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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. 

OUR MISSION
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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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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 Postgraduate Diploma in 
Health Promotion 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.  

OUR PEOPLE

http://www.geneticcures.com.au
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STRUCTURE & MANAGEMENT

To accommodate the growing number of families 
receiving a diagnosis of Usher syndrome for their children 
and to ensure our organisation can best meet the 
needs of families across Australia, we changed from an 
Incorporation to a Company Limited by Guarantee in 
August 2019.   

UsherKids Australia Ltd is now registered with the 
Australian Charities and Not-for-profits Commission 
(ACNC), and is a deductible gift recipient (DGR) allowing 
us to receive tax deductible gifts.

During this change we also welcomed Board member 
Lisa Kearns to the organisation. 
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CHAIRPERSON’S REPORT

As UsherKids Australia continues to make significant contributions 
to the Australia Usher community, the  strategic decision was 
made to change our structure to a Company Limited by Guarantee 
to allow for registration with the Australian Charities and Not-for-
profits Commission (ACNC) and the associated deductible gift 
recipient (DGR).  This change in structure adequately reflects our 
growing organisation by creating eligibility to a wider source of 
funding including government and philanthropic grants, as well as 
tax deductible donations from our community.  We hope this new 
company structure will serve the viability of our organisation by 
creating sustainable funding into the future.

In August 2019, UsherKids Australia was represented at the Usher 
Network Conference which formed part of the 17th Deafblind 
International World Conference held on the Gold Coast with both 
Hollie and I presenting separately on the needs of children with 
Usher syndrome during the two day program. I was also part of 
the official organising committee and was thrilled to have many 
families of young children join us.  While in Queensland, Hollie and 
I took the opportunity to present to various early interventions and 
paediatric hospital teams on support needs of children with Usher 
syndrome.  

This year our website was updated to meet the growing needs 
of our community as well as to reflect improved accessibility for 
the vision impaired community.  This was also an opportunity 
to update our logo and marketing material, and will serve our 
company branding for the coming years.

We pride ourselves as being a preferred organisation for The 
University of Melbourne Master of Genetic Counselling Community 
Placement.  Over the six week placement, two students worked 
with us to understand the lived experience of those with a genetic 
condition, as well as recognise the role of support organisations in 
the holistic care of those living with disability in the community.  In 
their time with us, the students produced a 5 minute educational 
video titled “Considerations for Primary School Students with Usher 
Syndrome” which allowed us to successfully apply for funding for 
the production of a further two educational resources through 
the Deafness Foundation.  We look forward to showcasing these 
resources with our community in due course. 

continued...



PAGE 8

ANNUAL REPORT 
2019 / 2020 PG 8

Other highlights of the 19/20 financial year were the inclusion of 
several articles in leading industry publications such as the South 
Pacific Educators of the Vision Impairred (SPEVI) in January 2020, 
as well as Insight Magazine with Orthoptists Australia in May 2020.  
Further awareness of Usher syndrome and our organisation was 
also made during two separate guest speaker appearances on 
the Royal Institute of Deaf and Blind Children (RIDBC) Renwick 
Centre podcast in February 2020. 

Community donations and fundraising is imperative to our 
organisation, and we were delighted when we were nominated 
by the Bendigo Bank (Parkdale Branch) and Industry Fund 
Services as their chosen charity to support this financial year.   In 
May, we hosted a Virtual Morning Tea and asked our community 
to “shout us a coffee”, successfully raising close to $3000 while 
supporting some newly diagnosed families with an informal, yet 
supportive online chat. 

The impact of Covid-19 on our Usher community has been 
significant.  For a community who are already feeling 
overwhelmed, isolated and under supported, having the 
additional burden of lockdown, homeschooling children, removal 
of both formal and informal supports, delayed appointments, 
challenges of telehealth, isolation from loved ones as well as 
the fear and threat of living during a pandemic will be with 
us for the coming years. As an organisation, we had to make 
the difficult decision to postpone our planned face to face 
conference, knowing that many families, particularly those with 
a new diagnosis, were counting on this  opportunity to meet 
others and finally get some answers that can only come with 
meeting others with a shared lived experience.  We hope that our 
alternative format is well received and keeps us connected until 
we can once again safely meet in large numbers again. 

And lastly, to our families, you are our reason for being.  
Everything we do is to improve the outcomes for you and your 
children. We remain focused and committed to supporting you, 
and hope that we can make travelling this path a little easier 
knowing you are not alone.  

Emily Shepard & Hollie Feller

CO-FOUNDERS & DIRECTORS

UsherKids Australia Ltd
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OUR OBJECTIVES AND ACTIVITIES

• 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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To develop consistent, high-quality 
information about Usher syndrome.
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FINANCIAL STATEMENTS

Not-For-Profit - Association Report
USHERKIDS AUSTRALIA LTD
For the year ended 30 June 2020
Prepared by KSR Partners
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Not-For-Profit - Association Report USHERKIDS AUSTRALIA LTD                                                                                                                                                                                Page 5 of 14

Income and Expenditure Statement
USHERKIDS AUSTRALIA LTD
For the year ended 30 June 2020

2020 2019

Income
Contributions 4,900 -

Grant Operating 2,640 -

Donations 11,562 2,958

Fundraising 199 4,535

Total Income 19,300 7,493

Gross Surplus 19,300 7,493

Other Income
Interest Income 1 8

Total Other Income 1 8

Expenditure
Expenses 6,593 8,922

Total Expenditure 6,593 8,922

Current Year Surplus/ (Deficit) Before Income Tax Adjustments 12,708 (1,421)

Current Year Surplus/(Deficit) Before Income Tax 12,708 (1,421)

Net Current Year Surplus After Income Tax 12,708 (1,421)

The accompanying notes form part of these financial statements. These statements should be read in conjunction with the attached
compilation report.
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Assets and Liabilities Statement
USHERKIDS AUSTRALIA LTD
As at 30 June 2020

NOTES 30 JUN 2020 30 JUN 2019

Assets
Current Assets 16,126 519

Total Assets 16,126 519

Liabilities
Current Liabilities 4,188 1,289

Total Liabilities 4,188 1,289

Net Assets 11,938 (770)

Member's Funds
Capital Reserve 11,938 (770)

Total Member's Funds 11,938 (770)

The accompanying notes form part of these financial statements. These statements should be read in conjunction with the attached
compilation report.
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Movements in Equity
USHERKIDS AUSTRALIA LTD
For the year ended 30 June 2020

2020 2019

Equity
Opening Balance (770) 651

Increases
Profit for the Period 12,708 (1,421)
Total Increases 12,708 (1,421)

Total Equity 11,938 (770)
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Statement of Cash Flows - Direct Method
USHERKIDS AUSTRALIA LTD
For the year ended 30 June 2020

2020 2019

Operating Activities
Receipts From Grants 2,640 -

Receipts From Customers 4,900 -

Interest Received 1 8

Cash Receipts From Other Operating Activities 11,760 7,493

Cash Payments From Other Operating Activities (6,593) (8,922)

Net Cash Flows from Operating Activities 12,708 (1,421)

Financing Activities
Proceeds from Borrowing 3,000 1,000

Net Cash Flows from Financing Activities 3,000 1,000

Other Activities
Other

Accounts Payable - 188

Goods & Services Tax (17) -
Total Other (17) 188

Net Cash Flows from Other Activities (17) 188

Net Cash Flows 15,692 (234)

Cash and Cash Equivalents
Cash and cash equivalents at beginning of period 418 651

Cash and cash equivalents at end of period 16,109 418

Net change in cash for period 15,692 (234)
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VOLUNTEERS

Devni Kaduwela c/o Genetic Support 
Network of Victoria Volunteer Program

DONORS 

Industry Funds Services  Bendigo Bank 

ACKNOWLEDGMENTS & THANK YOU

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

GRANTS AND FUNDING

Deafness Foundation
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CONTACT US
UsherKids Australia Ltd
ABN: 74601423294

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

 usherkidsaustralia

  usherkidsaustralia

  @usherkids

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

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. 

http://www.usherkidsaustralia.com
mailto:info@usherkidsaustralia.com
http://www.usherkidsaustralia.com
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