Sharing lived experiences with
other parents of children with
Usher syndrome reduces
isolation and
loneliness.

Support groups as
facilitators for
connection.

Pre-existing relationships
did not provide sufficient
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PRACTICAL NEEDS

Managing Usher syndrome requires coordination among various healthcare
professionals, scheduling numerous appointments, and implementing
treatment plans. Parents often need to navigate complex healthcare

systems and seek funding for therapies. Case coordination and
collaborative care can reduce burden from parents.
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Parents required information
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adequate knowledge
and training
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INFORMATIONAL NEEDS

Parents reported dissatisfaction with the level of knowledge among medical
professionals regarding Usher syndrome. They felt they are required to
educate healthcare providers about the condition and appropriate
management strategies.

Parents needed additional
information on vestibular

Confronting emotions
regarding child’s
progressive
vision loss
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Support required to cope
with grief and loss
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