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Long Covid Support

AOTEAROA

Those of us who became sick from the first small wave of Where to go for help
Covid-19 to hit Aotearoa in early 2020 were still unwell by o Visit FAQs

August 2020. We were desperate for answers, and began to
connect via a Facebook group that became Long Covid
Support Aotearoa (LCSA). e Long Covid Symptoms

e About Long Covid

The beginning of the LCSA website | Te timatanga o te o Contact us
paetukutuku LCSA

In May 2023, LCSA expanded from the Facebook RopuU | group and
launched this website. It aims to provide a central repository of information
from patients. It's written by patients, for patients, and fact-checked by
medical professionals. We continuously update the site with new research
and findings. Readers can expect to hear empathetic voices, distilled
through input from the broader support group. People have explained their
individual experiences with the many and varied symptoms, including

diagnosis and management.

You are not alone | Kahore koe e mokemoke

The Ropu | group had the comforting tagline of “You are not alone”. In that

spirit, a small number of us started sharing our stories of Covid-19's lingering

impact on our health. The group’s numbers rose as more people caught the *
virus and didn't return to their former levels of health. For some, it triggered

autoimmune issues or made pre-existing conditions flare up. For many, it

unearthed inequities in healthcare access and exposed gaps in how NZ's

medical system diagnoses and treats chronic conditions.

The early stages | Nga taumata tomua

In the first two years, our RopU | group only had a small number of people.

This made it more difficult to get authorities or medical professionals to see

or hear us. It became clear that little to no help was available. Many of us

experienced gaslighting, where medical professionals didn't believe us; they

said we were experiencing a psychological condition, not a physiological

one. Whanau and friends struggled to relate to our experiences, which only D I'm not a robot
heightened our feeling of isolation. Many of us were pushed out of the
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workforce, as we became unable to carry out activities at normal levels.
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Walking their dog along the beach is an impossibie activity for many Long Covidians. Photograph:
Lotte Hawley

As more waves of Covid-19 swept through Aotearoa, we saw a sharp
increase in Kowheori Roa | Long Covid numbers. Many thousands of people
sought out the Tautoko | support of those with similar lived experiences.
Our Ropu | group provided crucial empathy and compassion about living
with Long_Covid to the ‘newly diagnosed'. Not everyone had an official
diagnosis, but many had realised their symptoms and exposure matched
others’ experiences of Long Covid. Often, people felt scared and didn't know
what to expect or who to turn to.

We have come a long way in the understanding and acceptance of Long
Covid within our health system. And not a moment too soon: this illness
affects an estimated 10-20% of people who catch Covid-19. But the
combination of pressure on our medical community and the lack of
diagnostic tools has meant that while individuals may now receive a formal
diagnosis, it comes with little to no treatment plan.

Why did we create Long Covid Support Aotearoa? | He
aha matou i whakati ai i a Long Covid Support Aotearoa?

The Ropu | group aims to fill the void this situation can create. By pooling
our resources and knitting our stories together, we have been able to
identify common themes and experiences. We know about pathways to
recommmend that a patient consider, treatments to try and advice to best
heed. While everyone has a slightly different experience, and a person'’s
lifestyle and life stage also affects recovery, this information from other
patients can be validating and empowering.

Tl pport group has been patient-led since its inception.
éeers from the medical community provide vital supp’ ,
fighting disinformation and keeping our members safe.

If a problem shared is a problem halved, then the Tautoko | support Ropu |
group acts as a vital lifeline for patients. We may not have all the cures or
know how to make the disease disappear magically, but we can offer a safe
space, free from fear, judgement and ridicule. Newly joined members echo
this sentiment, saying how relieved they feel to have found out about Long
Covid Support Aotearoa. Knowing people suffering similar issues can go a
long way towards combating the stigma, minimisation and gaslighting
many suffer.

Conditions for joining the LCSA support group

There are only a few specific conditions for joining_the Facebook

¢ be based in Aotearoa, New Zealand (or be a NZ citizen off-shore)

¢ have developed Kowheori Roa | Long Covid as a result of the
virus itself, though they don't need to have a medical diagnosis

e agree to the rules of engagement, which are provided when
people join the Facebook group.
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Long Covid Support Aotearoa (LCSA)

LCSA is a non-profit organisation led by a large Ropu | group of

volunteers. We have secured sponsorship, which has enabled the

ROpU | group to fairly pay individuals who provide professional

services to us, and to pay for technology to run the support group.
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Advice for GPs and healthcare
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Symptoms

All Symptoms

Fatigue

Brain fog

Dizziness

Post Exertional Malaise (PEM)
Gut disturbance

Migraines and headaches
Depression

Loss of Taste

DISCLAIMER: THIS WEBSITE DOES NOT PROVIDE MEDICAL ADVICE
Content shared on this website is for informational purposes only. It should not be taken as a substitute for professional medical
advice. Always seek the advice of a qualified healthcare professional regarding a medical condition, diagnosis or possible treatments.
Long Covid Support Aotearoa is not liable for risks associated with using or acting upon the information provided on this website.


https://longcovidsupport.co.nz/gp2024-conference-presentation/
https://longcovidsupport.co.nz/living-with-long-covid/
https://longcovidsupport.co.nz/
https://longcovidsupport.co.nz/about-the-group/
https://longcovidsupport.co.nz/living-with-long-covid/
https://longcovidsupport.co.nz/faqs/
https://longcovidsupport.co.nz/news/
https://longcovidsupport.co.nz/resources/
https://longcovidsupport.co.nz/contact/
https://longcovidsupport.co.nz/support/health-quiz/
https://longcovidsupport.co.nz/support/
https://longcovidsupport.co.nz/support/accessing-support/
https://longcovidsupport.co.nz/support/accessing-support/supporting-whanau-and-friends/
https://longcovidsupport.co.nz/support/accessing-support/supporting-whanau-and-friends/
https://longcovidsupport.co.nz/support/accessing-support/supporting-whanau-and-friends/
https://longcovidsupport.co.nz/support/accessing-support/supporting-whanau-and-friends/
https://longcovidsupport.co.nz/support/accessing-support/for-employers-and-employees/
https://longcovidsupport.co.nz/support/advice-for-gps-and-healthcare-providers/
https://longcovidsupport.co.nz/support/advice-for-gps-and-healthcare-providers/
https://longcovidsupport.co.nz/support/symptoms/
https://longcovidsupport.co.nz/support/symptoms/fatigue/
https://longcovidsupport.co.nz/support/symptoms/brain-fog/
https://longcovidsupport.co.nz/support/symptoms/dizziness/
https://longcovidsupport.co.nz/support/symptoms/pem/
https://longcovidsupport.co.nz/support/symptoms/gut-disturbance/
https://longcovidsupport.co.nz/support/symptoms/migraines-and-headaches/
https://longcovidsupport.co.nz/support/symptoms/depression/
https://longcovidsupport.co.nz/support/symptoms/loss-of-taste/
https://longcovidsupport.co.nz/contact/
https://longcovidsupport.co.nz/legals/
https://longcovidsupport.co.nz/registry/
https://www.facebook.com/longcovidsupportaotearoa/
https://www.facebook.com/longcovidsupportaotearoa/
https://www.instagram.com/longcovidsupportaotearoa/
https://www.instagram.com/longcovidsupportaotearoa/
https://tiktok.com/@longcovidsupportaotearoa
https://tiktok.com/@longcovidsupportaotearoa
https://www.linkedin.com/company/long-covid-support-aotearoa/
https://www.linkedin.com/company/long-covid-support-aotearoa/
https://twitter.com/lcsaotearoa
https://twitter.com/lcsaotearoa
https://longcovidsupport.co.nz/
Greta Balfour
Highlight
PROUDLY SUPPORTED BY

Greta Balfour
Highlight
PRO

Greta Balfour
Highlight


