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About Polio Australia

Polio Australia is the national peak body representing polio survivors throughout Australia.
Our mission is to standardise quality polio information and service provision across
Australia for all people affected by polio.

Polio Australia works closely with our state-based post-polio organisation members, health
professionals, researchers, carers, and the broader community to improve awareness,
understanding, and support for people living with late effects of polio (LEoP) and post-polio
syndrome (PPS).

We welcome the opportunity to provide this submission to the Senate Inquiry into the
Support at Home program.

Introduction

Those who contracted polio during childhood and have lived with its long-term effects, are
ageing with complex symptoms and a resultant chronic health condition that significantly
affects their mobility, independence, safety, and quality of life. Many individuals experience
LEoP or PPS decades after their original infection, which includes:

progressive muscle paralysis

overwhelming fatigue

complex chronic pain

respiratory (ventilation) complications

swallowing and sleep difficulties

difficulty regulating body temperature

reduced mobility with a high falls risk.

These conditions are lifelong, involve unstable daily symptoms, and usually progressive in
nature. However, Aged Care systems and clinical assessment processes often fail to
adequately recognise the unique and evolving support needs of those living with post-
polio.

The proposed Support at Home reforms provide an important opportunity to improve how
older Australians with lifelong disability and chronic neurological conditions access care
and support services within their homes and communities.

Key Issues Affecting Those with LEoP and PPS
1. Inadequate Clinical Recognition of Post-Polio Conditions
LEoP and PPS are inconsistently detected and understood within aged care
systems. Most people affected by polio report that their assessors and service
providers have limited awareness of the long-term impact of post-polio conditions.
As a result, individuals report receiving assessments or support plans that do not
accurately reflect their health needs, functional limitations, fatigue levels, mobility

challenges, or nuanced daily support needs. This can result in well-informed
clinicians being subsequently called upon to perform reassessments.
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Polio Australia believes the Support at Home program must better recognise the
complexities associated with ageing with disability and chronic neurological
conditions, and establish adequate supportive action for those experiencing them.

. Assessment Processes Do Not Reflect the Experienced Needs

Many people affected by polio experience a cluster of symptoms that are sensitive
to their daily exertion across activities of living and participation. Fatigue, pain,
respiratory stress, and fall risk can worsen significantly on any given day depending
on their activity levels, roles, stress, or opportunity for rest.

Current assessment models do not adequately capture these ever-present but often
invisible experiences, resulting in support packages that fail to meet actual needs.

Assessment processes should:

recognise progressive neurological declines in function and fatigue
include consideration of lifelong disability

involve assessors with appropriate post-polio clinical understanding
allow for timely reassessment when needs change.

. Limited Access to Allied Health and Specialist Supports

Polio survivors often require ongoing access to specialised allied health services to
maintain independence, slow deterioration, and reduce hospitalisation risk. ldeally,
and at a minimum, specialised allied health providers and services should be post-
polio aware.

The allied health and specialist care team should include:
physiotherapy

occupational therapy

orthotic services

respiratory support

counselling services

dietary consultations

rehabilitation services

mobility and falls prevention support

speech pathology and swallowing management.

Access to these services is often inconsistent, unaffordable, or insufficient under
current arrangements.

Polio Australia supports increased access to multidisciplinary allied health supports,
including orthotic services, under the Support at Home program.

. Delays in Equipment and Home Modifications

Many of those with post-polio conditions rely on mobility aids, assistive technology,
and home modifications to remain safe and independent at home.

Delays in accessing:
e wheelchairs
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limb and trunk braces
limb orthotics for mobility
bathroom modifications
ramps and rails
respiratory equipment

can lead to preventable falls, injuries, hospital admissions, and a premature entry
into residential aged care.

Equipment and modification pathways must be timely, affordable, and responsive to
progressing needs.

. Financial Burden and Out-of-Pocket Costs

Many people affected by polio face substantial out-of-pocket expenses associated
with managing their health, including:
¢ allied health appointments
assistive technology
lower leg orthotics
home modifications
transport
private support services.

People ageing with post-polio conditions are often required to self-fund essential
supports due to gaps in available services or lengthy waiting periods.

The Support at Home program should minimise financial barriers and ensure the
highest proportion of funding is directed toward essential care and supports.

. Supporting Independence and Ageing at Home

Most people affected by polio wish to remain living safely and independently within
their own homes and communities for as long as possible.

To achieve this, support systems must be:
o flexible
e person-centred
e responsive to progressing needs
e focused on prevention and early intervention.

A system that fails to provide timely support may contribute to avoidable health
decline, carer burnout, social isolation, and earlier admission into residential aged
care. These are both real and avoidable risks faced by those living with post-polio.

Case Study — Funding Gap for Essential Orthotic Equipment

A Western Australian polio survivor who contracted polio at the age of 13, relies on a
custom-made KAFO (knee-ankle-foot orthosis) to remain mobile, safe and independent.
For many years, her orthosis was funded through Western Australia's Community Aids and
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Equipment Program (CAPE), with her most recent replacement jointly funded by CAPE
and her Level 4 Home Care Package.

Since the transition to the Support at Home Program, she has been advised that she has a
lifetime Assistive Technology allocation of $15,000, much of which has already been used
for essential items including an electric bed and lift chair. However, she has also been told
that replacement KAFOs - costing more than $6,000 and typically required every three
years - are not funded under Support at Home. This has left her and her family uncertain
about where funding for this essential mobility equipment will come from.

Her experience highlights a significant gap in the Aged Care System, where older
Australians living with lifelong disabilities such as late effects of polio risk losing access to
essential assistive technology because funding responsibilities between health and aged
care programs are unclear.

Recommendations

Polio Australia recommends that the Support at Home program:

1. Recognise late effects of polio and post-polio syndrome as lifelong neurological
conditions requiring specialised and ongoing support.

2. Increase awareness and education among assessors, providers, and support
workers regarding late effects of polio and post-polio syndrome.

3. Ensure assessment processes reflect sensitive or unstable symptoms, fatigue,
mobility limitations, and complex support needs.

4. Improve access to specialised allied health, rehabilitation, respiratory, and mobility
support services.

5. Provide timely access to assistive technology, orthotics, equipment, and home
modifications.

6. Reduce financial barriers and minimise excessive administration and provider fees.

7. Deliver flexible, person-centred supports that enable people affected by polio to
remain safely and independently at home.

Conclusion

Polio Australia appreciates the opportunity to contribute to this Inquiry.

The experiences of polio survivors highlight the importance of a Support at Home system
that recognises lifelong disability, unstable symptomatology, and the value of early,
appropriate, and flexible support.

We encourage the Committee to ensure the voices and experiences of polio survivors are
considered as part of the future design and implementation of Aged Care reform in

Australia.

Polio Australia would welcome the opportunity to provide further information to the
Committee if required.
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