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Genetic Haemochromatosis

is mostly referred

/ ko as...
“GH" 2

If left untreated,
people can
become unwell.

The good news is that treatment s available
if diagnosed early, serious symptoms can

and
be prevented before they begin.

usually



wJUTRIENTS

(Including iron)

-

) resAl

Digesﬁve system
WASTE

(Faeces)

ow from biology lessons
te the amount

is importan
which carry oxyge

\When the body has enough iron it
usually stops absorbing it, getting rid
of any thatit doesn't need through

taeces (poo).
The chemical

symbol for ironis
?

Even when their b

iron they ctill continue £
It is like the off-switch is broken!

Thisis sometimes referred to as:
iron overload.
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|n someone with iron
ver\oad this excess iron

needs to be stored
somewhere in the body.

It often builds Up in places
like the joints: liver an

other organs

Pain in the joints
nd/or arthritis

(oftenin the
hands, knees.

hips, and
shoulders)

ron can

This build-up of i
affect how these organs

or tissues work.

This can cause /

such as...

Liver
problems
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People can have

these symptoms
without having GH.
with GH will not always

symptoms an
d at different ages-

People
have the same

may be affecte

|t is not possible to predict how

Jnd when a person may be

X
Mood
swings
Sffected. Most people with GH

Skin appears
bronzed, like 2 don't have any symptoms
until they are adults (usually

permanent tan
in their 30s of 40s).

Both men and

Decrease in
body hair women can have GH
but men normally get
ptoms

worse sym

Abdominal pain ’ than women-
(near the
stomach region)

gular or absent
women

\rre
periods in




\We each have 2 copies of every gene
netructions). These carry information that help decide
how we look and how our bodies grow and develop
- N G€“€ v \\ 3_.;\\\\‘w,z,.-lm,n__\' Elkg i,
The human body has
£ tens of thousands
— of different genes
We inherit one
copy of each
gene from our
.o biological mother,
v and one from ouf
biological father.
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o have GH they need a mistake in their
. hoth copies ©

For a person £
enetic code (called a variant) in
one variant copy

their genes. \When someone has
called a carrier.

and one normal copy: they are

Both copies

of the gene
are normal

Parent 2

g

Both copies

of the gene
N

e are variants
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Carrier Carrier Carrier Carrier
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\f one of your parents has GH this will mean
= thatyou area carrier.

A The normal

., = "z copy of the gen®

o Z i usually enous

to keep carriers
Y healthy.
A i
/i ha
g

A
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e other possib\e scena

There ar rios:

‘ |f both parents are carriers..-




chisrare..

th parents have GH, whi

\f bo

all children

will have G
and areat ris
of symptoms

|f one parent has GH and one {s a carrier..

These are averages and can dif
way to know for sureis to be tested. Thi

happen from the age of 16 and itis completely
up to you if you want to be teste
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y affects people when
ks so healthy
't need to be tested.

ltis completely up to you
whether to have genetic

testing or not. Wwhen you
reach 16 you aré considere
old enough to think
carefully about your options
2nd decide for yourse\f if

genetic testing is right for you.

\% A genetic test can tell you if
you have GH and if you are

/ / at risk of iron loading. ltisa
good idea to talk to your



or to manage any symptoms
nt them from starting.

reduce their iron

levels by donating their blood
regularly (you need to be 17 years
old to become @ blood donor!).

Some people

ecisions about yo
be challenging. BU™

tested an
or will support
you might have.
should be able to continue to

GH.|fyou are

| GH,your doct
\ any questions
treatment yoU



nis neede
\When blood is remo

it needs to be rep

uses up some 0
din the body.

iron store

One way to

d to make

from the bOdy is:

red blood cells.
ved from the body,
laced. Replacing it
f the excess

remove blood



How often someone needs

” venesection depends on how
high their iron levels are.

|f they are very high it may be as often as
once week. Once 31l of the excess iron
le with GH are said to be

i removed, peop
in maintenance. and might only need to
have yenesection every few months.

gular blood
donation can also help
keep iron levels down
and can usually
prevent symptoms
from starting.

Remember, ré

Following @
healthy lifestyle

and diet is




eone in your family has GH,

If a parent or som
ore difficult for everyone.
f activities

s strenuous.

together and helping support
ortant for you all.

Spending time
each other is imp

When
someone isnt
teeling well they can
be short tempered oF
cently been
GH you may Jlso feel upset o These
member there is no right or feelings don't
mean we love
each other

any less.




ray

hes or removing st
oom will help.

fven picking up your own clot
rorn your bedr

<

\

plates and cups f

things that

Look out for the
d offer to help.

they find difficult an

ht just be opening a
they have SOr€

ght be

your responsibi\ities
s, friends and
n together

Wwhen caring for aloved one it mi

hard to juggle all of

with the demands of teacher
homework. Talking about the situatio
can be extremely helpful. It gives everyonea

chance to express cluding you.

how they feel,in
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\iqeRe CAN |

rn something new about our
be confusing and affect us in

when we lea
health, it can
different ways-
canttalkto someone,

around who can help!

You could speak to 3 friend, seek
al suppor

one, a doctor.
could organise more SUp

\Writing down any concerns of
an also help you to

\ thoughts you may have €
N e or make sense of your feelings.

communicat




\Website: WWW.ir
Ernail: helpline@

huk.org.uk

Phone: 03030 401 102



GLOSSARY

oF
WORDS

Carrier
th a variant and

A person who ¢
5 normal copy ©

e gene wi

arries one Copy of th
do not usually have GH.

f the gene. Carriers

ve information that

Gene
kwo copies

A single ge
tells our bo
of each gen

netic instr
dies how to grow an
e, one from our mum a

Genetic
erited factors (something you

Relating to genes and/or inh
inherit from your mum or dad or grandparents].

Genetic Haemochromatosis (GH)
unable to control

ondition where 2 person s
ng too much iron

A geneticc
t of iron in their body causi

the amoun
ko be present.



GH

viation for Genetic Haemochromatosis (GH).

An abbre
Inherit
When your parents pass something on to you through
your genes
Iron Qverload
\When excess iron in the body i ctored in the organs and
soft tissues such as muscles.
Variant
A change in the genetic code that may of may not
cause an issue.
Venesection
A form of regular blood donation used to help treat
people with iron overload. This can be done at hospital
lood donation service.

or through the national b
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This booklet was produced by Haemochromatosis UK in
collaboration with families affected by haemochromatosis,
with support from Envision Pharma Group and Ernest
Hecht Charitable Foundation.

The information contained within this guide is not intendedto
provide clinical diagnosis and medical advice. It should not be
treated as such. Always seek the advice of your doctor or a
health care professional before starting any new treatment
for your underlying condition.

Haemochromatosis UK is a charity
registered in England and Wales (1001307) . éé
and in Scotland (SC041701) and a Company P

Limited by Guarantee (2541361).



