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OUR MISSION
We work to ensure children diagnosed
with Usher syndrome and their
families have access to an informed,
committed and caring community
of clinicians, service providers,
educators, researchers and peer
support networks to allow them to
thrive in their everyday endeavours.
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ABOUT US
UsherKids Australia was established to advocate and
support children diagnosed with Usher syndrome
and their families in Australia. Usher syndrome is a
rare genetic condition characterised by congenital
hearing loss or deafness, the progressive loss of
vision due to retinitis pigmentosa, and in some cases,
vestibular dysfunction.
Advancements in genetic and genomic testing make
earlier diagnosis of rare genetic conditions such
as Usher syndrome accessible to more and more
children born with a hearing loss in Australia. This
earlier diagnosis leaves a distinct gap in the provision
of services and support for families, as well as an
evidence-based clinical pathway for clinicians to
guide their care for children with Usher syndrome in
Australia.
UsherKids Australia was co-founded in Melbourne
in 2016 and continues to be run by Directors Emily
Shepard and Hollie Feller, two parents whose young
children are living with Usher syndrome. In just a few
years, UsherKids Australia has had a significant impact
in uniting the Australian Usher syndrome community
and ensuring that newly diagnosed families never feel
the isolation and helplessness Emily and Hollie and
their families felt when their children were diagnosed.
As well as providing direct support to children with
Usher syndrome and their families, UsherKids Australia
works to create a conduit for clinicians, researchers,
service providers, educators and the general public
to come together in the care for children with Usher
syndrome, and to further educate them on their
specific clinical, educational and social needs.
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OUR PEOPLE
HOLLIE FELLER
Hollie is a co-founder and Director of UsherKids Australia. She is a fierce
advocate for early diagnosis of Usher syndrome through genetic testing,
the education of clinical professionals as well as support for families
around the country to share research and information about the current
generation of USH kids.
Hollie divides her time between work at the Genetic Support Network
of Australia, volunteering for UsherKids Australia, Paediatric Vision
Impairment Alliance and is also on the Board at Genetic Cures Australia
(www.geneticcures.com.au), a charity she established with her husband
to further accelerate Australian research and therapies for genetic
conditions such as Usher syndrome.

EMILY SHEPARD
Emily Shepard is a co-founder and Director of UsherKids Australia. Emily
is passionate and committed to making the lives of children with Usher
syndrome and their families better. She has brought her perspective as a
mother of a child with Usher syndrome, as well as skills from working in a
commercial environment and combined them with her studies in Auslan
and Public Health to successfully manage the not-for-profit organisation.
Emily divides her time between work, volunteering for various
organisations including UsherKids Australia, Paediatric Vision Impairment
Alliance, Deafblind International Usher Network and Deafblind Centre for
Excellence, and is also currently undertaking a Master of Public Health
online through Curtin University.

LISA KEARNS
Lisa Kearns is a Senior Orthoptist with a Postgraduate Diploma in Genetic
Counselling. Lisa co-ordinates the Ocular Diagnostic and Ocular Genetic
Clinic at the Royal Victorian Eye and Ear Hospital and provides clinical
eye and electrodiagnostic testing. As a research orthoptist at the Centre
for Eye Research Australia, Lisa works with families on multiple research
studies into inherited eye disease. Lisa has a particular interest in inherited
retinal dystrophies, including Retinitis Pigmentosa and Usher syndrome.
Through CERA, Lisa manages research projects aiming to use cutting
edge stem cell technology to understand blinding eye disease and
ultimately facilitate clinical trials and new treatments.
Lisa’s knowledge of Usher syndrome combined with her talent and
passion for improving people’s lives make her an incredibly valuable
addition to the UsherKids team. She brings new insights and helps guide
the organisation to continue to improve and expand its services.
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OUR PEOPLE
TRACEY JOHNSTON Case Coordinator
Tracey is a Senior Teacher and Consultant with NextSense (formerly
RIDBC). Her knowledge and experience working with families of children
with sensory impairments spans over two decades. Tracey will provide
guidance to families particularly in the early years after diagnosis to
reduce isolation, increase support and service provision to improve the
long term health and well-being of our families.
Tracey will assist UsherKids Australia in the implementation of our National
Disability Insurance Scheme (NDIS) Information, Linkages and Capacity
Building (ILC) grant by working directly with families and healthcare
professionals to improve skills and capacity.

LAUREN JOHANSEN Project Coordinator
Lauren is a PhD student and research assistant with a background
in psychology. She has a wealth of experience working with children
and youth, especially those with autism and anxiety. She is passionate
about supporting and advocating for parents and caregivers within the
healthcare system and we are really excited about what she can bring to
our organisation.
Lauren will assist UsherKids Australia in various projects that are aimed
to support the health and well-being of parents, carers and families of
children with Usher syndrome in Australia. These projects will address
some of the key barriers families face with raising a child with this complex
condition, including gaps in addressing the psychosocial impacts of the
condition on all members of the family unit.
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CHAIRPERSON’S REPORT
None of us could have imagined that life in 2020 and then 2021 would
continue to be besieged by the COVID-19 pandemic and our focus would
be home-centric. Another unprecedented, challenging and emotional year
confronted us. Barriers to what was considered a “normal life” continued
in the form of restrictions impacting access to healthcare and a rise
in mental health issues for our UsherKids and their families. Personally,
as parents of children with Usher syndrome, as well as caring for our
other children, we juggled home-schooling and working remotely, while
continuing our volunteer leadership of UsherKids Australia.
As a Melbourne based organisation, we particularly felt the brunt of
unending lockdowns, being restricted in our movement to only a 5km
radius of our homes and the monotony of not seeing our friends and
extended families face to face.
The importance of providing seamless support for our newly diagnosed
Usher syndrome families seemed ever more important and we have to
thank all of our community for their strength and agility to cope with the
pandemic overflow in 2021.
But despite it all, our families and their support teams continued to show
their resilience and follow us as we pivoted to be a fully online service.
Releasing our annual family conference as an online resource, the Usher In
Focus webinar series was a successful launch leading into the UsherKids
Connect series which seeks to bring families together to connect, share
information and resources, and offer support to one another in the journey
of supporting their child with Usher syndrome. In addition, these webinars
built the capacity of allied health professionals and clinicians within their
own professional development on the needs of Usher children. Topics
covered areas of effective communication with families, early intervention,
transitions to primary school, navigating the NDIS, orientation and mobility,
eye test overviews and clinical research.
Our national and global reach extended and strengthened over the year
and we worked in collaboration with the Usher Syndrome Coalition, Ava’s
Voice USA, and Usherkids UK to bring families closer together globally in
USH Hangouts. Our collaborations were not limited to peer to peer support,
but included eminent clinical and advocacy organisations such as Hearing
Australia, Aussie Deaf Kids, Parents of Deaf Children, Orthoptics Australia,
NextSense, Deafness Foundation, Pediatric Vision Impairment Alliance
Australia, Hear and Say, Deafness Forum of Australia, the University of
Melbourne, National Disability Insurance Agency, Australian Ocular Gene
Therapy Group, Centre for Eye Research Australia and Rare Voices Australia.

continued...
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It was extremely important to both of us as Directors, that we started to
address the needs of our families with evidence based content rather
than continuing to rely on our personal lived experience as USH families.
The award of a grant from the Melbourne Disability Institute is providing us
with a research lead for two years to deliver this evidence-based material
”Understanding the needs of families of young children with Usher
syndrome in Australia”.
Our association with the University of Melbourne resumed with our third
year hosting students from the Master of Genetic Counselling course,
where we are continually amazed by the dedication and interest that this
module fosters in the next generation of Genetic Counselling students.
We thank the University of Melbourne and the Genetic Support Network of
Victoria for their continual belief in us as an organisation to support these
students in their placement and to the students themselves for all their
hard work.
Our Vision to create an organisation that can change the trajectory of care
for newly diagnosed families so they are supported from the moment of
genetic confirmation, fast became an everyday reality in the 2020/21 year.
To support us in doing this we have been able to fund a part-time role for
a case coordinator. We were so excited to have Tracey Johnston join us
complementing her other part-time role as Senior Teacher and Consultant
with NextSense (formerly RIDBC). Tracey has already made a huge impact
creating regular parent USH hangouts to share peer to peer experience
with families linked by their USH type and age. We’re also delighted to
introduce Lauren Johansen to our team, a PhD student and research
assistant with a background in psychology. As Project Coordinator Lauren
has turned her hand to a multitude of projects for the coming year that will
benefit all our families and support teams.

Despite all the challenges of the last two years, light shines brightly
as research continues to explore novel ways to try and slow down the
progression of the retinitis pigmentosa in Usher syndrome patients globally
and bring hope to all our families and patients.
We are so very proud of the work we have achieved over the last 12 months
coming from our humble beginnings only supporting our two families to
now supporting over 50 children across Australia and New Zealand. We are
really excited to bring new projects to life in the coming year with our new
team and are so thankful for the engagement and endorsement of the
entire Usher community through what was an incredibly emotional and
tough year for us all.

Emily Shepard & Hollie Feller
CO-FOUNDERS & DIRECTORS
UsherKids Australia Ltd
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OUR OBJECTIVES AND ACTIVITIES
To develop consistent, high-quality
information about Usher syndrome.
•

To educate and support families of children with Usher syndrome in Australia.

•

To educate and support the clinicians, support services, and their staff who
care for children with Usher syndrome in Australia.

•

To identify limitations in the current clinical practice regarding Usher
syndrome and advocate for improved diagnosis and clinical management.

•

To raise awareness about the need for research into management and
treatment of Usher syndrome.

•

To disseminate the findings of high quality research related to the treatment,
care and support and clinical management of Usher syndrome.

•

To collaborate with relevant organisations both within and outside of Australia
to assist in the dissemination of information related to Usher syndrome.
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HIGHLIGHTS
Usher in Focus
In September 2020 we held our Usher in Focus conference. Whilst we
had hoped the conference would be in person, continuing lockdowns
required us to hold the conference online to ensure our newly diagnosed
families could benefit from the presentations in a timely manner. Usher
in Focus includes presentations by Australian and International leaders
in the Usher syndrome field, including researchers and healthcare
professionals, as well as parents and young adults with Usher syndrome.
The webinar series was designed to provide the latest updates on global
clinical research efforts, clinical guidelines, how to support students with
Usher syndrome in the classroom and more.
It also received accreditation for professional development from
various professional associations, encouraging relevant healthcare
professionals to view the content to improve their knowledge of Usher
syndrome. This aims to remove the burden on families to educate the
teams working with their children and improve the quality of care children
with Usher syndrome receive. We encourage newly diagnosed families
to recommend the series to their healthcare professionals in hope that
it removes some of the work required of families of a child with Usher
syndrome.
Registration for the Usher in Focus webinar series continues to be
available through our website.
BRINGING USHER SYNDROME INTO FOCUS

UsherKids Connect

USHERKIDS AUSTRALIA'S NEW WEBINAR SERIES FOCUSES ON THE LATEST RESEARCH AND CLINICAL GUIDELINES. EMILY
SHEPARD AND HOLLIE FELLER DISCUSS COLLABORATING WITH ORTHOPTICS AUSTRALIA ON THE PROJECT.

In October 2020, we were successful in a grant from the Department
of Social Services NDIS Information, Linkages and Capacity Building
(ILC) program aimed at delivering projects that benefit those in the
community living with disability, their families and carers.
Our project titled “UsherKids Connect” is allowing us to reach our
community via monthly webinars bringing families together to connect,
share information and resources, and offer support to one another in the
journey of supporting their child with Usher syndrome.

U

sher syndrome is an inherited
condition characterised by
congenital hearing loss or
deafness, progressive vision loss due to
retinitis pigmentosa (RP), and in some
cases vestibular dysfunction.

EMILY SHEPARD

HOLLIE FELLER

It is the most common cause of
deafblindness, affecting an estimated
400,000 people worldwide. There are
three types of Usher syndrome with more
than 13 genetic changes or mutations
identified with the condition.
UsherKids Australia is a not-forprofit charitable organisation that
was established in 2016 as a parentled support group to enhance the
lives of children diagnosed with
Usher syndrome and their families in
Australia. The organisation’s mission
is to ensure children diagnosed with
Usher syndrome and their families have
access to an informed, committed and
caring community of clinicians, service
providers, educators, researchers and
peer support networks to allow them to
thrive in their everyday endeavours.
UsherKids Australia has released a
series of webinars focusing on the latest
updates on global clinical research efforts
into Usher syndrome, clinical guidelines,
how to support your student with Usher
syndrome in the classroom and more.
The educational webinars are
available on the UsherKids Australia
website to watch on demand. They
include a range of presenters who
are Australian and international
leaders in support for children with
Usher syndrome, making the content
a must for families and healthcare
professionals caring for children with
Usher Syndrome in Australia.
UsherKids Australia worked closely
with Orthoptics Australia to ensure the
webinar content was relevant for the
continuing professional development of
orthoptists, as they play a vital role in the
care and management of children with
the condition.

New Staff Members
Until this year, UsherKids Australia has relied on the dedication of
volunteers to continually provide our Australian families with support.
Our vision to create an organization that can change the trajectory
of care for newly diagnosed families so they are supported from the
moment of genetic confirmation, is fast becoming a reality. In 2021,
we were excited to be able to welcome two new staff members to
UsherKids Australia.

Of particular note is the presentation
by Dr Sandra Staffieri, a senior clinical
orthoptist at the Royal Children’s Hospital
focusing on the assessment of retinitis

42

The webinar discusses the role orthoptists play as part of the team assessing visual function,
including specialised ocular electrophysiology and retinal imaging for patients with Usher syndrome.

pigmentosa, eye appointments and
eyecare and the importance of regular
eye monitoring.
Dr Staffieri discusses the role the
orthoptists play as part of a team
performing visual function, retinal imaging
and specialised ocular electrophysiology
assessments for patients with Usher
syndrome and how clinicians can
work with families to provide the best
outcomes from eye appointments.
Orthoptists' dynamic and unique skill
set enables them to provide patients
with information on glasses, visual
aids, adaptive technology support
services, and organisations that might
be suitable to help maximise patient’s
vision or provide extra help to cope with
their condition.
It is important individuals are having
regular ophthalmic review to track the
progression of the disease and to allow
appropriate strategies and supports to
be introduced to manage the reducing
visual field. Genetic counselling is also
recommended for families.
There is a lot of promising research
into retinal gene therapy and stem cell
technology that bring hope to families
with Usher syndrome. Orthoptists
also play a critical role in education

and actively contributing to upcoming
research and clinical trials. Clinicians
may like to refer families to UsherKids
Australia and they can contact the team
via email info@usherkidsaustralia.com
or via our facebook page. Our website
www.usherkidsaustralia.com provides
resources and links about Usher
syndrome, available services for families
and more information on the USHER IN
FOCUS Webinar Series. n

ABOUT THE AUTHOR: EMILY SHEPARD is a
co-founder and Director of UsherKids Australia
committed to making the lives of children with
Usher syndrome and their families better by
equipping parents with the support and guidance
needed when they’re at most vulnerable.
HOLLIE FELLER is a co-founder and director of
UsherKids Australia. She is a fierce advocate for
early diagnosis of Usher syndrome via genetic
testing, the education of clinical professionals as
well as support for families around the country to
share research and information about the current
generation of USH kids.
ORTHOPTICS AUSTRALIA strives for excellence
in eye health care by promoting and advancing
the discipline of orthoptics and by improving
eye health care for patients in public hospitals,
ophthalmology practices, and the wider
community. Visit: orthoptics.org.au

INSIGHT April 2021

continued...
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HIGHLIGHTS

continued...

Tracey Johnston is our Case Coordinator. She comes to UsherKids
Australia with extensive experience as a Senior Teacher and
Consultant with NextSense (formerly RIDBC), where she works
alongside families of children with sensory impairments. At UsherKids
Australia, Tracey is available to meet with, and provide support to,
families and their healthcare team and assist them to navigate the
NDIS. She also runs regular online meet ups with parents to facilitate
connections and social support amongst our community.
Lauren Johansen comes to UsherKids Australia as our Project
Coordinator. She is a PhD candidate and provisional psychologist
with experience working with children who have anxiety or are on the
autism spectrum. At UsherKids Australia, Lauren assists in developing
programs designed to improve the wellbeing of children with Usher
syndrome. She is also working alongside researchers at the University
of Melbourne to better understand the gaps in current support
services provided to families of children with Usher syndrome, with
the goal of developing effective programs to specifically target the
needs of our families.

University of Melbourne, Melbourne Disability
Institute and UsherKids Australia Research
Collaboration
This year, UsherKids Australia was awarded a research grant through
the Melbourne Disability Institute’s Community-Based Research
Scheme. This scheme has enabled us to partner with researchers at
the University of Melbourne and more clearly define what supports
are most helpful to children and carers at different ages.
The research title ”Understanding the needs of families of young
children with Usher syndrome in Australia” is significant to the
Australian and global population of Usher syndrome patients as we
gather evidence and data that will show how the accessibility of
earlier genetic testing and diagnosis is creating a gap in services
to support children as young as one year old with a combined
hearing and vision loss. By understanding the needs of families of
young children with Usher syndrome in Australia, service providers,
educators and clinicians can be better informed to provide the
improved interventions, care and support that will make a lasting
impact on the long term health and wellbeing outcomes of this
unique demographic.
To read more about the research project, visit link
https://pursuit.unimelb.edu.au/articles/bringing-answers-to-childrenwith-a-little-known-genetic-condition
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COLLABORATIONS
Insight News Orthoptics
Australia Feature
A key to the success of UsherKids
Australia continues to be
our collaborations with prominent clinical
organisations, including Orthoptics Australia.
These collaborations are imperative to build
awareness and professional clinical knowledge
of the condition and the role of our support
group, as shown in this article feature in Insight
News, a leading Ophthalmic publication:

USH Hangouts
We joined Ava’s Voice (USA) and Usher Kids
UK to host a series of USH Hangouts during
the Usher Syndrome Coaltion’s online USH
Connections Conference where we brought
together families, teens and youth from across
the globe to share all things USH related.

https://www.insightnews.com.au/bringingusher-syndrome-into-focus/

Effective Communication in
Healthcare Workshops with
Rachel Callander
We had the pleasure of Rachel Callander, TEDx
presenter, speaker, trainer, award winning artist
and the author of two books, presenting three
online workshops on the power of language
within the healthcare system. Rachel explores
the impact language can have on families after
receiving a genetic diagnosis, how to effectively
communicate your story or experience and
the use of labels, particularly in the context
of difference, diversity, and disability. These
workshops are particularly beneficial for
healthcare professionals working with families
and children with Usher syndrome, but were
also of great interest to our families.

Hear and Say Sunset Series
Webinar
In August, Hollie and Emily presented Usher
Syndrome: Types, Treatment and Talking with
Clients for the Hear and Say Sunset Series, an
online webinar which aimed to bring together
professionals from across the medical and
allied health sectors, together with families
and the community, to network and share
knowledge on Usher syndrome.
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COLLABORATIONS

continued...

World Blindness Summit

Hearing Services Program Review

Emily joined Dr. Frances Gentle, President of
the International Council for Education of
People with Visual Impairment and other
distinguished speakers to present on Early
Childhood Care at the World Blindness Summit
in Madrid in June, 2021. Emily joined over 100
speakers for the three day online program,
which was streamed to over 2000 attendees
from over 130 countries.

Choices magazine update

The Australian Government Hearing Services
Program provides hearing services to specific
groups within the community, including those
under the age of 26 years. The program
aims to reduce the impact of hearing loss
by providing access to hearing services
including hearing assessments and subsidised
devices. An independent Expert Panel was
commissioned by the Australian Government
to review the Hearing Services Program and
recommend opportunities to improve all
aspects of the Program’s scope and operation.

We worked with our colleagues at Hearing
Australia, Aussie Deaf Kids, Parents of Deaf
Children and the Deaf Society to ensure the
relaunch of the family resource “Choices”
remained a balanced and informative
resource for parents of children newly
diagnosed with hearing loss in Australia.

UsherKids Australia joined the Deafness Forum
of Australia-led consumer representation
in providing crucial feedback during the
consultation phase and we look forward to
continuing our work with the Government to
ensure the successful implementation of the
recommendations.

See link
https://www.hearing.com.au/HearingAustralia/
media/assets/Documents/NSO_1467-ChoicesPublication_digital_200121.pdf

Submission to the Parliamentary
Inquiry into NDIS Independent
Assessments
Supporting submissions within the hearing and
vision loss sector has become an increasingly
significant role for our organisation over
the last year and this included contributing
to a Deafblind community submission into
the Parliamentary Inquiry into Independent
Assessments.

NextSense Institute Podcast
Emily caught up with Trudy Smith from
NextSense to discuss the UsherKids Australia
Usher in Focus webinar series. You can listen
here:
https://renwickcentrepodcast.podbean.com/e/
episode-74-emily-shepherd-the-renwickcentre-podcast/
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FINANCIAL STATEMENTS
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ACKNOWLEDGMENTS & THANK YOU
GRANTS AND FUNDING
Deafness Foundation

NDIS

CORPORATE & COMMUNITY PARTNERS
Arnold Bloch Leibler • KSR Partners • Genetic Support Network of Victoria
University of Melbourne Master of Genetic Counselling Community Placement Program
Deafness Forum of Australia • Rare Voices Australia • Orthoptics Australia
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HOW YOU CAN HELP?
Volunteer your time

We rely heavily on the support of volunteers to help our
support efforts, both for one-off events and ongoing
activities.

Make a donation

Help us to enhance the lives of children with Usher
syndrome across Australia by making a one-off or
regular donation.

Support an event or fundraising activity

Get involved in one of our events or raise funds for us
through your own fundraising event via the dedicated
UsherKids Australia GiveNow page at
givenow.com.au/usherkidsaustralia.

Become a corporate partner

By utilising professional skills from corporate partners,
we can instead focus our time and energy on what
we do best, which is supporting children with Usher
syndrome and their families.

USHERKIDS AUSTRALIA
is a registered charity in Australia
and all donations over $2 are tax
deductible.
For online donations,
please visit our website:
www.usherkidsaustralia.com

CONTACT US
UsherKids Australia Ltd
ABN: 74601423294

W www.usherkidsaustralia.com
E info@usherkidsaustralia.com
P +61 414 743 074

usherkidsaustralia
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