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My Long Covid experience: 

• I had a mild case of Covid in March 2020.  This 
led to Long Covid for 8 months 

• Strong neurological impact: dizziness, fever,  
brain pulsatgions, memory decline, loss of smell 
and taste 

• During this time I began my Long Covid 
advocacy:
• Founded NZ Long Covid Facebook Group
• Media interviews
• Published articles
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31% of all claimants suffered from 
Long Covid 

40% returned to work within 60 
days of infection but still received 
medical treatment

18% had still not returned to work 
one year after being infected 

¾ of these claimants were under 60 
years old 
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PATIENT

Website Info Portal
- Patient
- Doctors
- Wh?nau

- Employers
- Community

Support Group
- Peer to peer

- volunteer moderators
- expert volunteers

- admin resources on 
Slack / Google

- guided by manifesto

Omni-channel
- Social content across Tik Tok / 

Twitter / IG / FB / Reddit
- Paid and volunteer moderators

- Content calendar
- Comms strategy for awareness / 

mitigation

LC Patient Registry
- Self reported or doctor 

referred
- Continuous surveying in key 
areas to understand impact

- Core prevalence 
measurement focus

Primary 
Care 

Community / 
hospital

Primary 
Care
GP

Other community 
initiatives

Maraes Iwi Churches Schools Workplaces Charities

Specialists

LC Case Manager
(Telehealth)

- Initial and ongoing needs based 
assessment

- Continuity of care coordination
- First line non-emergency health support

- Referrals to other support / care

LC Clinics
(TBC locations)

- Specialists, diagnostics & treatments
-  Recommendations for support

University 
Research

Currently 22 funded projects:
- Biodmedical 

- Health Delivery recommendations
- LC kids

- Mental health
- ME/ CFS impact & correlation

- Ventilation requirements
- Vaccine programme performance

- Vaccine messaging impact
- Vaccine effectiveness

- Vaccine distribution & uptake
- Vaccine outcomes 
- Aged care impacts

- M?ori & Pasifika impacts
- Cohort tracking (Waikato & BOP)
- M?ori vaccine clinic effectiveness

- WHO post marking
- SHIVERS

- Contract tracing effectiveness

Long Covid Collective
- Collaboration researchers, 

clinicians, experts and 
patients
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LCSA content 

-Help guides “by patients for patients” 
- Support links
- Resources
- Donations
- Surveys to complete
- Research to join
- Contacts
- Want to know how to help a patient? GP section
- Tools for the workplace
- Tips for whanau
- Privacy / terms / consent / unsubs / opt in
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The registry will be housed on the 
website

This will help us gain an understanding 
of the prevalance of Long Covid

Health survey  ß LCSA website à Registry

“Stand up and be counted” 
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“I felt like I was in free fall, desperately reaching for something to 

slow my descent, but with my hands grasping at thin air. One by one, 

I said goodbye to the pieces of my old life — coursework, exercise, 

time with friends, my ability to live independently — until all that 

was left was spending almost all day and night horizontal, 

occasionally sitting up for food or drink, or standing to walk to the 

bathroom. It’s hard to appreciate how much energy breathing takes 

until you’ve experienced the bone-deep fatigue that makes you 

acutely aware of the effort to expand your ribcage for each breath.” 



•

• The LCSA website will be 
a place where we will 
continually collect 
information and aim to 
inform policy and patients

• The website will be a vital 
source of education and 
support that can be 
accessed by all for the 
ongoing impact of Covid-
19 in the workforce. 

•

IN SUMMARY 

•

• The LCSA website will be 
a place where we will 
continually collect 
information and aim to 
inform policy and patients

• This will be a vital source 
of education and support 
as we learn to live with 
Covid and employees 
have to manage the long 
term implications of 
Covid in the workplace

•


