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Barriers and Enablers to Employment:

Black Disabled Peoples Living with Sickle Cell Disorder Project
A Note on Work and Health Economics
Sickle cell disease/sickle cell disorder (SCD) is the overall name for a set of inherited chronic illnesses including sickle cell anaemia, haemoglobin SC disorder and sickle beta-thalassaemia.  Too often commentators focus on the treatment costs of sickle cell, and refer in discriminatory ways to the “health burden” they claim this represents. These notes may help to counter some of this disability discrimination.

· Many people with SCD are in paid employment (in our study this included lawyer, teacher, nurse, entrepreneur, engineer, laboratory scientist, pharmacist, driving instructor, actor, sales manager, administrator, events manager, care home owner, bank clerk, factory worker, cleaner, transport worker, youth worker, community worker, fashion model and musician). This means they will be contributing in the form of income tax and national insurance.

·  Work is not the same as employment, since not all work is recognized as such nor is it necessarily paid for. For example many women with SCD undertake the care work in raising children (who are the next generation who can contribute to society through their work). In our study some men with SCD who have not been able to stay in paid employment have taken on the role of main care provider in the home. Whoever does this role this is clearly work for the overall benefit of society, even if it is work that is not paid.

· Undertaking unpaid care work, whether of children, older relatives or disabled family members is not only undertaking socially useful work (unpaid) but may be enabling someone else in the household to take up paid employment. These are indirect contributions to the economy.
· In our study many people with SCD also carried out important voluntary and community work. This included running youth clubs; taking Sunday school or other supplementary education classes; undertaking work for non-SCD charities; offering financial and social support to others living with SCD; raising funds for, preparing and distributing baby packs for mothers of newborn babies with SCD; running education sessions on SCD for NHS staff; and liaising with schools, employers or housing agencies in order to ensure best support for those living with SCD. As well as being valuable activities in their own right, these activities contribute to the creation of good citizens (improving overall education levels in the community or reducing crime and anti-social behaviour, for example). In some instances this work also helps reduce costs associated with treatment of SCD: giving doctors and nurses a better understanding of SCD for example, or ensuring that schools and employers do not damage the health of someone with SCD and cause them to require unnecessary treatment.
· Some work of doctors and nurses improves the capacity of people living with SCD to manage their own health and reduce their need for treatment. However the people who undertake the majority of this precautionary and preventive health work are people living with SCD themselves. In our study people with SCD managed their lives in terms of self-denial, restricting amount and range of leisure activities in order both to remain healthy for work and stay out of hospital.  This self-management improves their health status and both directly (by reducing their use of health services) and indirectly (by enabling them to earn money and improve their standard of living and hence their capacity to remain well.

· Even those living with SCD who were most ill themselves contributed through activities such as hospital visiting, community activities, fund-raising for support groups and social support for others with SCD.
For further information on the project please visit http://sicklecellwork.dmu.ac.uk/ 

