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Issue

Today, a person with a severe bleeding disorder who has access to advanced care has
almost the same life expectancy as someone unaffected. This positive news, however, Is
accompanied by the increased incidence of ageing ilinesses complicated by the underlying
bleeding disorder. Since 2010, the Canadian Hemophilia Society (CHS) has undertaken a
variety of strategies to identify needs and to develop programs to optimize quality of life
of people with bleeding disorders as they age.

Vlethodology

In 2010, a multidisciplinary working group on ageing composed of HTC health care providers and patients was established. A survey of Canadian HTC
health care providers was conducted to determine the information and support needs of health care providers within and outside the HTC setting In
dealing with the age-related health complications of people with bleeding disorders.

In 2011, the topic "hemophilia and ageing” became a centre piece of the biennial CHS Medical and Scientific Symposium. Speakers and topics included:
B [he ageing haemophilic population: a major success and a major challenge—Dr. Gerard Dolan, UK
B When you only have 100 years to live: A Canadian perspective on aging—Dr. Karen Fruetel, Canada

Focus group methodologies were then used to enable patients from across Canada to share personal experiences
of ageing with a bleeding disorder; identify needs and challenges; and make recommendations for CHS program
Initiatives to optimize quality of life amid ageing processes.
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Feedback from the focus group indicated that educating patients, family members and health
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e i G g s e e 1680, care providers both within and outside of the HTC was a priority. As a result of the focus group
o e i T bk e ey e recommendations, the following initiatives have been undertaken by the CHS:
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be implemented across Canada.
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Pl e e ptercs B A new section on ageing with a bleeding disorder will be created on the CHS Web site.
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s It i1s hoped that these and future strategies will optimize the quality
wrse. of life of people with bleeding disorders in Canada as they age. *
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