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Thenewcasesfollow
freshanalysisofthe“Viking
Genes”database,which
holdsinformationonaround
10,000peoplewithatleasttwo
grandparentsfromOrkney,
ShetlandandtheWesternIsles.
Thedatabasehasbeen

usedtodetectthosewiththe
pathogenicgenesthatcause
haemochromatosis–themost
commongeneticconditionin
Scotland.Whilethemajority
ofthoseinthedatabaselive
intheislandgroups,many
areknowntoliveinGlasgow,
EdinburghandAberdeen.
Haemochromatosiscauses

abuildupofironinthebody,
whichcanleadtoarangeof
healthissues,fromdiabetesto
livercancerandheartfailure.
Estimatessuggestuptoone

in100Scotscarrythegene
variant,withtheresearch
aimingtorefinenumbersand
thelocationofcarriersina
bidtoimprovescreeningand
increasepreventionofserious
healthissues.
ProfessorJimFlettWilson,

fromEdinburghUniversity,
whosetuptheVikingGenes
database,hasledtheresearch.
Itfollowshisbreakthrough
workonmutationsofthe
BRCA1andBRCA2genes,

whicharelinkedtoahigher
incidenceofbreastandovarian
canceramongwomenin
Orkney,withhisfindings
leadingtomasscommunity
screeningandtreatment.
ProfWilsonsaid:“Ibecame

awarethathaemochromatosis
isknowntobeverycommonin
ScotlandandindeedIreland,
andeitherIrelandorScotland
isprobablythehighestinthe
world.
“Theselettersonlywentout

threeweeksago.Peopleneedto
digesttheinformation.
“Somewillneedtreatment,

somenotbutitisbetterto
know.Thisispartoftheideaof
preventativemedicinerather
thanwaitinguntilyouare
brokenandhardertofix.”
Thosewhosufferfrom

haemochromatosisreport
arangeofsymptoms,from
extremetirednesstomood
swings,brainfog,weakness,

jointpain,balanceproblems
anditchyskin.Whilethere
isnocure,relativelysimple
treatmentcaneffectively
bringdownironlevels,with
patientsundergoingregular
venesections–similartoblood
donation.Ifuntreated,abuild
upofironinthebodydamages
vitalorgansovertime.
ProfWilsonsaidtheViking

Genesresearchintocancers
hadledto“multipleinstances“
ofpeople’slivesbeingsaved,
withthoseaffectedseeking
outcheck-upsandgoingonto
gettreatmentandthentheall
clear.
Hesaid:“Andtheysay‘itis

becauseofyourletterthatI
wentanddidthis’.Wepredict
somethingsimilarwillbe
goingoninhouseholdsas
peoplearereadingtheseletters
andbeingchecked.”
ProfWilsonsaidtherewasa

rangeoftheoriesoverwhythe

The ‘Celtic Curse’ – and the 50

happened.Theyhaven’tmoved
allthatmuchandtheyareall
stillthere.”
ProfWilson’sdiscoveryof

thenewcasesfollowsagrant
fromHaemochromatosis
UK,withthefundingto
produceanationwide
maponcases.A
totalof29regions
arebeingplotted,
includingninein
Scotland.
ProfWilsonsaid:“I

stronglybelievethereshould
bescreening,soIsawthe
chancetodoastudytoaskthe
questionwhereinEngland,
ScotlandIrelandandWales
isthemostcommon,where
arethehot-spots,arethere

A
round50Scotshave
receivedletters
informingthem

theyhavethegenelinked
toadiseasedubbedthe
“CelticCurse”givenitshigh
prevalenceacrossScotland
andIreland.

◆Haemochromatosis is themost commongenetic
condition inScotlandwithworkongoing to improve
preventionof serious illness amongpatients

‘CelticCurse’wassoprevalent
inScotlandandIreland.A
4,000-year-oldskeleton
excavatedonRathlinIslandoff
thecoastofNorthernIreland
wasfoundtohavethegene
variant.
ProfWilsonsaid:“That

skeletonwasacarrierof
haemochromatosis.Soithas
beeninNorthernIrelandand
Scotlandareafor4,000years
bareminimum.”
Headded:“Ithinkthat

everybodyinScotlandandin
IrelandandEnglandwhohas
thisvariant,theyalldescend
fromaperson4,000,5,000,
6,000yearsagoandeveryone
isadescendantofthisfounder
individual.Thatisallthathas

anycoldspots.Sofaritisvery
vague,sowehavelookedin
29regionsandwearestill
finishingitofftomakeamap.
“Wheneventuallyscreening
doeshappenwhenwe

persuadethepowers
thatscreeningwould
beagoodideaasit
preventsdisease
downthelineand
savesmoney,there

isnotgoingtobe
[anyone]saying‘let’shave

everyoneinScotlandorBritain
screened’.
“Theyaregoingtohaveto

startsomewhereandyou
shouldstartwherethereisthe
mosthaemochromatosis.So
ourmap,peoplewillbeableto

AlisonCampsie
HeritageCorrespondent

Theestate ownerwith
CelticCursewhoslept
somuchhewascalled
‘halfman, halfmattress’

Itwasonlywhenhiscousin
went to thedoctoraftera
longperiodof “not feeling
great” thatadiagnosisof
haemochromatosis followed.
SirGeorge,whoownsFyvie

Estate inAberdeenshire,
wasdiagnosedaround
fouryearsago.Hissister,
MirandaMcHardy,wasalso
identifiedasacarrierof the
genevariant thatcauses the
condition.
SirGeorgesaid: “My

cousinwasasked ifanyof
herrelationshadanyhealth
problemsandshesaid ‘yes,
actually,Miranda’.Miranda
hadhadheart failure,kidney
failure, liver failureandshe
hadbeen illherwhole life.”
Haemochromatosis isan

overloadof iron in theblood
that, if leftuntreated, can
start toattack theorgansand
causeserious illness.
Normal iron levels in the

bloodarearound100but,
followingtesting, it emerged
MrsMcHardy’s levelswere
at5,000whileherbrothers
wereataround1,200.
SirGeorgesaid: “Iwas

always feelingabit tired in
theafternoonsandonechap
christenedme ‘halfman,half
mattress’. I could fall asleep
everyafternoonwithoutany
problem. I justpresumedit
wasmegettingold.”
MsMcHardy,59,of

Banchory,died from
complications from
haemochromatosis in2023.
SirGeorgecontinues tobe

treated for theconditionby
undergoingvenesections,
whichremovebloodfrom
thebodytobringdowniron
levels inaprocessmuchlike
givingblood.
Hesaid the illhealthof

other familymembers
throughout timestarted
tomakesense following
diagnosis.
“Genetically,our

grandmothermusthave
had it,”hesaid. “Shewas
inawheelchairaged55,
but itwasputdownas
rheumatism.Mygrandfather
andfatherbothhadheart
problemsandwerealways
feeling tiredandspentmost
of the timeasleep.”
SirGeorge initiallyhad

sixmonthsof fortnightly
venesections,whichremoves
bloodtobringdowniron
levels, andnowundergoes
theprocedureeverysix
months.
“Once the iron levelswent

down, the tirednesswent
away,”hesaid. “I feela lot
morealertduring theday.”
SirGeorgeaddd: “The

cure isnotdrugs, thecure
is simplybecomingablood
donor.”
SinceMrsMcHardy’s

death,her familyandfriends
havebeentrying toraise
awarenessof thecondition.
Screeningofpeople in

25,000households in
north-eastScotlandwas
supported inpartbymoney
raisedby the family for
HaemochromatosisUK.

SirGeorgeForbes-Leith
sufferedsuchtiredness in
theafternoonthata friend
startedcallinghim“half-
man,half-mattress”.

AlisonCampsie

SirGeorgeForbes-Leithwasaffectedbyextremetiredness
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Scots found at risk

thatthecharityhasbeendoing
–andweareinour35thyear
–supportspeopleatriskand
thoseaffectedbythecondition.
Butwealsotryandstimulate
researchtoimproveclinician
andpublicawareness.
“Themapwillbeincredibly

useful.Ifyouaretryingto
runacentralisedhealthcare
systemliketheNHS,ifyou
don’tknowwhereyourpatient
groupsareitisveryhardto
allocateresourcestotheright
geographicarea.
“InScotland,thereisakind

ofbelt[ofcases]thatruns
rightthewayacrossfrom
AberdeentoInvernessand
rightacrosstotheWestern
Isles.Itisparticularlyprevalent

inthatkindofarcandthereare
historicalreasonsbehindthat.
“Islandcommunitiesare

closefamilialcommunities.
Sowhatyouendupwithisa
situationwherepeopletendto
beborn,live,growup,maybe
travelofftheisland,comeback
totheislandtohaveafamily
andtheydothatwithother
peoplewhofollowasimilar
pattern.
“Soyouendupwitha

concentrationofthegene
poolandthatiswhyinthe
WesternIslesitisparticularly
prevalent.”
MrMcClementssaidNHS

WesternIsleswas“particularly
good”attreatingthosewith
haemochromatosis.

Theselettersonly
wentoutthree

weeksago.People
needtodigestthe
information

useitasaguidelineofwhere
shouldscreeningbestarted.
“Itisgoingtobeaninteresting

scientificquestion,butithasan
immediateanddirectpractical
purpose.Itisaboutensuring
thatthepeopleofScotland
getgoodhealthcarebasedon
evidence.”
DatafromEnglandwillcome

fromtheDigiTrialsbankof
morethan63millionpatient
records.
NeilMcClements,

chiefexecutiveof
HaemochromatosisUK,said:
“Haemochromatosisisa
relativelycommoncondition
inScotland.
“Itismassively

underdiagnosed,sothework
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MirandaMcHardywhodied

fromhaemochromatosis
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Topright:Asettlementon

Shetland

P
IC
T
U
R
E
:W
IL
L
IA
M
E
D
W
A
R
D
S
/A
F
P
V
IA
G
E
T
T
Y
IM
A
G
E
S

“

CASESTUDY


