Submission to the Development of the New National Carer Strategy
On Behalf of UsherKids Australia

UsherKids Australia is a dedicated parent-led organisation supporting children and young
people with Usher syndrome and their families. Through our work, we have closely observed
the challenges faced by carers of children with Usher syndrome, a rare genetic disorder causing
congenital deafness and deteriorating vision loss. This submission draws on our research in
collaboration with the University of Melbourne, focusing on the support needs of these parents
and the broader community of carers managing complex care situations.

Lack of Recognition and Funding for Peer Support Groups:

Peer support groups, such as those facilitated by UsherKids Australia, provide essential support
to carers of children with rare conditions. These groups offer practical advice, assist with
navigating the healthcare system and the National Disability Insurance Scheme (NDIS), and
provide emotional support and opportunities for social connection among individuals with shared
lived experiences. Support groups, particularly those tailored to rare diseases, play a crucial role
in alleviating the unique challenges faced by carers and families. For carers of children with rare
diseases, the low prevalence of the condition often means a lack of knowledge among
healthcare professionals, requiring parents to educate providers about appropriate care
strategies. This dual role as both caregiver and educator places an additional burden on carers,
contributing to feelings of isolation and frustration.

Support groups alleviate these challenges by providing a platform for carers to connect, share
experiences, and access practical information and advice, such as recommendations for
services, funding options, and early intervention strategies. This sense of community not only
reduces isolation but also fosters a sense of belonging and emotional support that is critical for
carer wellbeing. However, despite their vital role, peer support groups are critically underfunded
and often rely on the voluntary efforts of carers, leading to burnout and diminished
effectiveness.

The lack of formal integration of these groups into the healthcare system further limits their
visibility to medical professionals, reducing opportunities for referrals and support. There is a
pressing need for increased funding, capacity building, and formal recognition of the invaluable
work that peer support groups do. Direct financial support and integration into broader
healthcare and social support systems would enhance their sustainability and expand their
reach, ensuring that all carers, especially those dealing with rare diseases, have access to the
support and community they desperately need. Moreover, implementing case coordination as a
standard of care could significantly reduce the burden on carers, allowing them to better
manage their caregiving responsibilities while receiving consistent, high-quality support.



Lack of Holistic Support for Carers:

Most services within the community, including the National Disability Insurance Scheme (NDIS),
is designed to provide support for individuals with disabilities, but it overlooks the broader needs
of the family network, particularly caregivers. For families of children with Usher syndrome, the
demands are immense—managing multiple medical and healthcare needs, advocating for
accommodations in education, dealing with the emotional and psychological impacts of a
degenerative dual sensory loss. These responsibilities are compounded by the need to care for
siblings and manage their own health and well-being. The focus of services, such as the NDIS,
on the individual with a disability means that the support system does not adequately account
for the physical, emotional, and mental toll on caregivers. Carers are often stretched to their
limits, juggling the needs of their child while trying to maintain some semblance of normalcy for
the rest of the family. The lack of comprehensive support for carers leaves them vulnerable to
burnout, stress, and mental health challenges, as they struggle to balance their roles as
parents, advocates, and caregivers without sufficient resources or respite.

Conclusion:

The new National Carer Strategy presents a unique opportunity to address the systemic
challenges faced by carers in Australia. It is essential not to overlook the unique and critical role
that support groups play in addressing the multifaceted needs of carers, especially those caring
for children with rare conditions like Usher syndrome. These groups provide a lifeline of practical
advice, emotional support, and a sense of community that is often not available through formal
healthcare channels. By fostering connections among those with shared experiences, support
groups help to reduce isolation, offer invaluable peer-to-peer learning, and empower carers with
the knowledge and resources they need to navigate their complex roles more effectively. As we
develop strategies and allocate resources to support carers, we must ensure that these vital
networks are recognised, adequately funded, and fully integrated into the broader support
framework. Only then can we truly support the carers who give so much to support others.
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