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Campaigning for full implementation
of New Zealand'’s Rare Disorders

Strategy

Supporting the development of the Rare Disorders Strategy (commissioned by the
Minister of Health in mid-2022) has been a central focus for Rare Disorders NZ. We
regularly communicated with the Strategy development team at Manatt Hauora |
Ministry of Health, providing input and feedback throughout the process.

We strongly advocated for both Manatd Hauora | Ministry of Health and Te Aka Whai
Ora | Mdori Health Authority to engage directly with the rare disorder community to
ensure the Strategy would be informed by lived experience.

The engagement approach Te Aka Whai Ora |
Mdaori Health Authority took was exemplary for
the way in which whanau M&ori were
approached and able to provide their
reflections and input.

While a similar process for the wider rare
disorder community did not happen, Manatu
Hauora | Ministry of Health, through our
insistence and with our help, actuated
webinars with the patient community,
support group leads and experts as a way to
collect their input to feed into the Strategy.

During the development of the Strategy we
pushed in particular for the inclusion of the
following four key implementable actions:
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Recognition of RDNZ as a
key enabler for the
Strategy’s
implementation

Action #1

Establishment of a
Rare and
Undiagnosed
Disorders Centre of
Expertise

“I just want to say that I'm really
impressed with the MOH's
engagement with the Rare
Disease community on this
strategy - that no doubt is due to
the hard work from the Rare
Disorders team. | was also
involved in the Women's Health
Strategy and there wasn't any
opportunity to give feedback
once the document was drafted
which really was a shame - |
think it would have been a lot
stronger had they followed this
process.”

Webinar feedback from support group lead
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Action #3

Incorporation of coding
of rare disorders in the
nationwide Electronic

Medical Record and
other data sets

Action #4

Establishment of a
single barrier-free
pathway to rare
disorder medicines

As we wait for the final Rare Disorders Strategy to be released in July 2024, we are
preparing to shift our focus to ensuring the Strategy is implemented without delay.
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STRENGTHENING 4\12
RDNZ'S PRESENCE

AS THE COLLECTIVE fomed colecte
VOICE FOR RARE

DISORDERS IN NZ . 33,5k+

We currently have 164 rare disorder support
groups under the rare disorder collective, support group reach
representing over 1,600 different rare disorders.

discuss advocacy priorities. We support the

groups to make submissions on policy

proposals, and we can help facilitate meetings submissions on policy
for them with government agencies. proposals

We regularly host meetings with the groups to
11

Spotlight

In late 2023 we conducted our biennial survey on living with a rare disorder in Aotearoa
New Zealand.

We collected a total of 1,076 responses, making it the largest-ever survey of consumer-
reported outcomes for people with rare disorders in New Zealand. We also achieved a
400% increased in participation from Madori.

The overall results painted a similar picture to previous survey results, indicating little
improvement in public health and social service delivery for people living with a rare

disorder.
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61% of people with a rare 58% took longer than 1year to Around half of respondents felt that
disorder were misdiagnosed get a diagnosis organising care was difficult to
at least once before the final manage.

diagnosis was confirmed.





















