QUALITY OF LIFE FOR PATIENTS WITH HEMOPHILIA
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Hemophilia is an important chronic blood disease which emerges at birth and lasts for life, causing frequent
bleedings in muscles and joints. Permanent joint impairments occur in children and young people with hemophilia
who do not receive sufficient treatment, thus leading to an increase in the population of people with disabilities
within the society. In trecent years, due to the rapid improvements in the hemophilia care in our country and with
the laws legislated, the quality of life and living for patients with hemophilia is upgraded.

Being a life threatening and permanently disabling disease previously, hemophilia is no longer a chronic
disease since the early 1970s (1,2). With the use of clotting factor concentrates (CFC) both for primary and
secondary prophylaxis and for cure, the life expectancies of the patients with hemophilia have prolonged from
under the ages of 30s to above the ages of 60s (1,3).

The way individuals perceive the environment they are living in determines their expectations of life. The level
of the expectations met either facilitates or obstructs individuals’ adaptations to life. The individuals who succeed
In this adaptation process state that they might have an opportunity to maintain a quality of life, even in harder
conditions (1,3).

Health related quality of life is a component of the general quality of life, which might be influenced by the
health condition defined by the person and the clinical procedures. ICF mentions the components of health or the
Interaction between the concepts, rather than the causal relationship (2). ICF describes disability involving
environmental and personal factors using a biopsycho-social approach (6). These factors are also very important
for the patients with hemophilia. The United States Federal Environmental Protection Agency (USFEPA)
describes the concept of quality of life as “improvement of the qualities of the environment people are living in and
the state of well being individuals and groups are in” (7,8).

The state of well-being of a person has two components (1,2). The first component is the capabllity of
performing the daily activities which represent the physical, spiritual and social state of well-being. The second
component is the fulfillment of the patient due to the body functioning and the level of control of the hemophilia
(9,10). The state of well being Is related to the perception of the disease and the functional effects of the
treatments by the patients with hemophilia (3).

In 1980, the limitations and the inabilities are published by the World Health Organization (WHO) as the
International Classification of Impairment, Disability and Handicap (ICIDH). According to this, impairment reflects
the area of the defected organ, disability reflects the area of the personal quality of life and handicap reflects the
work and social area (4,5).

Patients’ expectations from quality of life is the holistic and subjective perception of the good and fulfilling
aspect of life and means that the gap between the expectations of the patient and the things he/she can reach
should be as small as possible. Expressing the fulfilment of the person due to his/her life and a general state
referred as personal well being as a whole is important. The patient’'s perception of his/her position in life is also
Important in terms of the perspective of both the cultural structure and the system of values the person has, and
one’s own goals, expectations, standards and concerns (11, 12).

As a result, hemophilia patients’ life quality related with oral and general health is in worse conditions compared
with general population. In order to eliminate the dilemma in the field of health, we should facilitate the
hemophiliacs’ lives by serving

the health care in a multidisciplinary view.
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