resource of genomic, health data and some blood and tissue samples managed by 
Genomics England in partnership with the NHS. Approved researchers can use the samples and data 
to study diseases and look for new treatments via the Research Environment. The Research 
Environment is a secure virtual environment that allows researchers to access de-identified data 
within the Library, enabling them to carry out analysis without allowing the download of individual 
data. Data in the Library has been de-identified by removing identifying information such as names, 
addresses and dates of birth. 

 

https://www.genomicsengland.co.uk/about-genomics-england/the-100000-genomes-project/information-for-gmc-staff/rare-disease-documents/
https://www.england.nhs.uk/genomics/nhs-genomic-med-service/


Overview of the Genomics England Clinical Interpretation Partnership (GECIP) 
The Genomics England Clinical Interpretation Partnership (GECIP) is the international academic 
research community working on the data within the National Genomic Research Library. The GECIP 
was founded to both accelerate scientific progress and support focused, interdisciplinary 
collaboration needed for highest calibre clinical interpretation and to maximise patient benefit. 

GECIP Structure 
The GECIP is organised into 38 rare disease, cancer, and cross-cutting (i.e. non-disease-focused) 
domains. You can view the full list of GECIP domains approved for access on the Genomics England 
website. Each domain has a lead or leads who are UK-based members of the academic community. 

All domains had to write a domain-wide Detailed Research Plan, which was reviewed and approved 
by the Access Review Committee (ARC), which includes participant representatives, before the 
domain was granted access to the data. These Detailed Research Plans include a lay summary of the 
domain’s plans, and can be accessed on our documentation pages. 

All research proposed by GECIP members must fall within an ARC-approved Detailed Research Plan; 
if it does not, the plan must be amended and re-reviewed by the ARC before the GECIP researcher 
can undertake the work. 

How do researchers join GECIP? 
Members of GECIP either expressed interest at the beginning of the 100,000 Genomes Project when 
each of the GECIP domains were formed, or they have applied to join since, using the form on the 
Genomics England website. Applicants can initially apply to up to three domains and they must set 
out the work they want to do and how it relates to each domain. The application is then reviewed by 
the domain lead who confirms the applicant’s research aims align with the domain’s. 

To apply to join, a researcher must be at an institution that has signed the GECIP Participation 
Agreement that outlines the key principles to which the members of each institution must adhere. 
Additionally, there is an extra step before GECIP applicants can access the data in the Research 
Environment: a designated membership secretary at their institution must verify their identity and 
confirm they are indeed affiliated with that institution. 

An “institution” in this case refers to an academic or healthcare institution that employs individuals 
or has students who are members of GECIP (or who have applied to join). It does not refer to 
commercial companies, who access the 100,000 Genomes Project data through a different route as 
part of the Discovery Forum. 

How do GECIP Researchers do their work? 
Data is accessed through the Research Environment, which is a virtual desktop accessed via a web 
browser, through which they can securely access the data and perform their analyses. Below is a 
screenshot of the Research Environment desktop (version in use in 2021) displaying the applications 
and resources available to researchers to help them with their analyses, followed by a screenshot 
showing one of the applications that allows browsing of participants and their clinical data, the 
Participant Explorer. 

 

https://www.genomicsengland.co.uk/about-gecip/gecip-domains/
https://research-help.genomicsengland.co.uk/display/OC/Detailed+Research+Plans
https://www.genomicsengland.co.uk/join-a-gecip-domain/
https://www.genomicsengland.co.uk/about-gecip/for-gecip-members/documents/
https://www.genomicsengland.co.uk/about-gecip/for-gecip-members/documents/


 

The Research Environment virtual desktop 

 

 

The Participant Explorer application, which allows users to find and explore participants by clinical concept 

No individual-level data can be taken out of the Research Environment. Instead, only the results of 
analyses can be exported; these must go through the ‘airlock’ process which involves manual review 
of all export requests. Further details about the Airlock policy can be found on Genomics England 
website: https://research-help.genomicsengland.co.uk/display/GERE/5.+The+Airlock   

https://research-help.genomicsengland.co.uk/display/GERE/5.+The+Airlock


All individual projects must be registered in the Research Registry. Each project is reviewed by the 
relevant domain leads and the GECIP team to ensure their work fits within the Detailed Research 
Plan and to prevent duplication of efforts. If there is overlap with other projects, we will put the 
research groups in touch and encourage collaboration. Some details of the Research Registry are 
public: anyone can view titles and lay summaries of projects, and we encourage you to do so. These 
abstracts are visible to the public to increase visibility and encourage feedback. There is also a help 
page to help you browse and navigate the Research Registry. If you find that any of the lay 
summaries are still too technical, please do not hesitate to get in touch by emailing gecip-
help@genomicsengland.co.uk. 

GECIP members receive a welcome pack when they are approved to access the Research 
Environment to give them an introduction to the Research Environment and an overview of their 
responsibilities. 

What work are the different GECIP domains doing? 
The Detailed Research Plans are a good description of the overall work that each domain is 
undertaking, although most of the content in these plans was written when the domain was formed 
and is therefore a few years old. 

For more specific details on what GECIP research groups are currently working on, you can browse 
the Research Registry.  

How are GECIP members funded? 
Genomics England does not directly fund any GECIP members, however we cover the costs of the 
research infrastructure and compute, enabling research to continue at pace. GECIP members apply 
to funding bodies for grants and we review their grant applications and provide letters of support. 

 

 
Reading suggestions for new PPI reps 
We suggest looking at the following resources for more information about GECIP: 

• GECIP website section 
• Domain summaries and domain Detailed Research Plans 
• The Research Registry 
• Videos of past GECIP seminars  
• Research Environment documentation (if you want to know more on how the Research 

Environment works) 

 

Glossary 
• The Genomics England Clinical Interpretation Partnership (GECIP) – The international 

research community working on the data within the National Genomic Research Library. 
• NHS Genomic Medicine Centres (NHS GMCs)– The NHS centres set up to support the 

delivery of the 100,000 Genomes Project, initially responsible for identifying, consenting and 
obtaining samples from suitable patients, for return of results from the Project and for 
follow-up care. Being replaced by NHS GMS Alliances – see below 
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https://research-help.genomicsengland.co.uk/display/GERE/Research+Environment+User+Guide


• NHS Genomic Medicine Service (NHS GMS) – the NHS specialist service which has been set 
up across England to deliver genomic medicine in mainstream healthcare. Co-ordinated 
centrally by the NHS Genomics Unit. 

• NHS Genomics Medicine Service Alliances (GMSAs) – the regional delivery arms of the 
Genomic Medicine Service (GMS). There are seven of these covering England. Each is built 
around a Genomics Laboratory Hub (GLH). The GMSAs are replacing the Genomic Medicine 
Centres (see above). They retain the responsibility for liaising with our clinicians when new 
findings arise that would be relevant to our healthcare. 3 

• National Genomic Research Library (NGRL) - The secure national resource of genomic, 
health data and samples managed by Genomics England in partnership with the NHS. 

• Research Environment (RE) – The infrastructure through which researchers access the data 
within the National Genomic Research Library. 

• The Research Portal – The platform that hosts the Research Registry and through which 
research apply and track their applications to the Research Environment 

• The Research Registry – The repository of projects registered by GECIP members outlining 
their specific research plans. 

• Airlock – The method by which data, files and tools are moved in and out of the Research 
Environment in a controlled and supervised manner. All analyses on the Project data must 
be carried out within the Research Environment, and individual-level data, or data that could 
allow the re-identification of participants, cannot be removed. Exporting data via the airlock 
involves a manual review step in which the data is checked for suitability for export. 

• Participant Panel – The panel of participants, and parents and carers of participants, whose 
data are held by Genomics England (including the 100,000 Genomes Project) who act as an 
advisory body to the Genomics England Board in order to ensure the data held by Genomics 
England is used in the best interests of the participants. 

• Access Review Committee (ARC) – The advisory body which provides independent review of 
requests for access to data held by Genomics England, based on the principles in the Data 
Access and Acceptable Uses Policy of Genomics England, and as outlined in the Research 
Ethics Committee (REC) approved 100,000 Genomes Project Protocol. The ARC includes 
participant representatives from the Participant Panel. 

• Personalised medicine - using information about a person’s cancer to help with their 
individual diagnosis and treatment, by looking at the genetic make-up of their cancer cells. 
These are genetic changes that happen in the cancer cells, not in the genes that can be 
passed on in a family. Some cancers have changes to specific genes or proteins in the cancer 
cells that are not found in healthy cells. Personalised medicine helps find if targeted therapy 
or immunotherapy drugs can target an individual's specific gene changes or proteins in the 
cancer cells. Sometimes referred to as precision medicine4. 

• Genomic, clinical, and secondary health data – these three categories describe the different 
kinds of data we hold and make available to researchers. Genomic data relates exclusively to 
sequenced genome and DNA data of our participants. Clinical data refers to all the relevant 
health information linked to each participant when they were recruited. Finally, secondary 
health data (which is still a form of clinical data) describes further datasets that we have 
linked to participants since they were recruited. Collectively, these data enable researchers 

 
3 Further details are available here: NHS England » NHS Genomic Medicine Service Alliances to help embed 
genomics into patient care pathways  
4 Definition from Macmillan Cancer Support: Personalised medicine - Macmillan Cancer Support 

https://www.england.nhs.uk/blog/nhs-genomic-medicine-service-alliances-to-help-embed-genomics-into-patient-care-pathways/
https://www.england.nhs.uk/blog/nhs-genomic-medicine-service-alliances-to-help-embed-genomics-into-patient-care-pathways/
https://www.macmillan.org.uk/cancer-information-and-support/treatment/your-treatment-options/personalised-medicine


improve patient outcomes, through identifying missed diagnoses and informing further 
research. 

• Clinical concepts – this term is used almost exclusively in relation to the Participant Explorer 
tool to describe the broad range of terms that medical professionals use. When searching 
for a specific term (e.g. kidney disease), the Participant Explorer will return the various 
equivalent terms (e.g. nephropathy) making it easier for researchers to find relevant 
information. 


	GECIP PPI representative welcome pack
	What is PPI?
	What will I be expected to do?
	What kind of people are you looking for?
	What happens if I don’t understand the research or detail?
	What if I’m interested in more than one GECIP domain?
	Is funding available?
	How can I find out more?
	Background on the 100,000 Genomes Project and Genomic Medicine Service
	The 100,000 Genomes Project
	Rare disease arm of the Project
	Cancer arm of the Project
	Transition to the Genomic Medicine Service (GMS)
	The National Genomic Research Library and the Research Environment

	Overview of the Genomics England Clinical Interpretation Partnership (GECIP)
	GECIP Structure
	How do researchers join GECIP?
	How do GECIP Researchers do their work?
	What work are the different GECIP domains doing?
	How are GECIP members funded?

	Reading suggestions for new PPI reps
	Glossary


