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What is Usher Syndrome?
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What is Retinitis Pigmentosa?

Healthy retina Early retinitis pigmentosa Advanced retinitis pigmentosa
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UsherKids Australia

Our purpose is to see
children and families living
with Usher syndrome love
their lives.

Our mission is to empower
the Usher community
through support, connection
AUSTRALIA andknowledge.
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following four central themes
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SOCIAL NEEDS

Parents of children with Usher
syndrome face isolation due to the
rarity of the condition. Thay
struggle to connect with others
facing similar challenges and often upon rece
feel alone in managing their child's
complex needs. They described
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Hon, 1e, optometry, l‘!lhtlp‘l
audiology
Methods: A pr cross-sectional onlin v-affiliated clinics (7 optometry, 1
orthoptics and 4 audiology) w mpleted between September 8 E ¥ s were asked about the cause,
common symptoms, and awareness of health profi s who manag, 5

¢ 27 audiologists, 40 oplometrist T i ho completed the

correctly identified Usher syndrome as a genel

and identified the progressive nature of the vision and hearing loss:
istics was low was knowledge o key treatment roles that speech patho
management of Usher Synd The majority of respondents did not identify important aspect: re within their own

seipling
Conclusion: This stud: s show for L2 :d e n 1o be delives » hearing and vision care allied health
clinicians 1o raise aware of the bul d as s of d E syndrome. This
education nee role in providing multidisciplinary care (including speech
pathologists, 2licists, 3 5 of good-quality multidisciplinary ¢

wetics, physiotherapy

sive genetic condition.' It is characterized by abnormal development of hair cells USHER

gure 1A), loss of retinal photoreceptor cells resulting in progr
s pigmentosa; Figure 1B), and possible vestibular dysfunction which is also due to hair cell abnormalities
syndrome is thought to affect approximately | in 6000 individuals globally” and is the leading caus
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