
Parents of children with Usher
syndrome face isolation due to the

rarity of the condition. They
struggle to connect with others

facing similar challenges and often
feel alone in managing their child’s

complex needs. They described
substantial benefits to connecting
with other parents of children with

Usher syndrome and identified
support groups to be useful in
facilitating such connections.

Emotional

Needs
Parents experience

significant emotional burden
upon receiving the diagnosis
of Usher syndrome in their

child. They face grief,
uncertainty about the future,

and pressure to engage in
early intervention strategies

to maximise their child’s
development potential.

informational needs

what are the

support needs of

parents of

young children

with Usher

syndrome? 
There are substantial gaps in

the services and supports
provided to parents of

children with Usher
syndrome. UsherKids

Australia led a research study
exploring the support needs
of parents of children with

Usher syndrome. The
following four central themes

were unveiled.

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.

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.

Social needs
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