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3.1.11 Communication within Families
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The result of a genetic test is often not only useful to the child and his or her immediate family, but also to the extended
family. However, not all people are willing to communicate genetic information and test results to other family members.
Communication within families is complex and delicate. It requires that the children and families who are affected must

be able to absorb and understand complicated information about their own health. Oftentimes communicating a genetic
diagnosis to other relatives relies on the degree of connectedness the individual maintains with relatives, among other things.
Some patients may feel their diagnosis is a very private matter, while others may lack the connection needed with family
members to communicate genetic results. Since physicians are bound by a duty to protect the privacy of their patients, the
communication of sensitive genetic information to family members is placed directly on the patient’s shoulders.'?

Health professionals have a considerable role to play in guiding this type of communication within families. Age-appropriate
information and personalized counselling are the cornerstones of effective genetic counselling for childhood genetic diseases.
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Implications

Patients may be in the best position to anticipate the wishes of family members, who may or may not want to know about the
genetic information in their family. For those patients willing to disclose, the healthcare professional’s role in encouraging and
supporting their patient’s efforts to communicate with their family members is complex. In extremely rare life-saving situations,
it is permitted for a physician to communicate genetic information to extended family members after all attempts to convince
the patient to share such information have failed.3 Better guidelines and policy for healthcare professionals with respect to
counselling patients about communication within their families are much needed. These guidelines should include direction

on how and when to involve children in these discussions, and may depend on many factors: age, comprehension, treatment
availability or prevention for the disease, and recommended ages to initiate clinical screening or genetic testing.*
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