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The APPG for Sickle Cell and Thalassaemia was set up in October 2008 by a group of cross 

party MPs and peers. The mission statement of the APPG is to reduce the health inequalities 

that are faced by sickle cell and thalassaemia patients in the UK by improving standards of 

care and by addressing other critical issues, as recommended by the key stakeholders. 

Members will seek to achieve this aim by engaging with parliamentary colleagues, the 

government, relevant professionals, and community and patient groups to raise awareness 

relating to the conditions and needs of patients. 

 
Background: 
 
Sickle cell disease and thalassaemia major are severe haemoglobin disorders, which affect 

mainly patients of black and minority ethnic groups. The conditions affect all aspects of a 

patient’s life. Children and young people are particularly affected; both as they come to terms 

with their condition, and endure frequent painful symptoms and treatment. The social aspects 

of the conditions for children and their families include disruption to education and social life, 

which can often have implications for their future employment and social prospects. There is 

also a general lack of understanding in the health, education and social care systems. 
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usually lack insight into the needs of thalassaemia major patients. This can result in 

young people living in inadequate housing, which can contribute to a worsening of their 

symptoms. 

 

 

3.  Conclusions 
 

3.1 There is a low level of awareness of sickle cell disease and thalassaemia major, and a 

specific lack of recognition of these conditions as long term, chronic conditions. This is 

particularly the case in education services, in contrast to medical services, which are 

relatively well developed. There needs to be some recognition of the important role that 

schools could potentially play in the management of children with long term conditions.   
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4.3 The APPG acknowledges the underlying problem of racism in some schools and health 

services and recommends that the Department of Children, Schools and Families and the
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major can be a hard to reach, so cooperation with voluntary sector 

organisations is particularly important in this case. 

 

4.7 The APPG recognises the benefits of screening at birth for sickle cell disease, and calls 

for Directors of Public Health to notify their Local Authority Director of Children and Young 

Persons, of the numbers of children born each year with the condition in the relevant local 

authority.  

 

4.8 Information on sickle cell disease and thalassaemia major needs to be made available to 

teachers, support workers and school medical staff, within the portfolio of information 

which is currently available to schools.  

 

4.9 Any future improvement to policy regarding standards of care for children should be 

inclusive of the needs of young people with sickle cell and thalassaemia. 
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