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Neurological Alliance NZ submission on the Draft Carers’ Strategy Action Plan

Thank you for the opportunity to make a submission on the draft Carers’ Strategy
Action Plan discussion document.

| am Chair of the Neurological Alliance of NZ' (the Alliance), an umbrella
organisation established 25 years ago that represents twenty non-government
organisations that work to support people (and their families) with a wide range of
neurological conditions including Alzheimer's and other Dementia, Stroke,
Parkinsons, Epilepsy, Brain Tumours and Rare Disorders to name a few.

The wellbeing of carers is very important to the Alliance. Many people with
neurological conditions will at some point in their journey be supported by informal
care provided at home by family and friends. As their caring roles are often long-
term or lifelong, carers face increased risks of burnout, financial hardship, reduced
workforce participation, and poorer health outcomes.

With a growing and ageing population and the trend towards a younger age of onset
from some conditions (such as Alzheimers and other Dementia and Stroke), the
prevalence of neurological conditions is increasing. It is estimated that 1 in 3 of us
will be affected by a neurological condition in our lifetime. This ultimately means
increased pressure on carers seeking to look after their loved ones while navigated
stretched health and community services. This discussion document is therefore
very timely. Responses to some of your guiding questions are provided overleaf.
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What do you think about the change to a ‘rolling’ Action Plan to improve
outcomes for carers over the short- and long-term?

The Alliance acknowledges that a rolling action plan is a pragmatic response in the
short term with the election pending in 2026 and the changeable political and policy
environment. We urge caution with a rolling strategy in the longer term, to ensure
that traction and momentum is maintained through the ‘white noise’ of political
change.

Do you think the set of immediate deliverables are an appropriate first step
towards achieving the Action Plan outcomes? How could we make these more
effective for you?

Yes, albeit they are modest first steps only and the draft strategy action plan lacks
ambition. This is demonstrated by passive language including words like “Consider
how”, “Explore”, “Establish a national picture”, “map out” and “develop”. Given this is
the fourth iteration of the Mahi Aroha strategy we expect Government to move
beyond information gathering activities, to specific and measurable actions to deliver

on the outcomes articulated on page 9.

The deliverables would be more effective for the Alliance if the needs of carers of
people with neurological conditions were specifically identified and incorporated into
the actions. As mentioned earlier an estimated 1 in 3 New Zealanders will be
affected by a neurological condition in their lifetime.

A carers’ strategy should recognize that many carers of people with neurological
conditions face long-term caring obligations, often lasting years or decades. This
directly undermines the personal health, wellbeing and financial security of carers
and their families. Moreover, an inflexible disability system means that many people
with neurological conditions are ineligible for disability support services which places
greater responsibility on carers.

How can government work with communities to implement the Action Plan in
the short, medium and long term?

We recommend ongoing engagement with a wide range of carers to develop directly
relevant actions that are implemented, measurable, and make a difference to their
lives.

People with lived experience of caring are best placed to identify their needs. Many
NGOs have consumer groups that can provide guidance and input. Establish long
term relationships with these consumer groups to build trust. Provide opportunities
for co-design of services and pay carers for their time and expertise.

Regular progress updates to the NGO sector which provides community-based
support services is important. This sector makes a significant contribution to
improving the lives of people with neurological (and other long-term) conditions. Our
work enables people to live independently at home for longer, taking pressure off



stretched hospital-based services. We can partner with government agencies to
maximise the impact of the Action Plan.

Home based community services are chronically underfunded which impacts the
support available for people with neurological conditions and their whanau/carers.
Flexible and long-term funding is needed, with consideration given to the increasing
prevalence of neurological conditions as the population ages.

Is there anything else that agencies should consider when implementing
current actions to ensure what is delivered meets the needs of family, whanau,
aiga, and individual carers?

We urge the Ministry of Social Development to work across Government on policies
and reviews likely to impact the wellbeing of people living at home who need
support, as these decisions impact on carers.

Agencies need to be better connected — in particular HNZ/DSS and MSD, so they
can offer a seamless service for carers.

Please work with your counterparts to implement:

e recommendations from the Disability Support Services Review,

e priorities in the refreshed Disability Strategy,

e impending Government response to the Health Committee’s report on the
Enquiry into the Aged Care Sector's Current and Future Capacity to Provide
Support Services for People Experiencing Neurological Cognitive Disorders.

It is also important that the Carers Strategy Action Plan aligns with the emerging
work of the Aged Care Advisory Group established in December 2025 to provide
Minister Costello expert advice on long-term reform of the aged care system.

Many of these actions are intended to form the basis for future actions. What
should we consider as we review and form future actions?

Ensure that you evaluate the reach and impact of interventions on the communities
which are commonly underserved. For example, carers in rural communities and
carers in ethnic groups with poor health outcomes.

Embed equity and Te Tiriti o Waitangi across all actions in the Carers’ Strategy Action
Plan. This should include co-design with Maori, ensuring culturally grounded models
of care and increased access to kaupapa Maori carer/whanau support.

Consider the urgency and impact of some actions over others. For example,
improving access to respite care is more important than a carers national
appreciation day, which is nice but doesn’t provide relief for exhausted carers.

Do not get stuck in actions to identify the perfect picture/stocktake/options. Use the
wealth of information that already exists to speed up implementation.



Consider how the carers action plan will fit with the outcome of other strategies and
reviews such as those mentioned above.

Concluding comment

Several of our members are also part of the Carers Alliance and may be making their
own submissions.

The Alliance supports the intent of the Draft Carers’ Strategy Action Plan to better
recognise, value, and support Aotearoa’s carers. We welcome the immediate
deliverables and look forward to seeing longer term actions develop.

Nga mihi nui

Rich Easton (Chair)
Neurological Alliance

C.c. Jo Lambert (Deputy Chair)



