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The ‘Celtic Curse’ —and the 50

4 Haemochromatosis is the most common genetic
condition in Scotland with work ongoing to improve

The estate owner with
Celtic Curse who slept
so much he was called
‘half man, half mattress’

Scots found at risk

prevention of serious illness among patients

Alison Campsie
Heritage Correspondent

round 50 Scots have
received letters
informing them

they have the genelinked
toadisease dubbed the
“Celtic Curse” givenits high
prevalenceacross Scotland
andIreland.

Thenew cases follow
fresh analysis of the “Viking
Genes” database, which
holdsinformation onaround
10,000 people with atleasttwo
grandparents from Orkney,
Shetland and the Western Isles.

Thedatabasehasbeen
used to detect those with the
pathogenicgenesthatcause
haemochromatosis—the most
common geneticconditionin
Scotland. While the majority
of thosein the databaselive
in theisland groups, many
areknown tolive in Glasgow,
Edinburghand Aberdeen.

Haemochromatosis causes
abuild up ofiron in the body,
which canlead toarangeof
healthissues, from diabetes to
liver cancer and heart failure.

Estimates suggestup toone
in100 Scots carry the gene
variant, with theresearch
aimingtorefinenumbersand
thelocation of carriersina
bid toimprove screeningand
increase prevention of serious
healthissues.

Professor Jim Flett Wilson,
from Edinburgh University,
whossetup the Viking Genes
database, hasled theresearch.
Itfollows his breakthrough
workon mutations of the
BRCAland BRCA2genes,

which arelinked toahigher
incidence of breastand ovarian
canceramongwomenin
Orkney, with his findings
leading to mass community
screeningand treatment.

Prof Wilson said: “Ibecame
aware thathaemochromatosis
isknown to be very commonin
Scotland and indeed Ireland,
and either Ireland or Scotland
is probably the highestin the
world.

“Theseletters only wentout
threeweeksago. People need to
digestthe information.

“Somewill need treatment,
some notbutitis better to
know. Thisis partoftheidea of
preventative medicinerather
thanwaiting untilyouare
brokenand harder tofix.”

Thosewho suffer from
haemochromatosisreport
arange of symptoms, from
extreme tiredness tomood
swings, brain fog, weakness,

joint pain, balance problems
anditchy skin. While there
isnocure, relatively simple
treatment can effectively
bringdownironlevels, with
patientsundergoing regular
venesections—similar to blood
donation. Ifuntreated,abuild
upofironinthe body damages
vital organs over time.

Prof Wilson said the Viking
Genesresearch into cancers
hadled to “multiple instances*
of people’slives being saved,
with those affected seeking
outcheck-upsand goingon to
gettreatmentand then theall
clear.

Hesaid: “And they say ‘itis
because of your letter that I
wentand did this’. We predict
something similarwillbe
goingoninhouseholdsas
peoplearereading theseletters
andbeing checked.”

Prof Wilson said therewasa
range of theories over why the

‘Celtic Curse’ was so prevalent
inScotland andIreland. A
4,000-year-old skeleton
excavated on RathlinIsland off
the coastof Northern Ireland
wasfoundtohavethegene
variant.

Prof Wilson said: “That
skeleton wasa carrier of
haemochromatosis. Soithas
beenin NorthernIreland and
Scotland area for 4,000 years
bare minimum.”

Headded: “Ithink that
everybodyinScotlandandin
Ireland and England who has
thisvariant, they all descend
from a person 4,000, 5,000,
6,000yearsagoand everyone
isadescendant of this founder
individual. Thatisall thathas

happened. They haven'tmoved
allthatmuchand theyareall
still there.”

Prof Wilson'sdiscovery of
the new cases followsa grant
from Haemochromatosis
UK, with the funding to
produceanationwide
maponcases. A
total of 29 regions
arebeing plotted,
including ninein
Scotland.

Prof Wilson said: “
strongly believe there should
bescreening, solsaw the
chancetodoastudytoaskthe
question wherein England,
Scotland Ireland and Wales
isthemostcommon, where
arethehot-spots,arethere
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any cold spots. Sofaritisvery
vague,sowe havelooked in
29regionsand weare still
finishing it off to makea map.

“When eventually screening

doeshappenwhenwe
persuade the powers
, thatscreeningwould
beagoodideaasit
preventsdisease
_ downthelineand
saves money, there
isnotgoingtobe

[anyone] saying ‘let's have

everyonein Scotland or Britain
screened’.

“Theyaregoing tohave to
startsomewhere and you
should startwhere thereisthe
mosthaemochromatosis. So
our map, people will beable to

Main: Skara Brae Neolithic
settlement on Orkney. Inset:
Miranda McHardy who died
from haemochromatosis
aged 59. Left: Prof Jim Wilson.
Topright: A settlement on
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Theseletters only
wentout three
weeks ago. People
needtodigest the
information
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useitasaguideline of where
should screening be started.

“Itisgoing tobean interesting
scientificquestion, butithasan
immediate and direct practical
purpose. Itisaboutensuring
thatthe people of Scotland
getgood healthcare based on
evidence.”

Data from England willcome
from the DigiTrials bank of
more than 63 million patient
records.

Neil McClements,
chiefexecutive of
Haemochromatosis UK, said:
“Haemochromatosisisa
relatively common condition
inScotland.

“Itismassively
underdiagnosed, so the work

thatthe charityhasbeen doing
—andweareinour 35thyear
—supports peopleatriskand
thoseaffected by the condition.
Butwealsotryand stimulate
research toimprove clinician
and publicawareness.

“The mapwill beincredibly
useful. Ifyouaretrying to
runacentralised healthcare
system like the NHS, if you
don’tknow where your patient
groupsareitisveryhardto
allocateresources to theright
geographicarea.

“InScotland, thereisakind
ofbelt[of cases]thatruns
rightthe way across from
Aberdeen toInvernessand
rightacross to the Western
Isles.Itis particularly prevalent

inthatkind ofarcand thereare
historical reasons behind that.

“Island communities are
close familial communities.
Sowhatyouend upwithisa
situation where people tend to
beborn, live, grow up, maybe
travel offtheisland, come back
totheisland to have a family
and they do thatwith other
people who follow a similar
pattern.

“Soyouendupwitha
concentration of thegene
pooland thatiswhyin the
Western Islesitis particularly
prevalent.”

Mr McClements said NHS
Western Isleswas “particularly
good” attreating those with
haemochromatosis.
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Sir George Forbes-Leith
suffered such tirednessin
the afternoon that a friend
started calling him “half-
man, half-mattress”.

Itwas only when his cousin
went to the doctor aftera
long period of “not feeling
great” thata diagnosis of
haemochromatosis followed.

Sir George, who owns Fyvie
Estatein Aberdeenshire,
was diagnosed around
fouryears ago. His sister,
Miranda McHardy, was also
identified as a carrier of the
gene variantthatcauses the
condition.

Sir George said: “My
cousin was asked if any of
herrelations had any health
problems and she said ‘yes,
actually, Miranda’. Miranda
had had heart failure, kidney
failure, liver failure and she
had beenill her wholelife.”

Haemochromatosisisan
overload of iron in the blood
that, if left untreated, can
starttoattack the organsand
cause seriousillness.

Normalironlevelsin the
blood arearound 100 but,
following testing, it emerged
Mrs McHardy’s levels were
at5,000 while her brothers
were ataround 1,200.

Sir George said: “Iwas
always feeling a bit tired in
the afternoons and one chap
christened me ‘half man, half
mattress’. I could fall asleep
every afternoon without any
problem.Ijust presumed it
was me gettingold.”

Ms McHardy, 59, of

Banchory, died from
complications from
haemochromatosis in 2023.

Sir George continues to be
treated for the condition by
undergoing venesections,
which remove blood from
the body to bring down iron
levelsin a process much like
giving blood.

Hesaid theill health of
other family members
throughouttime started
to make sense following
diagnosis.

“Genetically, our
grandmother must have
hadit,” hesaid. “She was
inawheelchairaged 55,
butitwas putdownas
rheumatism. My grandfather
and father both had heart
problems and were always
feeling tired and spent most
of the time asleep.”

Sir George initially had
six months of fortnightly
venesections, which removes
blood to bring down iron
levels, and now undergoes
the procedure every six
months.

“Once theiron levels went
down, the tiredness went
away,” he said. “Ifeelalot
more alertduring the day.”

Sir George addd: “The
cureisnotdrugs, the cure
is simply becoming a blood
donor.”

Since Mrs McHardy’s
death, her family and friends
have been trying toraise
awareness of the condition.

Screening of people in
25,000 householdsin
north-east Scotland was
supported in part by money
raised by the family for
Haemochromatosis UK.

Sir George Forbes-Leith was affected by extreme tiredness



