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Thalassemia is a preventable hereditary disorder,
each of the parent must be autosomal recessive to
have a child with serious symptoms of the major
disease. Thalassemia occurs due to abnormal or
deficient Hemoglobin (an iron containing proteins)
in Red Blood cells. Depending upon the type of
proteins involved, there are two types of
Thalassemia, aThalassemia and B Thalassemia "*.

Though Thalassemia is present in all part of the
world, it is more common in Mediterranean and
Asian countries including Pakistan®’. a-
Thalassemia (1-30%) is more frequent in
Southeast Asia than in other areas of the world *“.
Due to lack of registry the exact figures are not
known, however, according to one estimate 5000
9000 children are born per year with thalassemia in
Pakistan °. Quality of life of the children with major
symptoms is highly compromised while families
have to bear mental and financial strains till the
child is alive. Usually, such children don't survive
first decade of life, however, there are exceptional
cases where they survive third decade of life,
depending upon the quality of care ". In order to live
these patients, need constant blood transfusions
after every 2-5 weeks with medicines called
chelating agents to reduce Iron over load due to
transfusions °. Cause of death is usually cardiac
disease due to iron over load’. The only curative
treatment is stem cell and bone marrow transplant'.

In Khyber Pakhtunkhwa, two major Medical
Teaching Hospitals, Lady Reading Hospital and
Hayatabad Medical Complex are providing
counselling and medical services to such families
and patients. There is a need to strengthen testing

especially Prenatal testing facilities at these
centers. Regional blood centers (Public sector)
have been active to provide free blood donations to
these hospitals. There are certain private
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Thalassemia centers like Fatmid, Hamza
Foundation and Frontier Foundation" who are
catering these patients as well. They provide
screening & testing services, blood transfusions
and Iron chelating agents at their centers, but the
quality of care they provide needs constant
monitoring and supervision by Blood transfusion
Authority and Health Care Commission. For Bone
marrow or stem cell transplant, the family has to
travel to either the federal capital or Lahore or
Karachi. Social health protection to must cover
Thalassemia patient's treatment. Along with
patient's registry there is a need to register donors
who are willing to donate their bone marrow and
stem cells, equally important is promoting placental
blood banks in Khyber Pakhtunkhwa.

Furthermore, at policy level, in last decade,
Provincial, National Assembly and Senate passed
2009 Preventive Health Act”, 2017, Thalassemia
Patient Bill'" and 2019 Senate Thalassemia
Disease bill"* respectively. These laws emphasize
on the preventive measures and focus on
premarital counselling, screening and testing of the
patients and the blood relatives generally and the
couples specifically before entering into wedlock.
However, these laws need to be implemented in
true spirit.

Pakistan needs at least 3,000,000 blood bags/year
to fulfill the need of the 100, 000 Thalassemia major
patients". COVID-19 pandemic has affected every
aspect of life including the transfusion-dependent
thalassemia major patients”. The pandemic has
taken a toll on all blood banks in the province who
are reporting dwindling supplies” of this scarce
resource. This is largely attributed to off and on
Lock downs, lack of awareness in the general
public, resulting in fear of acquiring the infection by
visiting the blood bank or during the process of
donation™.

The university and college students are the most

dependable and frequently tapped donors in any
disaster situation followed by formal appeals at
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the religious gatherings in mosques. However,
closure of educational institutions™ and banning of
religious congregations lead to shortage of blood.
To tackle this unprecedented scenario in the
provincial capital, the Peshawar Regional Blood
Center formulated a response plan and adopted a
targeted approach based on experience in other
countries. The blood center issued a call to healthy
repeat donors through the Directorate of Student
Affairs in respective academic institutions. The
donors were urged to visit the blood center in
vacations and donate blood amid the pandemic.
The blood center also proactively coordinated with
the print, electronic, and social media so that the
general public is sensitized of the donation process
safety and blood needs. All these rigorous efforts
have so far proven to be effective in communicating
the message and restoring the public confidence
as the number of donations have greatly improved
and hence supply of safe blood and blood
components to the thalassemia patients™.

In order to reduce morbidity and mortality
associated with Thalassemia, KP needs to
strengthen provincial Thalassemia control program
including surveillance, screening, management
and continuous advocacy with social mobilization.

Counselling of the patients and families is required
along with information about available resources,
outreach service & social workers, patient-to-
patient/ parent-to-parent connections or support
groups®. Carrier screening, counselling and
prenatal diagnosis are three main effective
approaches to prevent and eliminate thalassaemia
from Khyber Pakhtunkhwa.”
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