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Discussion
1. The Committee had regard to its Decision Tree. The Committee noted that the
Centre is licensed to carry out PGD. The Committee was also satisfied that
the Centre has experience of carrying out PGD and that generic patient
information about its PGD programme and associated consent forms had
previously been received by the HFEA.
2. The Committee noted that the proposed purpose of testing the embryos was
as set out in paragraph 1ZA(1)(b) of schedule 2 of the Act, i.e. ‘where there is
a particular risk that the embryo may have any gene, chromosome or
mitochondrion abnormality, establishing whether it has that abnormality or any
other gene, chromosome or mitochondrion abnormality’.
3. The Committee noted that Severe Combined Immunodeficiency (SCID)
(Adenosine Deaminase (ADA) deficient) (OMIM #102700) is inherited in an
autosomal recessive pattern and there is a 1 in 4 chance of an embryo being
affected with the condition where both parents are carriers.
4. The Committee noted that ADA deficient SCID is a metabolic condition which
causes the loss of infection fighting cells. Affected individuals are prone to
repeated infections with recurrent hospitalisation and isolation. Symptoms
include chronic diarrhoea, skin rashes, pneumonia and failure of normal
growth; without treatment individuals rarely survive past two years old.
5. The Committee noted that ADA deficient SCID is typically diagnosed within
the first 6 months of life.
6. The Committee noted that ADA deficient SCID is treatable by bone
marrow/stem cell transplantation from a HLA-identical healthy sibling/relative,
however, this procedure comes with its own risks and a matching donor is
often not available.
7. The Committee noted that the application is supported by the Peer Reviewer.
8. The Committee welcomed the advice of its Advisor, Mary Porteous, who
confirmed that the condition was as described in the papers.

9. The Committee considered that the condition is serious because it is a severe
life threatening disease which affects babies and is difficult to treat and in
most cases death occurs within a year.
10. The Committee had regard to its explanatory note and noted that on the basis
of the information presented, given the condition's worst symptoms, it was
satisfied that there is a significant risk that a person with the abnormality will
have or develop a serious physical or mental disability, a serious illness or
any other serious medical condition. The Committee was therefore satisfied
that the condition meets the criteria for testing under paragraph 1ZA(1)(b) and
(2) of Schedule 2 to the Act.
11. The Committee agreed to authorise the testing of embryos for Severe
Combined Immunodeficiency (SCID) (Adenosine Deaminase (ADA) deficient)
(OMIM #102700).
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