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Summary 
 
Disability is common in Palestine, especially 

among children, and most disabilities among 

children are congenital in origin. This case 

study discusses a successful initiative for 

controlling Thalassemia major which is a 

serious hereditary blood disease that represents 

a huge burden for patients themselves, their 

families, and the health system. The disease 

usually ends in serious disabilities and 

premature death in the second or third decade 

of life.  Still, the disease can be prevented 

through pre-marital testing of at least one of 

the couples.  In 2000, Palestine Future 

Association, took the initiative to launch a 

policy of mandatory testing of all couples who  

 
 
are about to marry.  The policy implies that in 

case the two couples are carriers, marriage is 

legally prohibited which resulted in 

progressive reduction of cases from almost 25 

cases in 2000 to zero in 2021.  The initiative 

included heavy involvement and coordination 

with stakeholders, working with the 

influential regulators, extensive community 

awareness programme and change in the 

legislations.  Given that the majority of 

disabilities in Gaza are congenital in origin, 

and highly attributed to consanguinity 

marriage, similar protective polices could be 

developed to address other preventable 

disabilities.     

 

 
Introduction 
 
People with disabilities are highly marginalised and 

excluded groups in Gaza. Among Gaza children, 

disabilities are most frequently congenital or 

hereditary. This paper discusses a successful 

initiative to control Thalassemia in Gaza through 

introducing mandatory pre-marriage testing.  The 

paper explores how the pre-marriage testing policy 

has been implemented.   

 

Policy background 
 
In Gaza, disability prevention efforts are negligible, 

which is glaring given the high incidence of 

disability (6.8%) owing to very high cousin-

marriage. Thalassemia is a serious common disease 

in Gaza that is inherited in an autosomal recessive 

mode and occurs due to mutated genes inherent 

from both parents. The disease can be prevented 

through pre-marriage blood testing of at least one of 

 

 
 
 
the couples. The disease develops when the two 

couples are carriers (4% of Gazans are carriers). Prior 

to the pre-marriage testing, when the population size 

in Gaza was less than half of the current size, each 

year 25 new cases were added to the pool of 

thalassaemic patients.  Since September 2000, with 

the introduction of the mandatory testing, the 

number of new cases gradually reduced till it reached 

almost zero in 2021. Since 2020, carrier couples are 

not allowed to marry.  

 

Key policy factors  
 
This initiative has been led by Future Palestine 

Association which is a disability-based organization. 

The organization liaised with influential 

stakeholders, including the Legislative Council, 

MOH, Ministry of Religious Affairs, Ministry of 

Social Development, and other entities especially 
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media, schools, youth-based organization and 

community-based organizations. Collaboration 

across different disciplines like physicians, religious 

people, human rights activists, and staff working on 

disability sector proved very effective.     
 

Key institutions and normative 
underpinnings 
 
The approach followed was appropriate, evidence-

based and has been followed in other places at that 

time (Cyprus) (Bozkurt, 2007) and prove to be 

effective.  Targeting people who are about to marry 

is a good entry point to address hereditary related 

disabilities. Also, the policy has been enforced by 

law and therefore it was mandatory and binding to 

all, however, it has been introduced to the 

community through extensive awareness and 

advocacy activities using different outlets especially 

media, community organizations as well as 

coordinating with secondary schools and religious 

institutions.   

 

What was innovative about the problem-
solving? 
 
Disability is common in Gaza and is at the 

increasing trend with less attention to prevention 

and control of disability.  This initiative is uniquely 

focused on the preventive aspects which is rarely 

considered in the Gazan context as most disability 

services are usually curative and, in many cases, 

provided by charities.  Another aspect of innovation 

in this initiative is the multi-sectoral collaboration. 

In Palestine services, especially those for disability, 

are medically oriented, vertical in nature, not 

adequately integrated and extremely fragmented, 

with very limited coordination among actors.  

Disability-related needs are multifaceted and 

compounded and no one single provider can fulfil 

all the needs of people with disability.   

 

What factors explain the innovation? 
 
This initiative reflects a successful trail for disability 
prevention which is largely limited in the  
 

Palestinian context.  The collaboration among 

different sectors was essential for the success of this 

initiative.   

 

Another important success factor was the 

consideration of both the supply and demand sides, 

as the policy focused on increasing people’s demand 

for the pre-marriage testing at the same time ensured 

that services are available, accessible, and affordable 

to the population.  

 

While disability is the business of all community 

members and entities, in Palestine, it usually exists 

in a ‘no man’s land.  ’While Ministry of Social 

Development in Palestine is ostensibly tasked with 

overseeing the needs of all people with disabilities, it 

has no particular mandate to serve children with 

disability in particular.  Palestine Future Association 

took the lead in launching and coordinating this 

initiative. The organization has more flexible and 

dynamic structure and work closely with the local 

communities.  This facilitated the process of 

coordination with actors away from rigid 

bureaucracy in the governmental sector.       

 

Can lessons be learnt for the context in 
question or other contexts? 
 
Understanding the context and conducting 

stakeholder mapping at an early stage in the process 

is very important for policy change.  Also, liaising 

and engaging with influential policy makers and 

government officials is of equal significance. 

Furthermore, multi-sectoral coordination is crucial 

to address the compounded vulnerabilities of people 

with disability.  It is essentially important to 

consider both the supply and demand aspects 

whenever we set polices that incorporate services 

provision, both are equally important.  Essentially 

important, actors working on policy change should 

ensure early involvement of the communities and 

engaging with them as this facilitates the buying-in 

and the ownership by beneficiaries.   
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Brief methodology 
 
The methodology used for documenting this policy 

brief includes conducting literature review and 

analysis, followed by document analysis of the 

Palestine Future Association records.  In addition, 

we conducted 3 key informant interviews with 

relevant policy makers and staff who are working in 

the pre-marital testing services.  
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