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Scientists are continuously exploring other ways
se of stem cells
obtained from umbilical cord blood collected at
the time of delivery has recently received
considerable interests.

“These new methods are offering new hopes for
all patients who are looking forward to the time
they would be available in the near future,

10 cure thalassemia;  th

Research

Overthe last ten years there has been-a
tremendous progress in developing the so-called
gene therapy which requires the transfer of

genes intostem cells. However, most of the
researches have not been carried out in Taly for
lack of incentives and interests from public
organs. Special laboratory units and large
investments are required (0 support scientists in
their continuous swudies which are extremely
costly and technologically demanding,

The definite correction of genetic defects of
haemoglobin may one day become the new
cure for thalassemia.

Blood donations

Our Association

The "Associazione Talassemici di Torino"
(Thalassemia Association of Torino, nd.c) is a no-
profit, voluntary association established in 1975,
with the objective of promoting medical rescarches,
providing patients and their family with an updated
and accurate information. Patients, dociors and
volunteers are continuously supporting _our
activities in order 0 improve the quality of life for
all thalassemia patients.

Associazione Talassemici
di Torino

Our association cooperates with:
Fondazione ltaliana (llian Foundation)
“L. Giambrone per la guarigione della Talassemia”
“Toll free number: 800259021

Further information

The "Associazione Talassemici di Torino
i based in Via San Marino, 10 -10134 - Torino
Phone; +39 011 3194228
For donation: c/c n° 113501505
For any further information, visi our we
www.talassemicitorinoit
or contact us at
associazione@talassemicitorinot

THALASSEMIA

What is Thalassemia
Therapy

Prevention

Biood wansfusion therapy is the only
treament which ensures thalassemia_patients'
-ach patient needs at least 50 blood
donations per year. Health authorities must
promote policies of blood donations in order to
sceure an adequate and continuous supply of

blood from carefully selected voluntary donors.
Their blood should be screened to minimise the
tisk of any infections, thus constitute also a

form of prevention for the donors.

Research

Future without Thalassemia
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"T natassmia is the oame of  group of inkeited
genetic blood disorder, characterized by absent or
decteased synthesis of normal hacmoglobin, which
s component of red blood cells and it consists of
o different protcins Alpha and Beta.

‘The two main types of Thalassemia are called
“Alpha” and "Bera” depending on which part of
hacmoglobin in the red blood cell s lacking
Nipha-Thalassemia is commonly found in Africa,
the Middle Fas, India, Southeast Asia, Southern
China and occasionally in the Mediterranean
Region. Beta-Thalassemia is mosty found in people
of Mediterranean descent, such as Iralians and
Greeks. On average, there are 3 millions people
affected by BetaThalassemia all over the world
Only in Taly, the number of patients is roughly
9000, There are three types of Be
Minor, Intermedia and the most severe
Thalassemia Major or Cooley's Anemia, in
which the reduced or inadequate production of
hemoglobin can determine serious damages to
the organs. The complete lack of Beta protein
a life-treating anemia that requires regular
blood transfusions. These extensive, lifelong
blood mansfusions lead o iron-overload which
must be teated with chelation therapy 1o
prevent early death from organ failure.

Blood Transfusion

The most common treatment for all major
of thalassemia_is red blood c
ions. This extensive ongoing therapy is,
vital mainly for three reasons:

B To provide patient with a temporary supply of
health red blood cells  with normal
hacmoglobin eapable of carrying the oxygen
that the organs and tissues need.

W To keep patients haemoglobin level near [

normal in order not to stimulate bone marrow

excessively_and. prevent, consequently, bone

deformitic
B To preven, or reduce, the enlargement of the
spleen and organ falure.

Chelation therapy

"The lfclong blood transfusions lead to an'iron-
overload in patients with tha
This iron-overload becomes
organs, particularly the liver, heart and endocrine
glands determining: |
cardiac failure, arrhythmias and endocrine

semia Major.
toxic o tissues and

er dysfunctions, fatal

complications which constitute the main concern
in-poorly chelated pa
three

ients, Currently there are

erent. drugs (iron-chelators) 1o help
remove excess iron.

Chelation therapy with desferrioxamine (Desferal)
is the most effective.

This  drug is  generally  administered
subcurancously from a small batery-operated
infusion pump that slowly infuses DFO under the
skin over 8-12 hours. This treatment has a
significant impact on the patient and family and
lack of compliance with DFO is frequent.

Over the lastyears researchers have developed two
new oral iron-chelators that can improve patient
compliance: Deferiprone (L1) and the most recent
ICLGTOA, sill on tril.

Monitoring of iron-overload should be constandy
performed by a liver biopsy or by a super-
conducting-quantum interference device
(SQUID), considered as the most non invasive
accurate method. This new technique is only
lable in five centres, one is based ar Centro
Microcitemic of Torino in the Hospital Regina
Margherita/ Sant'Anna.

Prevention

Bitis of thalsea e ecd.

The disease is passed on through parents who
carry the thalassemia gene in their cells, A "carrier”
has one normal gene and one thalassemia gene, a
state sometimes called "thalassemia wait”.

Most carriers lead completely normal, healdhy lives.
When two_carries become parents, for every
pregnancy there is a one-in-four (23%) chance that
the child will be affected by Thalassemia Major;
there s a two-in-four (50%) chance thar the child
o)
chance that the child will be completely unaffected.
Tn Ttaly the mumber of earrier is roughly estimated
as three millions

Thalassemia can be prevented. Blood test can
show whether you and your partner are carriers.
If you think you may have or carry
Thalassemia, go to a clinic for the latest
information and for testing.

“The best prevention centre in Torino is:

will ‘become a carrier and one-in-four (2

CENTRO MICROCITEMIE
Ospedale Regina Margherita
Piazza Polonia, 94 - 10126 - Torino
Tel. 011.3135291 - Fax 011.3135309

Future without Thalassemia

Bone marrow tansplantion is the only cure
for thalassemia at this time. This therapy should
be considered in all patients who have an

acceptable donor o avoid any risk of rejection.
Brothers and sisters are therefore the more ideal
donors, even if the chance of finding a perfect
match from them is one-in-four.

Over the las
improving matches technique to enable transplants

years efforts have focused on





