
Consent for the test is a discussion 
Materials provided by NHSE

• Patient Information for Rare Disease 
• Patient Information for Rare Disease - Easy Read 
• Patient Information Research

One form  required per case 
includes all required family members

GMS Test Order Form – RD Trio

One form required per person tested 
Record of Discussion 

• Confirms a discussion about the test has taken place
• Confirms if an offer for research access has taken place   

(option to defer)

Further information and forms can be accessed at 

https://www.nbt.nhs.uk/south-west-genomic-laboratory-hub

Information available for the 
patient to make their decision on 

the research offer

Relevant discussion as guided by 
eligibility criteria

WGS = whole genome sequencing
TOF = test order form
RoD = record of discussion
SWGLH = South West Genomics Laboratory Hub
NGIS = National Genomics Informatics System 
NGRL= National Genomic Research Library

You may want to provide information in advance of 
the appointment if not face to face

• Stored DNA or  
• 2x4ml EDTA (adult) or 

1x4ml EDTA (child)

Email nbn-tr.bglexportscientist@nhs.net
Email rde-tr.exetergenomicslaboratory@nhs.net

WGS Pathway:
Rare Disease

For a remote telephone consent ensure a copy of the RoD is returned to the 
person to be tested for confirmation and for their records

Head your email with the initials and NHS number of proband

Patient Referral/Eligible Patient

Clinical appointment 
(face to face of by phone)

Appropriate discussion around a 
diagnosis and testing

Complete WGS Rare Disease TOF 
(eform)

Complete RoD 
 with those present 

(eform available)
f/u post appnt if not present

Scan each  RoD as separate 
documents and email with TOF 

Eform
  nbn-tr.bglexportscientist@nhs.net 

Complete standard 
request form for 

phlebotomy/stored DNA

DNA Extracted and sent for sequencing
Test Order Formn and RoD Emailed to 

Specialist Centre

• Send copy of RoD to patient
• File original RoD  in notes

Provide Patient Information about 
the test

Report returned to referring clinician 
and cc SW GLH lab

Opportunity can be provided to express a 
preference on the joining the research 

data library (NGRL) if not able to 
complete in the original appointment

The lab will check for stored DNA for if you write this on the TOF

Please ensure you complete any forms required by a specialist test centre 
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