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It’s  
not rare  
to have  
a rare  
disorder. 
In Aotearoa, more than 300,000 people live with one of more than 
6,000 rare disorders - that’s similar to the population of Wellington.

As it stands in New Zealand, people living with rare disorders are being neglected in 
our healthcare system. Unlike most OECD countries, we don’t have a rare disorder 
strategy.

Imagine if the entire population of Wellington didn’t have a voice. Their city council is 
taken away, with no strategy for the city to operate. Hard to imagine, right?

Now imagine living with a rare disorder, navigating New Zealand’s healthcare system, 
and facing this level of systemic neglect. You may have even faced this first-hand, and 
if you haven’t, you probably know someone who has.

Rare Disorders Month is a chance for Aotearoa to rally together and call for urgency in 
the health reform the rare disorder community has been promised. 

It’s time to glow up and show up for the hundreds of thousands of New Zealanders 
who are being left in the dark. It’s time to do right by rare. 

Glow up and Show up for Rare is all about shining a light on the urgent need for action 
for the rare disorders community. The Government promised action for this group 
of New Zealanders - now they need to do right by them. Together we can bring rare 
disorders out of the darkness, and into the light.

You can get involved by glowing up in high vis colour to highlight the need for action, 
and show up by getting involved in events and activities. 

Visit raredisorders.org.nz, or follow @RareDisordersNZ on Facebook, Instagram, 
LinkedIn and Twitter to see more on how to get involved. If you’re part of a rare 
disorder community, engage with your support group to find out more.


