SCHOOLS OF FAMILIES FOR PARENTS OF CHILDREN

WITH HAEMOPHILIA
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The ARMH was created in 1977, in order to provide a comprenhensive treatment of the disease for those
affected by hemophilia and their families in Murcia (Spain). One of their activities is to provide parents of
children with haemophilia, especially newly diagnosed or parents with young children, information and
training about the disease and its treatment. It represent a good child development and family functioning.
Consequently, a good quality of life in spite of the disease.

To inform and educate parents through theoretical and
practical workshops on hemophilia and its treatment. We
use a view medical, psychosocial and musculo-skeletal

The program is.: theoretical and practical workshops on hemophilia and its treatment (biopsychosocial
approach). The sessions are:development: learning self-treatment technique (4 workshops), emotional support
(2 workshops), hemophilia: treatment and proper use of the factor (2 workshops) and physical exercise and
arthropathy prevention (2 workshops). It involved

12 families who come to the Association (2h 30m). Health
professionals treat the issues. Meanwhile, children are carry out
recreational activities with volunteers and other of them get
involved with his parents in the workshops.

The results (see table 1) show us that this activity is satisfactory for parents. We could say that it encourages
parents to assimilate the situation and they will adapt to it gradually

Self-treatment | 100% parents have tried to 65% parents have 35% parents need more practice
technique make or practice it learned it (they still have some fear)
Psychosocial | 65% parents got emotional | 25% parents reduced 10% parents continue with some
Issues stability and learned their fears and start to anxiety and difficulties of
appropriate coping strategies | adjust to the situation | adaptation
Basic Medical | 80 % parents have a good 15% parents have a 0% parents are still starting in
concepts : : regular knowledge the new situation
Knowledge of disease and its
treatment
Physiotherapy | 50% of children do exercise | 35% of children practice | 15% of children do exercise only
and Physical regularly exercise sometimes when they have a problem

Exercises |

This type of project from the Hemophilia Associations we believe is an important step in getting people with
hemophilia are integrated in a similar manner to any person without disease
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