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2Preimplantation Genetic Testing (PGT-M)

Appointment

Lab workup

ACU

3-5 months

4-9 weeks

2-4 months
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Two ways of testing

• Direct testing

Parent has had a positive predictive test

Direct test to look for a genetic alteration in an embryo or 

pregnancy

• Exclusion testing

‘At risk’ parent has not had a predictive test

Sample available from their affected parent
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Exclusion Testing
Affected with 

HD

50% risk for HD

High risk - 50% risk

High risk 

chrom

Low risk 

chrom

Low risk - 0% risk                           
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NHS England funding criteria

At least 10% risk of 
having a child with a 

serious genetic 
condition

Treatment must 
start before the 
woman is 40 
(refer before 

39y6m)

Female partner 
BMI >19<30

Both partners 
non-smokers

No unaffected 
children from 

the partnership

In a relationship 
for a year

Must live at the 
same address
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NHS England funding criteria

• 3 cycles of PGT-M on the NHS

• Funding stops if 

There is a healthy child

Not responding to treatment

No longer fit the eligibility criteria

• Private funded cycles – approx. £10-15,000
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Things to think about

At the end, if 
successful, a child is 

not at risk of HD

Physically, 
emotionally and 

potentially 
financially costly

Success rate of 
IVF 33%

Success rate 
after embryo 
transfer 50%

Risks of Ovarian 
Hyperstimulation 

Syndrome

For exclusion 
PGD; risk of 

going through the 
whole process for 

no reason 

What if you want 
to have more 

than one child?

Even if not at risk 
a child is going to 

be affected by 
HD
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Where Do I Go?

GP referral to your local genetics service – there 

are 23 of them in the UK

• Guy’s

• Leeds

• Sheffield

• Exeter

• CRGH

• Oxford
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AmnioscentesisChorionic Villus Sampling

Prental Diagnosis (testing a pregnancy

• 11 weeks of pregnancy

• 1% risk of miscarriage

• 16 weeks of pregnancy

• <1% risk of miscarriage

• Later termination of pregnancy is physically 

and psychologically more difficult
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Resources
• Huntington's Disease Youth Organization - Having Children 

(hdyo.org)

• Pre-implantation genetic testing for monogenic disorders (PGT-M) 

and Pre-implantation genetic testing for chromosomal structural 

rearrangements (PGT-SR) | HFEA

• Pre-implantation genetic testing (PGT-M/SR) - Overview | 

Guy's and St Thomas' NHS Foundation Trust 

(guysandstthomas.nhs.uk)

• PGD IVF: Preimplantation Genetic Diagnosis Clinic in 

London (crgh.co.uk)

• PGT-M Testing | Care Fertility

https://www.hdyo.org/a/45-having-children
https://www.hfea.gov.uk/treatments/embryo-testing-and-treatments-for-disease/pre-implantation-genetic-testing-for-monogenic-disorders-pgt-m-and-pre-implantation-genetic-testing-for-chromosomal-structural-rearrangements-pgt-sr/
https://www.guysandstthomas.nhs.uk/our-services/pre-implantation-genetic-testing-pgt-msr
https://crgh.co.uk/directory/genetic-health/pgd/
https://www.carefertility.com/treatments-services/reproductive-genetic-testing/pgt-m

