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Selected Updates
By Anton Skafi & Amal Daoud

Thalassemia Activities

Keynote of Our Newsletter

TPFS-Palestine has started a new phase of its work in Palestine
entitled: “Thalassemia New Challenges”. This was announced
as the theme for TPFS 5™ National Thalassemia Conference
that was held on May 7-8/05/2014 in Ramallah-Palestine.
This new phase, as we see it, necessitates that we maintain
what has been achieved in our success as to having almost
zero new cases of Thalassemia, accompanied with continued
work on quality of healthcare provided to our patients. This
requires a deeper understanding of the problems at hand,
and more close collaboration between all sectors and services
providers within the country on all levels.

When TPFS was launched in 1994, the idea barely strived to
support access to a blood unit in time for patients. Now, pa-
tients are growing, with 56 finishing their higher education.
They look forwards to live, as dealing with their alignment is
part of life. Yet, patients now seek acceptance into their com-
munities as productive individuals, and look for opportunities
for their rights to better health and employment opportuni-
ties.

Without joint efforts of all organizations, including ministries
of education and health, and health and youth institutions
and community organizations, as well as UNRWA, and in sup-
port the masses of volunteers who believed, TPFS wouldn’t
have reached where it is now. We thank everyone for their
efforts and continued support as we we look ahead to be a
model of success to our region.

The 5 National Thalassemia Conference

Under the patronage of his Excellency Minister of Health Dr.
Jawad Awad, and in collaboration with the Palestinian Na-
tional Committee for Thalassemia and The Thalassemia in-
ternational Federation (TIF)- Cyprus, TPFS held its 5™ national
conference on May 7-8™, at the Red Crescent Conference Halls
in Ramallah. The conference was attended by about 350 in-
dividuals, with high level personalities, including the Ramal-
lah & Al-Bireh District Governor Dr. Laila Ghannam, TIF repre-
sentative Dr. Michael Angastiniotis, heads of the civil society
organizations, representatives of the Christian and Islamic
entities, directors from the ministries of health, education
and social affairs, along with medical and health professional
teams from all service providers, the private sector support-
ers, patients, and volunteers.

The opening ceremony had keynote speeches and messages
addressing the joint efforts that culminated in achieving a na-
tional of prevention of Thalassemia assuring that more work is
to be done to maintain such an accomplishment.

In the Patient keynote message, Engineer Ms. Fathiya Dmeiri
reminded the attendants and participants or what has been
promised in the 4™ National conference echoing the need
to stand by the commitments that have been addressed but
not accomplished, and hopes that the recommendations pro-
posed within this conference continue to be held as national
priorities in thalassemia patient care.

While the first day focused on medical and technical issues
related by thalassemia, and sharing of experiences of each
sector contribution to the national goal of no new cases, the
second day addressed major challenges faced by patients in
healthcare, education, employment, social support and wel-
fare.

Main Conclusions of Conference

After 2 days of presentations, sharing of experience, and dia-
logue with all stakeholders, it was concluded that: the model
of prevention of thalassemia new cases should be shared as
a success story in Palestine. Nevertheless, the efforts are not
to be halted, as we are still witnessing new births in some re-
mote areas. The model can address other hereditary disease
and other neighboring countries to learn from those success-
es.

It is important to continue to raise awareness of thalassemia
and hereditary diseases to ensure behaviors change, especial-
ly in youth age group, and within colleges and universities.
The role of media is crucial to maintain the momentum and
emphasize its community role in addressing challenges, thus
should be more educated and empowered to do so. We can-
not forget the role of the religious entities, within our context,
who have a vital role in educating communities and support-
ing the cause.

There continues to be as need to support patients as they
grow, this can be done thru special education support and
summer activities for children; to limit dropout rates and bet-
ter integration into the society. Most importantly, the need to
improve patient healthcare and management including en-
suring availability of the lifesaving medicines, the provision
of medicines and medical tests as outlined in treatment pro-
tocols; specially that thalassemia disease complications con-
tinue to be a major challenge as patients are growing older.

International Thalassemia Day Commemoration

The International Day, May 8™, happened to be on the sec-
ond day of the Thalassemia conference, where patients and
volunteers had the opportunity to commemorate the day, by
a special event organized by the Thalassemia Youth Council.
They recited a poem wrote by them, and played music and
sang; bring joy to many participants, especially the children
with thalassemia and their families.
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