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Record of Discussion Form 

The Record of Discussion form records that 

1. A discussion has taken place between the clinician and patient (or patient representative) about the 

clinical and research implications of having a whole genome sequencing test 

2. The patients choice for: a) having the test, and b) participating in research. 

The Record of Discussion Form has three pages. 

In the following pages the letters and numbers refer to the yellow ellipses and highlighted test on the facing 

page. 

Record of Discussion Form – Page 1 

The following information is repeated on every page of the Record of Discussion Form: 

c1. Header Message.  The header message identifies the form being used, the version and release 

date 

c2. Patient Details.  The patient details should be completed on every page of the form.  It can either 

be written on the form or a sticker with the relevant information placed over the patient details grid 

c3. File Name and version.  The filename of this form 

c4. Footer Message.  The footer message describes the version control in place for the form 

Specific information: 

r1. Notification.  Notify parents (who are consenting on behalf of their child) and consultees (who are 

consenting on the part of an adult deemed to be without capacity) that all statements on this page 

are relevant to the patient and not the parent or consultee 

r2. Genomic Testing Statements.  Each statement should be discussed with the patient as part of the 

clinical discussion. Detailed information which supports each statement can be found in the 

clinician’s guide  

r3. Genomic Testing Confirmation.  Ask the patient to consider having a genomic test. The patient 

should confirm their choice by signing the form on page three of the form. 
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Record of Discussion Form – Page 2 

The common information is repeated on this page. 

r4. NGIS Research Summary.  Notify parents (who are consenting on behalf of their child) and 

consultees (who are consenting on the part of an adult deemed to be without capacity) that all 

statements on this page are relevant to the patient 

r5. Research Statements.  Each statement should be discussed with the patient as part of the 

discussion about research. Detailed information which supports each statement can be found in the 

clinician’s guide 

r6. Research Confirmation.  Ask the patient to consider participating in the National Genomics 

Research Library.  The patient should confirm by circling their choices on page three of the form 
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Record of Discussion Form – Page 3 

The common information is repeated on this page. 

r7.  Research Discussion Question (Question A). Ask the patient (or representative) to consider if 

they have discussed taking part in this research offer. The patient should circle their answer. If the 

patient circles ‘NO’ then ask them to leave the next choice blank and proceed to sign the form. The 

patient should clearly circle their choice 

r8. Research Agreement Question (Question B). Ask the patient (or representative) to consider 

taking part in the research offer ONLY if they circled ‘YES’ to the research agreement question. The 

patient should clearly circle their choice. 

If you, the clinician, are signing the Record of Discussion Form in the patient’s best interests then all 

answers for the research questions should be left blank as research is not appropriate in this 

situation 

Please check that the circled answers to the discussion and agreement questions are acceptable.  

Things to check are: 

• Either nothing is circled or only YES or only NO is circled for each question.  Circling both 

answers is not acceptable 

• If their answer to the research discussion question is NO then neither of the options for the 

agreement question should be circled 

• If their answer to the research discussion question is YES then one of the options for the 

agreement question must be circled. 

r9.  Patient Confirmation. If the patient is an adult with capacity please ask them to Print their name, 

Sign and date the form.  It is OK for the clinician to print the patient name here but the patient must 

sign and date the form themselves. 

 If the consultation is happening remotely, the clinician can indicate the patient’s choice on the form, 

sign it as a record of the conversation, and send the patient a copy of the form.   

If the patient is an adult deemed to be without capacity or a child (less than 16 years of age) the 

patient confirmation should be left blank or struck through.   

If you, the clinician, are signing the Record of Discussion form in the patient’s best interests then the 

patient confirmation should be left blank or struck through 

r10.  Other Confirmation. If the patient is an adult without capacity then a friend or relative can offer their 

advice on the patient’s likely preferences by signing here: 

• For an adult without capacity an additional Consultee Declaration Form is mandatory, only if they 

advise that the patient would wish to take part in research (this is not necessary for the clinical 

test) 

• For a child the optional Young Person Assent Form can be completed if the child or young person 

wishes to document their assent to research participation 

• If the patient is an adult with capacity this confirmation should be left blank or struck through. 

r11. Additional Information. This information is needed to ensure that the correct information can be 

loaded into the NGIS system.  Please complete this section at the same time as the conversation 

with the patient 

r12.  Clinician Confirmation. Confirmation by the healthcare professional (who recorded the 

conversation and witnessed the patient choice).  This section must contain the clinician’s printed 

name, signature and date the form was signed in dd/mm/yyyy form  
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Consultee Declaration Form 

The Consultee declaration form records 

1. That information has been made available about the implications of representing a patient deemed 

‘lacking capacity’ in the choice of participating in the research offer 

2. The prospective representative’s choice for acting as consultee on behalf of the patient. 

The Consultee Declaration Form has two pages. 

In the following pages the letters and numbers refer to the yellow ellipses and highlighted test on the facing 

page. 

Consultee Declaration Form – Page 1 

The following information is repeated on every page of the Consultee Declaration Form: 

c1. Header Message.  The header message identifies the form being used, the version and release 

date 

c2. Patient Details.  The patient details should be completed on every page of the form.  It can either 

be written on the form or a sticker with the relevant information placed over the patient details grid 

c3. File Name and version.  The filename of this form 

c4. Footer Message.  The footer message describes the version control in place for the form 

Specific information: 

p1. Notification.  Notify consultees (who are consenting on behalf of their child or another patient) that 

all statements on this page are relevant to the patient and not the consultee 

p2. Consultee Statements.  Detailed information which supports this information can be found in the 

guide to research  

p3. Consultee Confirmation.  Ask the consultee whether they have any questions regarding their 

consenting as a consultee.  When any questions have been answered the consultee should confirm 

their choice by page two of the form 
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Consultee Declaration Form – Page 2 

The common information is repeated on this page. 

p4. Consultee Question.  Confirm that the consultee understands the question and that one of the 

choices has been circled 

If the consultee has not circled either option or has circled both please ask the consultee to try again 

p5.  Consultee Confirmation.  The consultee will be an adult with capacity.  Please ask the consultee to 

print their name, sign and date the form.  It is OK for the clinician to print the consultee name here 

but the consultee must sign and date the form themselves.   

p6. Clinician Confirmation. Confirmation by the healthcare professional (who recorded the 

conversation and witnessed the consultee choice).  This section must contain the clinician’s printed 

name, signature and date the form was signed in dd/mm/yyyy form 
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Young Person Assent Form (optional) 

The Young Person Assent Form records: 

1. That young patients (aged between 6-15 years old) have received information about the options and 

implications associated with participating in the research offer 

2. The young person’s choice for participating in the research offer 

The Young Person Assent Form consists of a single page. 

In the following pages the letters and numbers refer to the yellow ellipses and highlighted test on the facing 

page. 

Young Person Assent Form 

The common information is repeated on the Young Person Assent Form: 

c1. Header Message.  The header message identifies the form being used, the version and release 

date 

c2. Patient Details.  The patient details should be completed on every page of the form.  It can either 

be written on the form or a sticker with the relevant information placed over the patient details grid 

c3. File Name and version.  The filename of this form 

c4. Footer Message.  The footer message describes the version control in place for the form 

Specific information: 

y1. Questions 1 to 5.  Go through each of the questions with the young person and ask them to circle 

yes or no for each answer. 

Every question should have one answer circled.  Please check and follow up with the young person 

if any of the questions are unanswered or have both options answered 

y2. Non Participation.  If the young person’s choice to participate in research differs to their parent, 

guardian or carer – the decision on how to proceed is expected to require further conversation, 

facilitated by the healthcare professional 

y3. Young Person’s Confirmation.  Confirmation by the young person that they have answered the 

question and are willing to take part, 

Please ask the young person to print their name, sign and date the form.  It is OK for the clinician to 

print the young person’s name here but the child must sign and date the form themselves. 
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Withdrawal From Research Form 

The Withdrawal From Research Form records: 

1. That information about options and implications has been made available to a patient considering 

withdrawing from the National Genomic Research Library 

2. The patient choice for a) partially, or b) fully withdrawing from this research 

The Withdrawal From Research Form has two pages. 

In the following pages the letters and numbers refer to the yellow ellipses and highlighted test on the facing 

page. 

Withdrawal From Research Form – Page 1 

The following information is repeated on every page of the Withdrawal From Research Form: 

c1. Header Message.  The header message identifies the form being used, the version and release 

date 

c2. Patient Details.  The patient details should be completed on every page of the form.  It can either 

be written on the form or a sticker with the relevant information placed over the patient details grid 

c3. File Name and version.  The filename of this form 

c4. Footer Message.  The footer message describes the version control in place for the form 

Specific information: 

w1. Notification.  Notify parents (who are consenting on behalf of their child) and consultees (who are 

consenting on the part of an adult deemed to be without capacity) that all statements on this page 

are relevant to the patient and not the parent or consultee 

w2. Withdrawal Statements.  Each statement should be discussed with the patient as part of the clinical 

discussion. Detailed information which supports each statement can be found in the clinician’s guide  

w3.  Partial Withdrawal.  The nature of a partial withdrawal should be discussed 

w4. Full Withdrawal.  The nature of full partial withdrawal should be discussed 

w5. Withdrawal Confirmation.  Ask the patient confirm their withdrawal choice by completing page two 

of the form 
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Withdrawal From Research Form – Page 2 

The common information is repeated on this page. 

w6. Withdrawal Question.  Confirm that the patient (or representative) understands the question and 

that one of the choices has been circled 

w7. Patient Confirmation. If the patient is an adult with capacity please ask them to print their name, 

sign and date the form.  It is OK for the clinician to print the patient name here but the patient must 

sign and date the form themselves.   

If the patient is an adult deemed to be without capacity or a child (less than 16 years of age) the 

patient confirmation should be left blank or struck through.   

w8.  Other Confirmation. If the patient is an adult without capacity then a friend or relative can offer their 

advice on the patient’s likely preferences by signing here: 

• For an adult without capacity an additional Consultee Declaration Form is mandatory for the 

patient to be withdrawn from research on the consultee’s advice 

• For a child the optional Young Person Assent Form can be completed if the child or young person 

wishes to document their assent to research withdrawal 

• If the patient is an adult with capacity this confirmation should be left blank or struck through. 

w9.  Clinician Confirmation. Confirmation by the healthcare professional (who recorded the 

conversation).  This section must contain the clinician’s printed name, signature and date the form 

was signed in dd/mm/yyyy form 
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Participation in Research Form 

The Participation in Research Form records: 

1. A discussion has taken place between the clinician and patient (or patient representative) about the 

research implications of having a whole genome sequencing test 

2. The patient’s choice regarding participating in research. 

The Participation in Research Form has two pages. 

In the following pages the letters and numbers refer to the yellow ellipses and highlighted test on the facing 

page. 

Participation in Research Form – Page 1 

The following information is repeated on every page of the Participation in Research Form: 

c1. Header Message.  The header message identifies the form being used, the version and release 

date 

c2. Patient Details.  The patient details should be completed on every page of the form.  It can either 

be written on the form or a sticker with the relevant information placed over the patient details grid 

c3. File Name and version.  The filename of this form 

c4. Footer Message.  The footer message describes the version control in place for the form 

Specific information: 

o1. NGIS Research Summary.  Notify parents (who are consenting on behalf of their child) and 

consultees (who are consenting on the part of an adult deemed to be without capacity) that all 

statements on this page are relevant to the patient 

o2. Research Statements.  Each statement should be discussed with the patient as part of the 

discussion about research. Detailed information which supports each statement can be found in the 

clinician’s guide 

o3. Research Confirmation.  Ask the patient to consider participating in the National Genomics 

Research Library.  The patient should confirm by circling their choices on page two of the form 
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Participation in Research Form – Page 2 

The common information is repeated on this page. 

o4. Research Choice Question.  Confirm that the patient (or representative) understands the question 

and that one of the choices has been circled 

o5 Patient Confirmation. If the patient is an adult with capacity please ask them to Print their name, 

Sign and date the form.  It is OK for the clinician to print the patient name here but the patient must 

sign and date the form themselves.   

If the patient is an adult deemed to be without capacity or a child (less than 16 years of age) the 

patient confirmation should be left blank or struck through.   

o6.  Other Confirmation. If the patient is an adult without capacity then a friend or relative can offer their 

advice on the patient’s likely preferences by signing here: 

• For an adult without capacity an additional Consultee Declaration Form is mandatory for the 

patient to take part in research  

• For a child the optional Young Person Assent Form can be completed if the child or young person 

wishes to document their assent to research participation 

• If the patient is an adult with capacity this confirmation should be left blank or struck through. 

o7.  Clinician Confirmation. Confirmation by the healthcare professional (who recorded the 

conversation and witnessed the patient choice).  This section must contain the clinician’s printed 

name, signature and date the form was signed in dd/mm/yyyy form 

 

 


