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importance of proper follow-up for the patient and compliancy to treatment. As well
as producing guidelines (booklet) for patients and families in simple Arabic language

Psychosocially it has been recommended to take into consideration the emotional,
social needs of every patient and Insure psychosocial support as part of the patient’s
follow-up.

Concerns about community awareness and preventive measures has been raised
and it was recommended to maintain health education and awareness on prevention
emphasizing on the pre marriage test and provide counseling for carriers.

Developing the National Management information system (MIS), improve national
health information system for indentifying carriers, and create an efficient database
was another recommendation.

The conference has hosted many national and international experts on Thalassaemia and
other Haemoglobinopathies who have presented papers on the status of Thalassaemia
and other blood disease in Palestine and the accumulation of iron in the blood and
other complications such as cardiac problems, undergrowth, endocrinologcial
problems, and others. They as well discussed the developments in treatment and blood
safety, psychosocial support for patients and parents beside some case presentations
on Thalassaemia and other blood diseases.

in the second day and in parallel with the scientific programme, there was another full
day program for the patients and parents. The program discussed in its session with
policy makers some educational, psychosocial support, social affairs, financial and
employment matters, as well as medical treatment and management.

Summer camps on prevention

Among the prevention programme that TPFS is executing with the cooperation of
Ministry of Health, the association held summer camps targeted students that have
participated in training programmes about Thalassaemia and other blood diseases
in schools of the northern districts. 160 students form eighth, ninth and tenth classes
participated in 11 courses 10 hours each in three days.
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Third national conference of Thalassaemia and other

Haemoglobinopathies:

TPFShelditThirdNational Conferenceon ThalassaemiaandotherHaemoglobinopathies
on October 21 and 22 in Bethlehem city under the auspices of Dr. Fathi Abu Mughli
Minister of Health. The participants came out from the conference with some
recommendations on curative and preventive measures as well as awareness and
education, beside the psychosocial support for patients and the pre marriage tests not
forgetting a national information base.

On the curative aspect the participants recommended the establishment of National
Palestinian Curative and Preventive (NPCP) committee for the treatment of
Thalassaemia under the auspices of his Excellency Minister of Health and to secure
availability essentially needed medicines (iron chelation agents) to all patients
according to the NPCP guidelines. In addition to raising Hb for all patients to the level
NOT less than 9 g/dl before blood transfusion. Assuring that the blood should be given
fresh, not than 5days old, and in the form of packed cells and using filters, as well all
patients should be screened and tested for HBV, HCV, and HIV. Providing spleen-
ectomized patients with appropriate vaccines according to medical indications. And
at the end they recommended that a CBC should be done to all patients pre and post
blood transfusion while keeping growth records for all patients.

On education and raising knowledge aspect it was recommended to Increase medical
awareness for medical staff concerning treatment and prevention of complication
in Thalassaemia patients. In addition to educating patients and parents about the

YA



Activities of the centre

During the first four months of 2009 the centre held many educational activities that
aim to improve awareness and prevention. Which we consider a successful start.

Y4

These activities included 93 informative activities about Thalassaemia and the
difference between the healthy person, the thalassaemic and the carrier. As well
as identifying the spread areas, prevention, and treatment methods. The affect of
Thalassaemia on the patient, or his relatives.

These activities have targeted 4806 students from different schools and universities,
as well as feminist gatherings

On the psychosocial level, 10 patients have been included in a psychosocial
program and have been given the opportunity to meet with and talk to doctors and
specialists from Nazareth.

Two open discussion days have been organized to include 30 patients each to
discuss their problems and share experiences. As well 14 patients have participated
in activities to commemorate the child international day, in anticipation to integrate
them with other children in their communities.

On the medical follow up
issue, 6 patients that have iron
serum above 10.000 have been
admitted to Thabet Thabet
hospital for iv chelation therapy
for three days per week and
20 more at Al Watani hospital
in Nablus. Full medical tests
including ultrasound for 40
patients and cardiac tests for
another 35 has been performed,
osteoporosis tests for 8 patients
and distributing 7 chelation
pumps.

A workshop about X-jade
tablets for iron chelation has
been held in cooperation of
Ministry of Health. It discussed
prescriptions, and developing a
unified protocol for all hospitals
to follow.




Amal community centre in TULKARM for northern districts:

With the support of the Arab Fund for Economical and Social Development, and a
generous donation from Tulkarm municipality TPFS has established Amal Community
Centre. The centre aims to spread awareness and education among the population of
the northern districts to stop Thalassaemia new born children.

To implement the above mentioned TPFS has created a work team that consists of
specialized members in education, health, and mass media it job to develop a 5 years
plan. As well developing an advisory committee to follow up and correct, if needed,
social, religious, and health issues, in addition messages directed to the population
through the mass media, educational curriculums, and educational and non educational
activities, in anticipation to deliver the correct message.

The centre aims as well to develop the daily skills of the patients, integrate them into
the community, capacitate them for their social and medical rights and support them
psychologically, medically and socially. Developing the capabilities of the medical
teams, educators from different medical institutions, university and schools students,
local society, and patients and parents is another target of the centre, and that is by
holding training projects, meetings, lectures, and discussions. A partnership with
different institutes from Ministries, and health and social organizations is another
issue that the centre will be tackling.

To put mass media in the service Thalassaemia issue,
the centre is planning to train and educate mass media

students about Thalassaemia, and recruit reporters and &
correspondents to carry the message of education and
awareness.

TPFS hopes that this experience will be a successful
one and an example for other countries learn form and
duplicate.

TPFS has chosen to establish the centre in Tulkarm
district due to the fact that 85% of the new cases
originate from the northern districts, as well as it is
in the middle, which makes it easy for volunteers and
activists to start form to the other districts.
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Tulkarm governor, a representative from the Ministry of High Education,
chairman of TPFS, and the president of Palestinian Medical Relief Society
(PMRS) gave speeches on the occasion. On the fight against thalassaemia
aspect, special folklore songs that were composed on “thalassaemia free
Palestine” have been sang, and ventures about thalassaemia were said. Other
activities like the graduation of a first aid course, opening of an exhibition, and
honouring schools and students participating in the different fight?? against
thalassaemia activities and winners of medical competitions, were witnessed.

b. The first central medical celebration in Jerusalem suburbs that was held in Abu

Dees Girls High School. It involved CBC tests for the students, lectures on
Thalassaemia, and other medical related subjects, and medical competition on
thalassaemia. That was on the medical aspect, as on the entertainment aspect
there was the opening of the picture exhibition, dabka and a small play, show of
a film produced by TPFS “I want to continue my life” and at the end honouring
schools, coordinators and health organizations.

The Palestinian football league organized local football match between the
Jerusalem and Tulkarm teams, for the benefit of thalassaemia patients.

A study about the level of awareness students have to thalassaemia, involved 2485
Students were carried out. The findings were that 75% of the students involved
knew what thalassaemia is but not all of them knew its dangerous effect on
marriage.

Other activities and advertisements to commemorate the 8" of May where done
such as Display of signs, TV seminars, Radio interviews of which some where with
patients, and advertisements in the local newspapers. In addition two articles where
published in a Health magazines titled “The pre-marriage test” and “thalassaemia
patients between the drop of blood and the distress and hope”



Most notable activities for year 2009

1. Eightblood donation campaigns were carried out with the cooperation of Palestinian
Medical Relief Society (PMRS) and Health Workers Committee (HWC). 317 units
of blood were collected.

2. Close to 30 different training and educational workshops for different groups of
school and university students, medical teams, technicians, health workers, and
patients and parents.

3. Participation in several seminars in different Palestine districts:

a.

b
C.
d

Dentists Union conference in Jericho 7,8,and 9 April, 2009
Pharmacists Unionconference 6, 7, and 8§ May, 200

Cardiac Society conference in Ramallah 14 and 15 May, 2009
Doctors’ Union conference 28 and 29 May, 2009
Third Constructive Industry exhibition 26, 27, and 28 May, 2009.

TPFS participation was by distributing educational brochures and booklets about
thalassaemia for different classes of community and playing the film “I want to
continue my life”. Besides distributing the CBC chart as a training activity to identify
thalassaemia trait.

4. PATIENT’S MEDICAL TESTS AND RECREATIONAL DAYS FOR THALASSAEMIA PATIENTS:

a.

Dental examination and correction, for 25 thalassaemia patients from Ramallah
and another 27 from Hebron, at Al-Quds University.

Chronic diseases centre in Medical relief society in Ramallah continued its
cardiac follow up for the patients.

Jenin and Nablus TPFS branches organized two recreational days for
Thalassaemia patients and their parents to celebrate Mothers’ day.

Injaz organization has organized with the collaboration of volunteers form Al-
Quds university a recreational day for 23 patients in Ramallah.

The central celebration to commemorate the 8" of May, was held on the 9™
of May in Bethlehem. More than 700 people among which were the Mayor
of Bethlehem representatives of different ministries including the Ministry
of Health attended the celebration. Beside the speeches that were given by
the Mayor, TPFS chairman, and a patient, the ceremony included honouring
for the individuals, societies and organizations that supported TPFS in its
activities through the year, some Palestinian folklore shows, poetry, dabka,
and recreational activities for the children which included a circus show and
drawing on the faces.

5. CELEBRATING THALASSAEMIA INTERNATIONAL DAY IN THE PALESTINIAN DISTRICTS

a.

Central medical celebration for the education administration in Tulkarm was

held at Shweika School. During the celebration, the education administrator,
£y



Prevention from thalassaemia:

Thalassaemia is like all genetic diseases the incidence
become more in intermarriages as it manifests more the
uncommon hereditary characters in the sons. This does
not mean that unrelated couples who want to get married
should not do the pre marriage test.

The only way to prevent thalassaemia is to avoid new

thalassaemia births and that is by:

1. The pre marriage test and medical consultation to
make sure that at least one person of the couple is
not a carrier.

2. In case both parents are carrier a pre natal test is run
to the fetus to make sure he is not thalassaemic, or
make any medical decision if needed.

3. Avoid intermarriages as much as possible.

Treatment cost for one thalassaemic:

The cost to treat one thalassaemia patient is round $ 15,000 a year. Beside the other tests
that should be done every 6 months such as cardiac tests, hearing, seeing, hormones,
osteoporosis.
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Distribution of Patients in Palestine

Gaza, 310, 39%

Ramallah, 52, 6%
Nablus, 100, 12%
Hebron, 88, 11%

Tubas, 16, 2% Toulkarem, 75, 9%

Jericho, 7, 1%
Qualgelia, 43, 5%

Jenin, 125, 15%

Treatment of a thalassaemia patient:

1.

The thalassaemia patient needs regular blood transfusions to compensate
for the red blood cells he/she losses regularly and maintain an acceptable
haemoglobin level.

Regular transfusion causes iron precipitations into different organs of the body
causing damage to them, such as the heart, liver, kidneys, and various glands.
To dispose these big quantities of iron the patient needs different kinds of
medicine, some of them with pumps.

Bone Marrow Transplantation is considered the most effective treatment, but
it needs special techniques, and is very expensive, beside the need to many
kinds of medicines. For this operation to succeed the patient should have been
maintained on the correct treatment for his thalassaemia.

Any complications of thalassaemia are treated accordingly

The correct treatment include periodic tests to reveal any expected complications
to treat them it their early stages.
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What is Thalassaemia?

Thalassaemia is a congenital non-contiguous disease that affect new born children
due to the marriage of two thalassamia carriers. In Thalassaemia, the bone marrow
produce defected Haemoglobin. Haemoglobin is found in the red blood cells and
is responsible to carry the oxygen to the cells. People having this kind of anaemia
are called Thalassaemia major patients, or Thalassaemics, and they need blood
transfusions during all their lives, In addition to use a medication pump connected
to their body for 8 hours daily to prevent accumulation of iron in their body. The
expression Thalassaemia minor is said about the carriers of Thalassaemia. Carriers
are usually healthy people and can give Thalassaemia to their children only if they
get married to another carrier. The chance of both carriers of having an affected child
1s 25% with each pregnancy. The main target that we aim to is to avoid the birth of
affected children, by diagnosing carriers and explaining to them the consequences of
their marriage. Carriers and non carriers can be identified by a simple Complete Blood
Count (CBC) test, that is cheep and available in all laboratories and medical centres.
Since 2008 pre marriage test became free of charge and is performed in primary care
central clinics of Ministry of Health.

To what extent is the spread of Thalassaemia?

Thalassaemia is spread all over the world, but in higher rates in some regions such as
the Mediterranean Basin. In Palestine carriers could reach up to 4% of the population
according to a survey carried out in 1996 by the WHO in collaboration with TPFS, and
this equal to 150.000.

Number of patients registered by the ministry of health has reached 816 in year 2009,
76% of them are the result of intermarriages. Average age of a Thalassaemia patient
in Palestine is 15 years, while in near countries such as Cyprus and Greece it could
reach to between 60and 70 years, and that is due to advanced medical care provided
to patients.
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Who are we?

TPFS was established year 1994, and licensed from The Ministry of Anterior in year
1996. TPFS has become a full voting member of Thalassaemia International Federation
in year 2001; as well it is a member in the Arab Group for Blood Diseases, Charitable
Associations Union in Palestine, and the Palestinian Network of Non Governmental
Organizations (PNGO). TPFS works on two levels the first is to guarantee good medical
treatment delivered to patients and that is by developing the basics of delivering such
services. In addition to giving the needed psychosocial support for the patients. The
second is educating the community about Thalassaemia and prevention toward prevent
any new case of Thalassamia.

The most important achievements through 14 years:

e Preparing the Palestinian community to adopt the fight against Thalassaemia
e Continuous awareness campaigns through mass media
e Ten thousands of blood tests were done to indentify carriers

¢ Sending tens of doctors, technicians, and nurses to educational events (national &
International)

e Establishing four Day Care units within governmental hospitals in Jenin, Nablus,
Hebron, and Tulkarm.

¢ Including Thalassaemia in more than one educational curriculum, and working
diligently with the Ministry of Education.

e Contributing into making the pre marriage test mandatory.

e Working with the Ministry of Health to include the pre marriage test into the
General Health Law that was approved by the Legislative Council year 2005.

e Recruiting young people especially universities students to help TPFS to achieve
its goals emphasizing on the principles of voluntary work.

e Contributing on the national and international levels in fighting Thalassaemia
through becoming members in National and international organizations that are
interested in Thalassaemia.

e Progressing with the Palestinian community into knowledge and practice towards
a Thalassaemia free Palestine.

We can say that the efforts made by TPFS and its supporters has succeeded into
reducing the newborns affected with Thalassaemia from 40 to 10 cases per year, thus
saving the Ministry of Health a sum of money estimated between $ 35-45 Million
since 2001.
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DEDICATION:

Since the establishment of TPFS hundreds of volunteers have joined us with our march,
many have affected our work with their prospective. One of those was Dr. Kamal
Zeineh that had joined us as a volunteer, coming from a high position in Health Work
Committees (HWC). His believe of the patients’ right to good treatment, psychosocial
support, and his dedication into putting these targets into practice made him gain the
confidence of the General Assembly and be elected as a board member for TPFS yeas
2000, and many elections after that. His position in UHWC and being a TPFS board
member made an ambassador from him for TPFS in UHWC, and many other civil
national and international establishments.

It is not our aim to praise Dr. Kamal Zeinhe in this dedication, but it is few words of
loyalty from colleagues that have worked with him and learned from his characteristics,
nobility, high spirit, and determination. It is for Dr. Zeineh that we owe issuing our first
yearly report, as he often said that TPFS should document its work in a yearly report.
We could not issue our first yearly report during his life, and as such, we dedicate our
first report to him telling our volunteers through it that the principles of group work
and completeness, and giving priority to the patient, in which Dr. Zeineh has believed,
will always lighten our march.
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THE ASSOCIATION’S ADDRESS:

Everybody, including us are wondering sometimes about the reason behind the interest
in fighting Thalassaemia though there are many diseases that are more difficult and
fatal. The reason is that we have the data and the knowledge to fight it and because its
characteristics, make this task easy for us. The special characteristics of Thalassaemia
such as it is easy to discover carriers and in a low cost, and that Thalassaemia patient is a
fruit of two parents and no blame is fallen on only one of them, and that the thalassamia
carriers consist around 4 % of the Palestinian community. These characteristics made
Thalassaemia a clear target for a national programme to put an end for thalassamia
in Palestine, hopefully we will achieve our gaol to have a Thalassaemia free Palestine
by 2013.
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