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A handful of life-limiting conditions can now be treated using donated blood from umbilical
cords (the link between a developing foetus and its placenta) or from bone marrow.

The cord blood or bone marrow contains stem cells that can develop into the specialised
cells normally found in blood, which have a variety of functions needed for a healthy life e.qg.
red blood cells transport oxygen around the body and different kinds of white blood cells
are essential parts of our immune system.

The conditions that can be treated with these donated stem cells are all caused by a
problem with one of the blood cell types, such as aplastic anaemia and severe combined
immune deficiency (SCID).

If a matching donor can be found in a patient’s family or on a bone marrow registry, this is
the option that will be chosen for treatment of a patient. Unfortunately, only 25% to 35% of
patients have someone in their family who is a match, and the chances of finding an
unrelated matching donor is low and varies greatly with the ethnic origin of the patient.

Therefore, an alternative is to use IVF and embryo selection to have a second child who is
a match for the affected child, as illustrated overleaf. This type of embryo testing (to select
a tissue match) is only carried out if no matching donor exists.

This ‘saviour sibling’ approach is tightly regulated by the HFEA and the welfare of the
resulting child is a critical element of their decision-making. As stated by the Department of
Health: “Each application to the HFEA is considered on its own merits and the HFEA will
grant a licence only where it is convinced that the child will be a valued member of the
family and that tissue from the child is the only means of treating the older sibling.”

To date, licences have been granted to six families whose affected children have been
cured of one of the following serious conditions: aplastic anaemia, Diamond-Blackfan
anaemia and beta thalassaemia.

The new HFE Bill recognises that in future other tissues from tissue matched siblings, such
as cells from the umbilical cord itself, may be important for treating serious conditions, and
it also explicitly allows for donation of bone marrow. The Bill outlaws tissue matching for
whole organ donation. Licences for any saviour sibling procedure will continue to be
considered on a case by case basis by the HFEA.

lllustrated by Rebecca Kent: rebecca@rebeccajkent.com
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