Hemochromatosis Iron Overload FACT Sheet

What is hemochromatosis?

o Hemochromalosis, the most comman form of iron overload disease, isan [~ What are the 5'5“5?
inharitid disordes thal causes (be body 1o absorb and store oo much iran

The extra iren builds up in organs such as the hear, pancresas, liver, joints, [ Chronic fatigue L] Weight change
and thyroid damaging these organs. Without treatment these organs become L1 Jeint pain [ Loss o libido (sex drive)
diseased and everually fad, [[] Heart arrhythmia, [ Loss of period
or heart fallure ] Deprassion
O Healthy people absorb about 10% of iron they ingest. People with hermo- ] MMabetes ] Hair loss
chromalosis absod as much as 4 Bmes maong iron than narmal. ke canng] ] Abdaminal paln ] Infertility
be axcreded, except throwgh blood koss; therefone, over lirme iron accwmulabes ] Skin discoloration [ Impolence
in witad organs swch as the head, liver, joints, piuitany and panoneas {bronze, red or g Slormach problems
H
© Hempchmmatesis is not a blood dissase. The amaunt of iron in . EI"*"“"”‘”"’;W"’““] ESe——
a unit of blood from a person with hemochromatosis is the same as a evated liver enzymes
unit of blood from a person who doss NOT have hemochromatlosis L1 Cirrhosis
O Classic o Type | hemochnomalosis is caused by mutations of the gene IRON OVERL D
HFE. The bava common mutations arne named C2AZY and HEID. Other couses
of iron gverload such as jusends or negnatal hemochromatosis are nol HFE rolabed,
Who is most at risk? The gene far hereditary hemochromatass
ron owerload can oocur in anyana, but the lype of inon overdcad cawsed by dassic hemochromatosis (RFE relabed) s mome Bkolky-
you are homozygous for the CZEZY
YOUT alaElors you have 8 mutation of the HFE gena. Or if you
:’”‘""""“""""" you are a family history of are & compound heterozygole for
g C282Y/HEID mutations of HFE.
Sootiand irefand Male heart trouble, espocially :
. ora o a hintory of diabades, | | HE90. Everyone here o copie of e FEE.
arm ' I
L"T.nd m Famale who livar disssss, arthritis, pane, one Fom each parank. & person who inbarils
Scandinavia is no longer hormone imbalances, :‘““%ﬂrﬂ‘ﬁg HFE |8 called & W“f;ﬁ“
Tha Nethirands parson n oma muated copy s
menstruating :T‘“w Rypothyroldism, | | & hetsmzygnse (camier), A parson who inherts T
— duL. only cifferent mutalions & callesd a compound hetemeygobe.

How is HHC detected?

Classical hemochromalosis can be determined with genelic lesting, non ovenoad however, is determined with blood tests: fasting serum
iron, fotal iron binding capacity and serum fertin, See chars

for normal ranges. fE 111ila] | AdultMales |Adult Females

Trdssa insts should ba
o fusling: Hodhirg Mermal Rangs up fo 300ngimL L b 200ngmil
a ransferrin-iron by Mo aflar micright In treatmant* balow 100ng/mL balow 100ngAmL
A, 98" | emoepl for prescrption Ideal 25-TSngimL 25-THrgimL
& serum Territin radizations ar salar,
. Post Mancpausal £5-TSngiml
Adalescents, Juvenlles, Infants & Newborns
of normal height and weight for their ags and gendar
Tramsforrin iren safuraticn persantage
HORMAL RANGE 25-35% Male ages 10-19 23-Tong/mL | Infants 7-12 months  60-BOngiml
i il s (HFE relaind), boih tha sarun Fiarmale ages 10-18  G-80ngimL Newborm 1-8 manths  B-410ngimL
farritin ared the TS% will ba alewaied if iron ovardoad is presant Children ages 68  10-88ng/mL | Newbom 1-30 days  E-400ngiml
In soma condilions of mon-classical iron ovamoad (MASH for axanpla), Childran ages 1-5 B-24ngimL
the sarum feritin might be alovated whils the TS% memaing nomal.

"pnbslzmy il

—What is the treatment?
De-ironing with therapeutic phiebotomy and diet restrictions is the therapy for iron
overioad. Therapeufic phiebotomy is the same as roufing blood donation except See Common Questions
that miore freguent blood removal may be needed which requires & physician's and Answaers on the other side.
preacription. Depending upon the iron levels, phlebotomy may be done &9 fregquently
&3 twice & week 50 long as the pretreaiment hemogloben remains at 12.5gifdL o
avold overbleading and unnecessary anemia.
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Commonly Asked Questions and Answers About Hemochromatosis

Do | need & liver biopsy to diagnose hemochromatosis?

Liver biopay is @n important disgnostio procsdure: & mmains ona of e bast
wiys io delerming v damage, such es cirhesis. This procedure; howaver,

I8 mo longer used to diagnoas classic hemochromatoais, Livar Biopsy s used
o diagreass of document ron lavels in non-ciasaical Pemochromaiosia,
Iz the HFE gamatic fast the bast way to diagnoase HHG?

Canatic Weding = one way 20 disgnose chassic hamochiomaloss. Classic HHG

B HFE redatad. Inon Disonders IneSe doss nol recomimend using e ganedc leal
o Sefesning DURDGSEE OF Of pEfEORS yaunger than age 10, Aporoprtaie use of
genede esing for Clasaic HHE & 1o confirm of disgnoats in adults or for couples
who are planning a family 1o defemine carder siatus.

How iz the ganatic fast domna?

A fissue sample can ke oblained by iaking blaod or by doing & chesk swab Bofh
wiys oo refable. Aboul 15% of those with ion ovedoad do nat have mutations of HEE,
Ganetiz testing doas nat infermation aboud tissue iron levels.

Are my children at risk for iron overload ?

HFE ralated iren gvancad b rat knosn to oeour in youths, Tha inen aceamiiafion

procees in ciasais HHC @& very siow and akes 20-30 yoears 1o manilesl in symaioms
of G AN damags, W veong childed have 8 Aafveaily high o saliralion, which
Gy b vaiaaoing and imspproprisaly slinboded (0 o ieeding.

How da | know i [ kave iron overload?

Iron levvesis, can e destenmined by measuing senam femtin and imnsfemindmon
=aturation percentage (TS5 Both levels will b alevated in adulls wih casale
hamachmmaiosis. Moba fhat these levels ane natumily eevaied in. newboms,
irtants ard possibly in adoleecenis

What if enly cne level s slevated?

I oy sanam femitin & clovated, you may heve soma ather condilion pmsent
such as hypariamiinemia-catamct syndroma of ITRammation dus o crrnis
dipaasa, Phisbolomy, which i b Saalmeant for inon cvetdoad mey nol b
appropriate and could evean be harmiul, ITonly TS% i@ alevaled, you could be
in the firel stages of lading iFon, dafydraled o poasibly have anolber condifion
such as abnormal biood gheoome. Your physician can determing Fany of fese
canditions ame presant and whether phlabolomy is wamanisd.

i I have lron overfoad, how often showld | have a phisbatomy?
Padants with sarum flaritin gwar 1,000ngimL need aggressiva iren remosal
and may nsed a phisbalomy twice a weak until faritin is lowensd o a normal
ranga. Once famttin |8 balow 1,000ngmL, tha risk of cirhoats ks ees than 1%,
Iran lcading patierms vary with the individual depending upon a person’s
aga, compliance with theragy, general heallh, Easue ron levals, modilying
genes not yet decovered, inlerance to blood extractions, and diet, especialy
e amount of red meal consumed. Farilin lesals nead o be chacked pesiodi-
cally to assune irgn levels are dropping. Senum feeritin drops Bt an estimeed
30 mgiml for sach full uni of blood removed. Onoe de-ironed phlabalomies
might be as infrequent as 3 or 4 Bmes 8 vear degending upan the patient

Why is my blood thrown away?

i cenlery that do not have an FOW varianos o wes BHC biood for ransfusion
ftha bood must be dacanded. However, cemters that have the wankamsa can

taka HHE blood evary two weeks with a doctor's order and they can usa the
blgad for ransfusional purposes. Thane ane many cenbans with varkansas in

thi LIS; contact Iron Disorers Instihse o see ¥ them i one in your area

One of ihe most prasligious n he US s the Hamachromaloss Prolocol at
tha Warman 4. Magruson Clinkcal Canter In Bethesda, MD, H you lve within
driving dislance of Bethesda, and you have HHC, you might be eligible o
participate |n this unigue program. Contact us for datels.

difficulty with anemia, you might
like to rewd cwr book: ron isordons
instituhe Guride fo Anomis

Is there anything | can

do o help prevend i,
chronic disease caused | | '___’ﬁu;_ DONATE ELOOD!
Iron overload? i T MEER WOLR FERRTIN
by | U wmanGE:
Enrfy deincion i the I | Talk bo wour physdcian abool
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lvar wolir gk of cissnaen; Nare & SOPNG IMPOMENnT Ofse:

Donats oad: Dne Disdd doralion 8 Vear 50 lwer a make's
rissh of hsar] Atk by 505G

Don't smoke: Tobecoo s loaded with iron and when inhaled, this
iron bypasses $o doforss sysiem the body uses fo contral te amount
of ron you aosorh.

Cut back on aloohol or siop atogether: Alochol inoeaeses Ba absomSon
of leon and damages e liver.

Cook in glass or cansmic coolkean: lon flings can gat inie tood fom cast
rez ik et il sl grille.

Cufl back on red mesl Red meal such a8 Bl lamb and vwanieon Sonkain
high @modnts of keene i, which is e iype of ion mos! assily absorbed
by e oy Coricioen, figh s pork hanes e Fama o,

Eafd more frufts, nuis and Thess foods contain nonhems
iron, which is e bype ol inon that is nof so sasly absorbed by the bady.

Axoid Vitamin € at mealtime: Ascorbic acd increases the af ion.

Consuma foods high In calclum; Caloum infibils the absomption of both homa
RNG| Pongem o,

Dirink tea, coffes, oF dairy with tha main maal: Thesa inhiol tha absorption
of ron,

D ool el v by, woicl Priaghl oeviain & bactenia Pl s deadlly o paople
wilh high inon levels,

sap good reconds with |00 Penonal Haalth Profils ard Rasd up on diet
ard pther imporant inon matters in our books and our magasne idinsight.

Patient support materials are available through
Iron Disorders Institute:
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