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“NHS is failing patients
with Muscular

Dystrophy’ says
Hillsborough mother

by JENNY MONROE
jensoy monteetulsterstat co.uk

A HILLSBOROUGH mother whaose little boy
has Congenital Muscular Dystrophy believes
the back of provision for specialist care in the
provinee has led to a number of families
secking treatment elsewhere in the UK

Tracy MeCausland, founder of the NI based
charity Struggle Against Muscular Dystrophy
(SAM), was speaking after a Parddiamentary
report this week slammedd declsion makers
in Northern [refand for effectively shorten-
ing the lives of children with the terminal
musche wasting disease Muscular Dystrophy
due to fallings in specialist care,

The All Party Parliamentary Group on
Muscular Dystrophy heavily criticises 1he
way in which the NHS plans services for rare
conditions in Northern feeland, following an
in depth investigation, which ok evidence
from key clinicians, researchers, patients
and NHS commissioners from across the

K

Tracy explomed: “The Walton Repory high
lighis the shorteomings of NHS pravision for
chikiren and adults suffering from neuro-
muscular diseases, a group of conditions
which cause severe muscle wasting aﬁ(\‘llnﬁ
the limbs, heart and respicatory system an
for which there is currently no treatment or
cure.

She says that since the reticement of
Noerthern Ireland’s only neuro-muscular
consultant over 1A months ago, her son Sam

has had no access to speclalised care,

“We currently know of 15 families who regu
larly have to make overnight trips 1o
England 10 access services at the specialist
muscle cenire in Newcastle

“This is especially concerning in light of the
fact that as the discase progresses the chil-
dren suffer complications such as severe
Itsgumuly and cardiac problems which
matke travel impractical and dangerous”,
sald Tracy.

“Due 1o @ Back of NHS provision many par-
ents are self-funding their children's
physiatherapy services, and are being forced
to yely on charitable funding lor essential
equipment such as wheelchairs,

“We would echo the call for an urgent
review of services in NI andd encourage the
establishment of a mare proactive approach
1o treatment for these medically vulnerable
children and adults”.

Struggle Against Muscular Dyswophy is &
zera cost charity founded Tast year whose
mission Is to bring life-enhancing treat
ments to this generation of muscular
dystuophy sufferers.

The charity funds translational research
o the condition,

For more details check out: www. please-
fixsamocom,

jenny.moarcedhalsterstar.co.uk



