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The Western Isles could take
amajor leap forward by using
gene-based preventative medi-
cinetohelptreatpeopleatrisk
of developing serious diseases
such as liver cancer, accord-
ing to an MP who is backing
calls for a pilot screening pro-
gramme.

Torcuil Crichton said the
archipelago could find itself
“20 years ahead of the NHS” if
plans to screen for an inherit-
ed genetic disorder are given
the green light. He expressed
hope that such a project could
be financed by renewables
firms for the wider benefit of
the community.

TheLabour MPfor Nah-Eile-
anananlarwasdiagnosedwith
haemochromatosis in 2008, a
hereditary disease which caus-
esadangerousbuild-upofiron
in the body and, if left untreat-
ed, can lead to liver cancer,
cirrhosis, arthritis, and other
conditions.

Aresearch project,led by Pro-
fessor Jim Flett Wilson of the
University of Edinburgh, and
funded by the charity Haemo-
chromatosis UK, has provided
scientific evidence of the pri-
ority target areas where the
need for population screening
ishighest.

Outer Hebrideansareamong
thosemostatriskofdeveloping
haemochromatosis, with one
one in 62 people estimated to
becarrying themajorriskvari-
ant,compared tojustonein 212
insouthern England.

The researchers said main-
land Scots, particularlyin Glas-
gow and south-west Scotland,
were also at increased risk of
the condition, with one in 117
estimated to carry the variant.

The risk is higher in males
than females, due at least in
part to monthly blood loss in
pre-menopausalwomen. Men
with haemochromatosis are
eighttimesmorelikelytodevel-
opliver cancer.

Prof Wilson “strongly
believes” there should be com-
munityscreeningforthegenet-
ic variants, with the research
identifying “priority areas”
where such a programme
would be of the most benefit.

Now, heand Mr Crichton will
be staging a series of informa-
tion events in Stornoway and
rural Lewis later this week to
raiseawarenessof thefindings,
and the campaign for a pilot
screening initiative.

“When I was diagnosed with
this condition in 2008, Iwas a
journalist, and I wrote about it
—dare I say it, it was probably
oneofthe mosteffective pieces
ofjournalismIever produced,”
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Mr Crichton said. “I would be
approached by people letting
me know their children were
being treated asaresult.

“Because it's mostly asymp-
tomatic, you don’t really know
you've got it in later life, so the
campaign forascreening prob-
lemis key, and the eventsarea
way of letting people know
aboutit.”

Mr Crichton, whose brother
was also diagnosed in his mid-
30s,said thatatthetimehewas
tested, he felt arthritic symp-
toms in his hands, which he
attributed to repetitive strain
injury as a result of his work a
political journalist, but since
undergoing treatmentvia ven-
esection—aregular procedure
thatremovesaspecificamount
ofblood totreatiron overload—
the pain “wentaway”.

Even more importantly, he
said, being treated mitigat-
ed the higher risk he faced of
developing even more serious
conditions, such as liver dis-
ease.

“What we're at risk of is all

of these what you would call
west of Scotland diseases,
such as kidney disease, liver
failure, and heart disease,” he
explained. “Butpreventingthat
would putus 20 years ahead of
the NHS in terms of what we’re
moving towards in terms of
gene-based preventative med-
icine. If we were to carry out a
pilot we would find out how
well itworks.”

The UK National Screening
Committee (NSC), whichadvis-
es ministers and the NHS does
not recommend screening for
haemochromatosis.

Based on its most recent
review of the condition —a dis-
order sometimesknownasthe
‘Celtic curse’ - the committee
said thatalthough afaulty HFE
gene is known to cause iron to
build up, this does not happen
to every person with the faulty
gene.

The review in March 2021
also concluded that screen-
ing would identify people who
may never experience symp-
toms, with limited evidence

Torcuil Crichton said the
archipelago could find itself
‘20 years ahead of the NHS’ if
plans to screen for an inherited
genetic disorder are given the
green light

We should offer
full DNA testing
across the
islands

on whether treatment is more
effective in individuals with-
outsymptoms compared with
those who have symptoms. It
added thatthereisnoevidence
thatascreening programmeis
the best way of helping people
with the condition.

However, Mr Crichton said
that the evidence compiled by
Prof Wilsonand his colleagues
meant that there was now a
casetolookattheissueagain.

“The NSC is open to new
approaches, so with Jim’s evi-
dence we're going to ask for
a pilot project in the Western
Isles,” he said. “We're building
up scientific evidence, pub-
lic evidence, and feedback
from engagement with the
community.

“Wehaven'tcosted thescreen-
ing yet, but Prof Wilson has
access to gene data sampling
through his own work, and we
both agree we shouldn’t just
be screening for haemochro-
matosis — we should offer full
DNA testing across the islands
on a voluntary basis, which

couldfind outif peoplearecar-
rying rare cancer genes, or are
moreatrisk of heartdisease or
diabetes.”

Headded: “We thinkitwould
save money, but of course, it
would also cost money at the
start in what are straitened
times. We've spoken informal-
ly to people about it, and it’s a
greatopportunity forcommer-
cial windfarm operators and
the communities who are tak-
ing a share in renewable pro-
jects;someofthatmoney could
be used not just to help them
save bills, but to fundamental-
lychangetheirlifechancesand
those of their children.”

Mr Crichton and Prof Wilson
be holding information events
this Thursday at Urras Oigh-
reachd Ghabhsainn Business
Centre in South Galson from 3
pm to 4.30 pm, and in Storno-
way Town Hall from 7.30pm
to 9pm. An event will also
take place between 10am and
11.30am on Friday at Kinloch
Historical Society Community
Hubin Balallan.



