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Who are We?

Thalassemia Patients’ Friends Society (TPFS) is a Palestinian civil society
non-profit organization founded in 1996 by a group of patients and their
families with the support of professionals interested in this disease.

Vision

Hand in Hand for Palestine free from the birth of new cases of Thalassemia.

Mission

Influence the public opinion and policy and raise community awareness to
eliminate births of new cases of Thalassemia, and increase the quality of
services available for patients through a competent professional cadres and
cooperation with relevant institutions.

Strategy

First: improving the quality of services provided to patients by health
care providers and specifically by the Palestinian Ministry of Health by
emphasizing the importance of ensuring continuous safe/ clean blood, and
the availability of comprehensive medical services with high quality, as well
as providing psychosocial support for patients.
Second: implementing preventive strategy to raise awareness in the
Palestinian society through the implementation of extensive public awareness
campaigns that address all segments of society and focusing on the younger
age groups (marriage age) in order to emphasize the importance of the
premarital examination to avoid marriage of the two disease gene carriers so
as to prevent the birth of children with the disease (new patients).

TFPS Objectives
•
•
•
•
•
•

To improve healthcare services provided to patients with Thalassemia
including the psychosocial services.
Develop the capacity of health providers.
Coordinate with different health providers to provide quality medical
service to patients according to the needs.
Raise public awareness to prevent the disease.
Strengthen the relationships between governmental and non governmental
institutions to support the objectives of the TFPS.
Conduct studies and research on the disease in order to understand the
limit the spread of the disease.
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TPFS Values
•
•
•
•
•

Patients’ Respect.
Partnership with the community and target groups.
Teamwork & volunteerism.
Equity and equality.
Transparency and accountability.

Governance

TPFS is overseen by an elected administrative board. Historically, TFPS was
managed by nine elected board members, for a term of two years that should
not exceed three years but they can be re-elected. In 2012, the General
Assembly approved to increase the number of board members to thirteen
instead of nine, representing all districts and sub-committees.
TFPS is registered by the Ministry of the Interior Affairs, and the related
authority within the Palestinian Health Ministry. Moreover it is registered
in the Union of Charitable Societies and the Palestinian NGO Network, and
is also a member of the Arab Group for Blood Diseases since 1997. TPFS
is also a member of the Thalassemia International Foundation (TIF) since
1997, and has become a board member, and thereafter a voting member since
2006.
TFPS works in Palestine through its main Office in Ramallah, the community
center “Amal” in Tulkarm, the center of Nablus, and active sub-committees
of the patients and their families in all the districts.

TPFS Millstones
•
•
•
•
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Make Thalassemia a national health issue since 1996.
Influence the circulation of Court Judge for the premarital examination
in 2000.
Adopt the slogan of “Palestine free from new thalassemia cases/ patients
in 2013” as recommended by the Third National Congress in 2009.
Ministry of Social Affairs approved consideration of Thalassemia
patients as patients with special needs in 2012.

Main Achievements over the Past Years
•
•
•

•
•

•
•
•

•

•

•

Enabling the issue of Thalassemia to be highlighted as one of the
priorities to the Palestinian society together with other priorities of the
Palestinian citizens.
Launching campaigns since more than ten years to raise awareness and
knowledge about the disease and the importance of prevention.
Including the topic of Thalassemia in the educational curriculum as
well as in the academic curriculum assistance to teachers and create
a privileged partnership with the Ministry of Education to implement
many of the formal and informal activities.
Organizing hundreds of blood donation campaigns for the benefit of the
patients through the promotion of the culture of blood donation.
Creating a of social dialogue that has yielded and promoted the
development of laws and regulations, resulting in: issuing binding
instructions to attach the pre-marriage certificate with a blood test that
indicates that one of partners is free from the Thalassemia disease as of
2001.
Involving of young people, especially students from universities, colleges
and schools to actively participate in the TPFS’ activities, emphasizing
and stressing the principles of voluntary community work.
Facilitating capacity building activities including several scholarships
for doctors, technicians and nurses to learn up to date diagnoses protocols
and treatment guidelines.
Establishing three specialized daycare units treating patients within the
Palestinian Ministry of Health in the late nineties, and a community
center in Tulkarm which serves the northern region in 2009, and recently
a community center in Nablus in 2012.
Integrating of patients into the community, allowing them the opportunity
to complete their schooling and university and to engage them in the
labor market, specially that the average age of patients was raised from
7-8 years in 1996 to 18-18 years in 2012.
Promoting the classification of patients with Thalassemia as patients
with special needs according to the Ministry of Social Affairs Law No.
4 /94. This gives patients the benefits of the basket of services provided
by the Ministry and they have the right of employment within the 5%
that is dedicated for people with special needs in 2012 in governmental
institutions.
Sharing of experience and networking with Palestinians with in area 24
and in Lebanon camps to promoted awareness and decrease of new cases
5

•

within the Palestinian Society.
Partnering with different institutions and sectors (governmental and nongovernmental organizations) which culminated in signing agreements
and memoranda of understanding and cooperation, such as and not
limited to: the agreements with the Ministry of Health, the Palestinian
Medical Relief Society (PMRS), UNRWA, and the Palestinian Center
for Development and Human Evolution, in order to strengthen the
mechanisms of partnership to combating Thalassemia to reach a Palestine
free from new cases in 2013.

Finally we can say that as a result of the efforts over the past years to reduce
the number of new patients to less than 10 cases per year, it is estimated that
we have achieved a $6 million dollar in savings to the Palestinian Ministry
of Health and the Palestinian society since 2001. We are aiming at being the
second country after Cyprus to register the absence of new birth “cases” of
patients and investment in the current health of patients.
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What is Thalassemia?

Thalassemia, also known as the Mediterranean anemia, is a chronic hereditary
disease that affects some of the children of couples that have the hereditary
gene. While there are no obvious signs and symptoms on the carriers and
do not need any medical follow up, the affected person will need blood
transfusions and other specialized medical follow ups including taking iron
chelators to get rid of the iron overload that accumulates due to the repeated
blood transfusions, in addition to continuous psychosocial support. While
the cost of the treatment for each patient reaches at its minimum 15,000 US
dollars, which becomes more as the patients grows in age, the pre marriage
test to detect carriers cost less than 5 US dollars.
TPFS has been active for 15 years now in identifying the disease and
encouraging the pre marital test as means of preventing new births. These
efforts have been welcomed by the Palestinian community despite the
difficult conditions they are going through. These efforts resulted in issuing
instructions that each couple to be wedded to do the pre marriage test and
get a certificate indicating that at least one of the two partners is be free of
the gene to continue the marriage procedures. These instructions went into
action in 2000 at all magistrate courts.
17 mutations in the Palestinian have been identified among the 250 worldwide
known to cause thalassemia. This has enabled many families to conduct
the pre-natal tests. As a result, the number of patients born every year has
dropped from 30-40 each year before 1996, to less than 10 cases since 2006.
The reason for the new cases after the instructions of 2000; it has been
observed that the new cases are mostly concentrated in the northern parts of
the West Bank. Information shows that these new cases came as a result of
one of the following reasons:
•
•
•
•

Births happen to couples that have married before the instructions
have been issued.
Marriages that took place outside Palestine
where these instructions are not followed.
Mistakes in the pre-marriage test results.
Manipulating the compulsory pre-marriage
test instructions.
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Thalassemia Statistics in Palestine

Number of patients registered in Palestine is 866 patients, of which 113 cases
are Sickle Cell anemia. The patients are distributed as table illustrates;
Patients’ Statistics - 2012
District

β Thalassemia

Sickle Cell

Total

436

116

552

Nablus

78

27

Tulkarm

55

21

Jenin

68

43

Qalqilya

38

3

Tubas

7

6

Salfeet
Ramallah and East
Jerusalem
Jericho

14

1

59

10

6

1

Hebron

109

4

2

0

302

9

311

738

125

863

West Bank

North

Middle
South

Bethlehem

Gaza Strip
General Total

Sickle cell anemia: a genetic disease of blood diseases. Some patients have both diseases
at the same time, so the person either has sickle cell anemia and thalassemia together, or be
a carrier of sickle cell anemia with Thalassemia. The diagnosis and treatment of diseases
in ways that are similar, but different treatment according to the severity of the situation.
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The number of newborns dropped to less than ten cases per year as of 2005
as reported by Dr. Bashar al-Karmi, head of the Thalassemia Patients’
Friends Society, has been recording a new case only in 2012 in Hebron. For
his part, Dr. Awad Aaloul Deputy Head of Hematology and Oncology in
Rantisi Hospital - Gaza, that the prevalence of the disease in the Gaza Strip,
ranging from 6.7% as the number of people living with Thalassemia up to
312 different ages.
In the West Bank, the average age of patients 18-19 years, of whom 46 have
completed their undergraduate studies and five patients got married and
formed their own families.

