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Published 14/10/2020. Content is current at time of publication. Contact your GLH 
WGS test provider for current GMS test forms.
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For more information on the GMS see module, NTGLH001_NHS Genomic Medicine
Service. Clinical indications eligible for WGS are given in the National Genomic Test
Directory, see module, NTGLH002_Ordering from the National Test Directory. Or
contact your local GLH WGS service provider for testing eligibility criteria and/or
alternative genetic testing advice.
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For more information on the Genomic Laboratory Hubs see module, NTGLH001_NHS
Genomic Medicine Service, and https://www.england.nhs.uk/genomics/genomic-
laboratory-hubs/.
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The Genomics Education Programme offers a teaching resource designed to be used
by individuals providing education and training to clinicians in their region who will be
requesting and consenting patients for WGS, go to link,
https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-
choice-for-whole-genome-sequencing/
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WGS data can be analysed nationally and/or internationally, in order to collate
genetic/genomic findings to help determine which genomic variants may or may not
be linked to a particular phenotype. Variant interpretation discussed outside of the
GLH WGS provider will have patient identifiers removed.
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The NGRL is linked to the NHS GMS and is a partnership between NHS England and
Genomics England. The NGRL aims to provide access to research opportunities to
improve diagnoses and our understanding of health and disease, as well as,
accelerate the development of new biomarkers, diagnostics and therapeutic agents.
For more information see,
https://www.genomicseducation.hee.nhs.uk/supporting-the-nhs-genomic-medicine-
service/national-genomic-research-library-information-for-clinicians/
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This slide and associated notes have been adapted from, 
https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-
choice-for-whole-genome-sequencing/

If a patient chooses to have whole genome sequencing and contribute to the
National Genomic Research Library, some of their DNA will be sent to Genomics
England. Individual’s clinical information will also be collected via records held in NHS
Digital and sent by healthcare professionals involved in their care, and sent through a
protected NHS network and stored securely by Genomics England. Patients may be
contacted in the future with requests for additional data or samples, if information is
found from research that might be relevant to them, or to inform them of other
research opportunities.

A individual can choose to partially or fully withdraw their data and contact from the
NGRL at any time.

• partial withdrawal: ‘no further contact’

• full withdrawal: ‘no further contact or use of samples or data’.
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This slide and associated notes have been adapted from, 
https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-
choice-for-whole-genome-sequencing/

The Genomics England research environment is described in this video, 
https://cnfl.extge.co.uk/display/GERE/Research+Environment+Demo+Videos

Safeguards are in place to protect WGS test data (including sending data or samples
for analysis). Data cannot be accessed by groups such as non-health related
government agencies, including those linked to employment, or insurance
companies, police, or for marketing purposes. This arrangement is supported by the
National Data Guardian and any data breaches, such as those against General Data
Protection Regulation, are accountable to the Information Commissioners Office.

De-identifying data makes it very difficult for any researcher to identify individual
patients and they are made aware that doing so is illegal. However, identification is
not impossible, for example if a patient is already part of a patient group for a very
rare disorder where research is being done by individuals that also have approved
access to the Research Library.

11

https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-choice-for-whole-genome-sequencing/
https://cnfl.extge.co.uk/display/GERE/Research+Environment+Demo+Videos


This slide has been adapted from, 
https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-
choice-for-whole-genome-sequencing/

For the clinical WGS test the standard RoD form can be signed by an adult with
capacity or a relative/guardian/personal representative acting on best interests of a
child, an adult without capacity and/or a deceased individual. In additional to the RoD
form there are further forms available to consent to the NGRL: Assent (optional) and
Consultee (mandatory).
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This slide has been adapted from, 
https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-
choice-for-whole-genome-sequencing/

Another useful resource: https://www.genomicseducation.hee.nhs.uk/blog/ten-
things-to-consider-when-offering-a-genomic-test/

For more information on sample and data uses see module, NTGLH007_Whole 
Genome Sequencing results.
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This slide and associated notes have been adapted from,
https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-
choice-for-whole-genome-sequencing/

Patients often have high expectations about WGS testing. It is helpful for consent
discussions to address no findings. Uncertainty should be a key element of the
consent conversation, including that the interpretation may change in the future.
Examples of unexpected findings include misattributed paternity, undisclosed
adoption, variants related to the patient’s phenotype, variants unrelated to patient
phenotype by may carry other risks to disease for which clinical management is
available.
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This slide has been adapted from, 
https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-
choice-for-whole-genome-sequencing/
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This slide and associated notes have been adapted from, 
https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-
choice-for-whole-genome-sequencing/

RoD forms will be available centrally, or via your GLH WGS test provider - they may be
accessed via online ordering through NGIS, electronic PDF, or printed and paper-
based. The process of completing and submitting forms may be adapted for local
needs, so please make sure you have checked with your GLH. If the GLH receives
incorrect or incomplete information with regards to the patient’s choice to have WGS,
they may contact you to discuss further; therefore important to ensure contact
details are clearly indicated on any forms.

Consent form options: 

Record of discussion (RoD) form
3-page form setting out clinical test and research offering and recording patient 
choices:

• patient confirms they wish to proceed with clinical test;
• patient confirms that they have discussed the NGRL; and
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• patient chooses whether to contribute to the NGRL.
Representative of deceased patient form
2-page form allowing a representative of the deceased to contribute to the NGRL on 
behalf of the deceased. 
Assent for young people aged 6-15 form
2-page form to record a young person’s views on contributing to the NGRL.
Consultee declaration form
2-page form allowing a consultee to make decisions regarding contributing to the 
NGRL on behalf of a relative, friend, patient or client who lacks capacity.
Withdrawal from the NGRL form
3-page form offering options to withdraw from the research offering:

• partial withdrawal: ‘no further contact’; or
• full withdrawal: ‘no further contact or use of samples or data’

Current versions have been derived from professional, legal and patient input, 
including:

• Health Research Authority approval (for the NGRL);
• The British Society for Genetic Medicine; 
• National Patient Choice WebEx (with representation from Genomic 

Laboratory Hubs, Genomic Medicine Centres and clinical services); and
• Genetic Alliance UK, Macmillan and the 100,000 Genomes Project 

participant panel.
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Mandatory form. Content is current at time of publication. Forms presented in this 
handbook should not be used. Contact your GLH WGS test provider for current GMS 
test forms.
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Mandatory form. Content is current at time of publication. Forms presented in this
handbook should not be used. Contact your GLH WGS test provider for current GMS
test forms.
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Optional form. Content is current at time of publication. Forms presented in this
handbook should not be used. Contact your GLH WGS test provider for current GMS
test forms.
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Optional form. Content is current at time of publication. Forms presented in this
handbook should not be used. Contact your GLH WGS test provider for current GMS
test forms.
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Mandatory form. Content is current at time of publication. Forms presented in this
handbook should not be used. Contact your GLH WGS test provider for current GMS
test forms.
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Optional form. Content is current at time of publication. Forms presented in this
handbook should not be used. Contact your GLH WGS test provider for current GMS
test forms.
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NGIS – The National Genomics Informatics System is the digital platform for the NHS 
GMS. System will integrate test ordering tool, consent forms, and clinical and 
sequence data. 
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Consent workflow.
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This slide has been adapted from, 
https://www.genomicseducation.hee.nhs.uk/documents/presentation-on-patient-
choice-for-whole-genome-sequencing/
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Other resources:
Genetic Alliance UK: national charity for patients and families affected by genetic 
conditions: www.geneticalliance.org.uk/
SWAN UK: supporting families affected by a syndrome without a name: 
www.undiagnosed.org.uk/
Unique: understanding rare chromosome and gene disorders: www.rarechromo.org/
Macmillan Cancer Support: www.macmillan.org.uk/
Genetics Home Reference: patient and public-friendly information about genetics and 
genetic conditions from the U.S. National Library of Medicine: www.ghr.nlm.nih.gov/

26



Published 14/10/2020. Content is current at time of publication. Contact your GLH 
test provider for current GMS test forms.
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