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INTRODUCTION 
This document provides evidence of our reach and the impact of our services for the year ended 31st 
August 2024, unless otherwise indicated. The companion document ‘Introduction to Services and 
Community Needs’ describes our services and the needs these services are responding to. 

TESTIMONIES 

Marissa, 48, Christchurch 

 

Since joining MECFS Canterbury, I have received support that is not available anywhere 

else. The nurses are fantastic with their knowledge about ME/CFS, it’s symptoms, 

associated conditions, the impact that ME/CFS has on daily living and quality of life, and 

also the various resources available, both within and outside the group.  

Personally, I struggled for many years since diagnoses, with isolation, lack of support, 

and a lack of faith that the current health system could assist me in any way. My life was 

very simply a minimal existence.   

Generally, I would have one day a fortnight, where I would carefully manage to get my 

grocery shopping done. Mostly, if something could be done online, that would be my 

only way of achieving it. Each day, I was restricted to my home, with little to no activity. I 

was unable to physically manage food prep, housework, and personal hygiene. General 

contact with the outside world was only ever online or watched on tv. I rarely had the 

energy to leave my home. I often experienced low mood due to my incredibly restricted 

living conditions and medical status.   

I had repeatedly requested additional support referrals from my GP, only to be told that 

there was nothing available due to being under 65years and the diagnosed conditions 

not qualifying for DHB funding.  

Since joining the group, the nurse has made several home visits, assessing my individual 

needs, and providing support and referrals to outside agencies such as Home Support for 

Domestic and Shower Assistance, Peer Support, and Occupational Therapy. I am now 

receiving support and have access to the resources I had not known were available.  

This has had a huge impact on my quality of life. I am now able to do my own grocery 

shopping weekly. I am able to participate in external activities such as lunch with friends, 

and trips to my local library weekly. My quality and frequency of eating has improved to 

more than once a day, and is no longer pre-packaged frozen meals, or easy to assemble 

type foods. My home is now safe for me to move around in – and I have noticed an 

improvement in my general mental health/wellbeing.  

MECFS Canterbury has provided resources and support, where no other options are 

available. Please support the work of MECFS Canterbury, as they provide critical support, 

advocacy and education that is making a significant difference in people’s lives. 
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Sue, 64, Christchurch 

 

Noeline, 80, Christchurch 

 

Anonymous 

Some days I can barely walk, barely talk, or barely think.   

I have had ME/CFS for over 30 years which has been a long, lonely, life changing struggle. 

Unable to work, I have lived below the poverty line for most of my adult life. Many years 

were spent confined to bed with no assistance.   

I am now 50% well which is probably as good as it gets. I am not able to participate and 

enjoy so much of life that most take for granted.   

I am now looking at mobility aids and rely on MECFS Canterbury to help me with this process. 

Without them I just wouldn't bother as I am so weary of having to be my own advocate in a 

system where I am not recognized. It's just too hard. We need to be acknowledged and 

supported.  

Please support MECFS Canterbury, so that they can support people like me. No one else does.   

When I first consulted a doctor [decades ago] about my low energy, she didn’t enquire about 

my medical history but simply asked how my mood was. I told her my mood was alright, but 

my lack of energy concerned me. This happened more than once. She prescribed an 

antidepressant. 

… 

Some months ago, I felt that I was spiralling downhill in strength and health. It was a blessing 

for me when Holly, our resident liaison, contacted MECFS Canterbury about my situation. The 

result was a visit from the Nurse. I’ve never before experienced the understanding and 

empathy that she has given me. For the first time in my life, I have felt validated—something 

I’ve never before felt with any doctor.   

I conclude with sincere thanks for the important work of MECFS Canterbury.   

I love this organisation, so caring and respectful and everything that they do, and always looking 

to progress forward. 



4 

 

 

Claire, 50, West Coast 

 

Anonymous 

 

Hi everyone, I just wanted to stop by and say a big massive thank you to ME/CFS 

Canterbury for the amazing support they have shown me in the past couple of months.  

[The Manager and a Nurse]… held a meeting here in Greymouth for the first time a 

couple of months ago. I nearly didn't go - it was raining and having no car meant I had to 

use my push-scooter to get there. I put my coat on and then changed my mind about 

going and took it off again. Plus if I'm honest I kinda thought "meh! what's the point". But 

I gave myself a kick up the bum, put my coat on and made my way there.  

There must have been 10 other people there and never having heard any stories like 

mine, I was a bit overwhelmed with it.  

I signed up and requested an appointment with one of the nurses to do an assessment as 

I already had a diagnosis of fibromyalgia, but my symptoms seemed to fit better with ME, 

so I wanted to explore this.  

The nurse was amazing! We did a phone consult and she sent her findings to my doctor... 

Who, once she received them, confirmed that yes, I "undoubtedly" have ME.  

The relief! It's really hard to explain how validating it is when someone is finally able to 

see each of your symptoms as one part of a whole picture rather than each thing in 

isolation from the other.  For years I've been trying to be seen by doctors... years! I've 

been put on the too hard pile, been told I was just depressed, told that I need to get a job 

to 'take my mind off things', told that if I don't try new pills, then what can they do? Told 

that I need counselling, a hobby, more exercise.  

My new doctor has said yes, I have ME and Fibro and has signed a 2 year medical 

certificate.  

…[The Work and Income Advocate] then got on the case when MSD chose to re-grant 

jobseekers rather than Supported Living Payments. One polite and to-the-point email 

from Rose-elle and suddenly MSD had granted SLP…  

…I'm so, so happy that all of you at ME/CFS Canterbury do what you do and that you're 

there for us. 💜💜 

If I hadn't met with the Nurse who validated my experience of my chronic illness and advocated 

for me with my GP to obtain a diagnosis, I would not be here. Life had got too hard. 
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Anne and Wayne, parents of severely unwell young adult, Christchurch 

 

It is hard to put into words how grateful we are for the support that has been shown to us 

from MECFS Canterbury.   

At the beginning of our journey with ME we found it so hard to find reliable information, 

but more importantly, support from health professionals. We and our daughter (who 

developed ME post COVID) struggled to get support from her GP who knew very little 

about ME and admitted she did not have the time to research. She did not know what 

support was available to us in the community.   

We felt like we were floundering until we met the nurse from MECFS Canterbury. We wish 

we had met her earlier. We only found out about the nursing service through a friend who 

had ME.   

…[The nurse] has been unwavering in her support of us. She has helped us navigate the 

health system, informing our GP of appropriate services to refer us to. Even though I, 

myself, am a nurse, navigating the health system proved to be extremely difficult. She 

also provided us with information re benefits and what our daughter was entitled to 

apply for.  

It has been a very steep learning curve for us, looking after our daughter who had an 

illness no one seemed to know anything about, including us, as well as navigating the 

health system and dealing with work and income, was overwhelming. The nurse also 

helped advocate for our daughter when she [our daughter] needed help from her GP but 

was unable to attend an appointment either in person, or via video or phone. She kept in 

touch with us on a weekly basis which was such a support when our daughter was so 

unwell.  

As our daughter deteriorated to the point she needed to be admitted to hospital, the 

nurse was again available to help us navigate and advocate for our daughter when 

dealing with health professionals who again, did not know much about ME/CFS.   

The nurse went above and beyond in her support for us, including visiting us at the end of 

a long workday, being available to the medical staff on her days off, at the very start of 

the hospital journey. Having the second part time nurse at MECFS Canterbury come on 

board as well has been a huge relief, knowing there is always someone available to call 

on, rather than just certain days of the week.  

The nursing service provided by MECFS has been invaluable.   

Resources available from MECFS Canterbury including online support groups, books, loan 

of equipment, and reliable best practice information has also been invaluable.   
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POPULATION IMPACTED 

Population affected by ME/CFS and Long Covid post-viral fatigue  

Using conservative estimates based on international research, we estimate that there are 2,814 
people in our region living with ME/CFS, and 33,077 living with Long Covid.  

Region /Council: Population 
2023* 

% of our 
region 

Estimate of People 

with ME/CFS# 

Estimate of People 

with Long Covid## 

North Canterbury Region 87,030 12.4% 348 4,093 

Kaikoura District 4,230 0.6% 17 199 

Hurunui District 13,800 2.0% 55 649 

Waimakariri District 69,000 9.8% 276 3,245   
 

 
 

Christchurch City 396,200 56.3% 1,585 18,635 

  
 

 
 

 

Mid Canterbury Region 118,100 16.8% 472 5,555 

Ashburton District 36,800 5.2% 147 1,731 

Selwyn District 81,300 11.6% 325 3,824 

  
 

 
 

 

South Canterbury Region 63,375 9.0% 254 2,981 

Mackenzie District 5,690 0.8% 23 268 

Timaru District 48,900 7.0% 196 2,300 

Waimate District 8,400 1.2% 34 395 

Waitaki District - 25% of 6,075 0.9% 24 286 

  
 

 
 

 

Total for Canterbury 670,395 95.3% 2,682 31,532   
 

 
 

West Coast Region 32,860 4.7% 132 455 

Buller District 9,670 1.4% 39 670 

Grey District 14,250 2.0% 57 420 

Westland District 8,940 1.3% 36 1,545   
 

 
 

Total for our regions 703,255 100.00% 2,814 33,077 

     

Number of children (<19)  0.05% 384 - 

     

New Zealand 5,223,100  20,892 245,665 

*Population sourced from NZ Statistics 2023 estimate. 
#Estimated of People with ME/CFS based on international conservative estimate of 0.4% of population. 
## Estimated number of People with Long Covid post-viral fatigue based on 4.7% of population.  
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Population comparison with other Neurological conditions  

 ME/CFS Multiple 
Sclerosis 

Dementia 

Estimated prevalence rate (per 1,000) 4 1 13 

Estimated people in our region 2,814 703 9,142 

Health Related Quality of Life index* 0.47 0.67 - 

*HRQOL: General population 0.85; Breast cancer 0.75; Depression 0.62 

General Impacts of Severity 

704 25% are severely unwell and bed bound. 

2,111 75% cannot work or attend school. 

 

Available Clinical Expertise in Region 

0 General Practitioners and Physicians in our region specialising in ME/CFS  
Who follow current research and management protocols for ME/CFS and are willing 
to see people with ME/CFS. 

 

The resulting patient experience… 

Funding per Person  

A rudimentary measure of the support in place, based on our operating expenditure for the year. 

$184,601 Total expenditure for the estimated 2,814 people in our region with ME/CFS, plus 
those with Long Covid. Sourced from Gaming Trusts, Charitable Trusts, Community 
Foundations, and donations.  

$66 Per person in our region with ME/CFS.  $5 per person including Long Covid. 

$0 Provided by Health NZ funding 

"Most GPs just don’t 

know what to do  

with me.” 

“I could have benefitted greatly  

if I had been diagnosed 10 years ago  

and I had known not to exercise.” 

“In my experience, some of the doctors have just been a little bit too reluctant to 

investigate an ME/CFS diagnosis as a possibility. I had to seek help from MECFS 

Canterbury on my own, after 2 years of being bounced around Doctors.” 
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OUR COMMUNITY 

Our Reach 

We are connecting with more people with ME/CFS and Long Covid every year, as they find us.  

However, to connect with the remaining people with ME/CFS and Long Covid in our region who would 
benefit from our support, we need to increase funding and capacity.  

 Key Count 
at 31/08/24 

Count 
at 31/08/22 

Increase since 
31/08/22 

Increase since 
31/08/19 

Registered Members  420 190 121% 624% 

Online Facebook Forum  456 264 73% 542% 

Facebook Page Followers  593 364 63% 940% 

  

 

 

 

 

 

 

 

 

 

 

 

 

In addition, we also have: 

123 Followers of our Instagram Profile that we created in January 2023.  

683 Subscribers of our YouTube channel where we share recordings of our 
educational presentations. 

3,000+ Visitors to our website. 

73 Members who state they have Long Covid. 
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Our Team 

In 2020, we had one paid staff member working 15 hours each week. At the end of the last financial 
year, we employed staff for 55 hours per week (1.38FTE).  

 Hours per week 
Registered Nurses 36 

Manager 12 

Work and Income Advocate 5 

Administration Support 2 

Total per week 55 

 

We also have volunteers involved in a variety of tasks including administration, volunteer 
coordination, fundraising and more. 

42 Hours per week worked by volunteers.  
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SERVICE OUTPUTS 

Registered Nurse Service 

The Registered Nurse Service is delivered through home visits, zoom consultations, and other 
interactions to people of all ages. Clinical support enables access to diagnosis, symptom 
management and supports. Clients are discharged from the service when available support has been 
put in place and the client feels able to self-manage.  

 Key Count 
at 31/08/2024 

Count 
at 31/08/2020 

Increase since 
31/08/2020 

Total Clients over the year  240 28 757% 

New Clients during the year  93 28 232% 

Rural Clients  69 3 2200% 

 

 

Also of note, during the year: 

34 Referrals were received from health professionals. 

1,941 Key interactions with clients by our Nurses.  

15 Students were supported at the Southern Regional Health School. 

1,325 Hours of individual support provided by our Nurses.  

2,397 Kilometers travelled by our Nurses to deliver individual support.  
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Feedback received for the Registered Nurse Service 

 

Work and Income Advocacy Service 

Our advocates help individuals and families to access any financial support available from Work and 
Income. 

51 Clients supported to explore the financial support available to them.  
New service introduced in 2023. 

 

Feedback received for the Work and Income Advocacy Service 

 

Volunteer Outreach Service 

We manage a team of volunteers to provide one-off and ongoing practical supports for people with 
ME/CFS.  This service was introduced in 2022 but has been limited by turnover of volunteers involved 
in coordinating the service. 

15 Clients supported by volunteers providing practical supports such as dog 
walking, house cleaning, friendly calling, and gardening.  

 

Feedback received for the Volunteer Outreach Service 

 

  

“It was the first time in 8 years of 

post-viral illness that I spoke with 

a medical professional fluent in 

its management.” 

"It was completely unexpected to have this 

kind of support! To have the nurse come to 

my home and ask all about my experience 

and to connect me with supports.” 

"[The advocate] did a wonderful job at dealing 

with WINZ to transfer me to Supported Living 

Payment. She was just so wonderful and kind.” 

"One polite and to-the-point 

email and suddenly MSD had 

granted the SLP.” 

"I'm grateful for all the help I've 

received. It's made a difficult time 

manageable when I felt I was failing.” 

"The lady who does housework for me 

is amazing. These sorts of things are 

game changers and help SO much.” 



12 

 

Group Support and Education Meetings 

Our group meetings are an important opportunity to hear from expert speakers, to share and discuss 
information, and to enable connections with other people who understand life with a chronic illness. 
People who are unable to attend the educational meetings may watch the recording afterwards. 

13,328 Watches of recordings of the educational sessions on our YouTube channel  
 

 Number of 
Meetings 

Attendance Change from previous year 

Christchurch In-person 10 105  

Rangiora In-person 5 15  

Westport In-person 1 6  

Greymouth In-person 1 15  

Hokitika In-person 1 7  

Online (via zoom) 10 149  

Totals 32 297  

 

Educational topics delivered by subject matter experts over the past two years have included: 

▪ Hyperbaric Oxygen Therapy – Martina van den Heuvel 
▪ A Neuroinflammatory Hypothesis for ME/CFS - Angus MacKay 
▪ Diet and microbiome - Catherine Wall, Dietician 
▪ Introduction to Tai Chi – Jingjing Jackson 
▪ Mindful Self-compassion - Kate Brandram-Adams 
▪ Headaches and their Management – Bridget Ford, Physiotherapist 
▪ Breathing Techniques - Catherine George, Physiotherapist  
▪ Reducing the risk of infections – Ben Harris, Medical Microbiologist  
▪ Living with Fibromyalgia - Dr Bronwyn Thompson, Occupational Therapist 
▪ Analeptic Exercises - Catherine George, Physiotherapist 
▪ Mindfulness - Di Robertson, Psychotherapist 
▪ Finding Resilience - Elizabeth Hamilton, Social Worker 
▪ Online Resources at the CCC Library - Paul Focamp, Librarian 
▪ Gut Health and ME/CFS - Dr Richard Gearry, Gastroenterologist  

Other meetings were social or based around an activity or discussion topic, including: 
▪ Art, Craft and Chill sessions, Working with your Doctor, Tai Chi classes 

Feedback received for the Group Meetings 

“What I find most beneficial by attending In-

person meetings is listening to others on their 

ways to manage fatigue. It is great to know 

that I am not the only one struggling.” 

" I enjoy the meetings 

because we have interesting 

speakers and the friendliness 

is amazing.” 
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Online Peer Support Forum 

Our online peer support group on Facebook provides a supportive environment for people living with 
ME/CFS and Long COVID.  

456 Members of our online support group at 3st August 2024. 
73% increase from 264 people in 2022.  
542% increase from 71 people in 2019. 

 

Feedback received for the private Facebook group 

 

Newsletter 

Our bi-monthly newsletter shares information relevant to living with ME/CFS, highlights recent 
research, and provides organisation and community updates.  

487 Subscribers of our newsletter. 

 

Feedback received for the Newsletter 

 

Library 

We operate a curated library of books and equipment and have an online catalogue. Items can be 
delivered and returned by courier, as is often required by our chronically ill community.  

162 Titles. 
111 titles in 2022.  

Feedback received for the Library 

"This group has taught me  

more in a couple of weeks  

than in over 20yrs of struggle.” 

“Non judgemental, supportive, 

useful info & friendly members.” 

"Interesting info on research,  

library, group activities &  

relevant other input.” 

"I find the recipes very yummy and 

the articles interesting. The 

colouring page is always fun too.” 

“Absolutely brilliant library system…  

Has been a solace through the winter months for me.” 
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Semi-urgent Intervention Fund 

We operate a small Semi-Urgent Intervention Fund to provide supports to people in times of escalated 
need when they have no way to cover the cost themselves. 

13 Clients provided with support for key costs. 

$1,099 Of practical financial support provided including food, GP fees, counselling. 

 

Education 

Several education presentations have been delivered by our team over recent years to raise 
awareness and understanding by health professionals of ME/CFS, for the following organisations: 

▪ Bupa Care Home, Christchurch 
▪ Nurse Maude, Christchurch 
▪ Coast Medical, Westport 
▪ West Coast PHO 
▪ Southern Regional Health School 
▪ Physiotherapy NZ 

Other educational activities included: 

▪ Reviewed updates to the public-facing ME/CFS topic on HealthInfo. 
▪ Publishing a new website to provide information about ME/CFS and our services. 
▪ Published a new ‘Living with ME/CFS’ section on our website. We plan to develop this further. 
▪ Provided feedback on proposed national content of the ME/CFS topic on HealthPathways, the 

clinical advice website provided by Te Whatu Ora.  
▪ Provided research references to the editorial team for Allied Healthways.  
▪ Shared information in the Waka Toa Ora (Health Christchurch) eNewsletter, including the Long 

Covid Support Tool, Know ME series.  
▪ Published an information sheet on Low Dose Naltrexone and Mestinon to assist GPs in 

prescribing for their ME/CFS and Fibromyalgia patients. 
▪ Provided a satchel insert on ME/CFS for participants at GPCME South, the annual conference 

in Christchurch. 

 

Networking and Advocacy  

A highlight this year was the Christchurch City Council illuminating public landmarks in blue for World 
ME Day on 12th May 2024, at our request.    

Representatives of MECFS Canterbury took opportunities to meet with other organisations and 
individuals in the health and social sectors: 

▪ Re-submitted a business case to Te Whatu Ora for service provision funding. This has not 
progress further.  

▪ Invited health professionals who are experts in their field to present for us, both enhancing 
their understanding of ME/CFS and providing informed guidance for our community. 

▪ Facilitated and attended regular networking meetings with other ME/CFS agencies in New 
Zealand, including ANZMES, M.E. Awareness NZ, Complex Chronic Illness Support, and ME 
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Auckland. The meetings have allowed the sharing of information and approaches, as well as 
enabled collaboration on projects such as an awareness campaign for World ME Day, on 12th 
May 2023. 

▪ Attended health sector forums in Christchurch, Timaru, and Greymouth.  
▪ Connected with volunteering organisations in our region and their networks, Disability 

Leadership Canterbury, and the Beneficiary Advisory Service. 
▪ Connected with leaders and staff involved in the shortly lived Long Covid Hub in Christchurch. 
▪ Met with grant advisors and funders, including the Maia Health Foundation. 
▪ Attended Stakeholder events regarding the transformation of the health system held by the 

Ministry of Health, Te Whatu Ora - Waitaha | Health New Zealand and Te Aka Whai Ora | Māori 
Health Authority. 

▪ Corresponded with Members or Parliament, including the Hon Dr Ayesha Verrall, Minister of 
Health, regarding lack of public funding, knowledgeable GPs, and access to supports such as 
home help.  

▪ Held professional memberships with Social Equity and Welfare Network (SEWN), ANZMES, 
Christchurch Community House, Volunteering Canterbury, Mid and South Canterbury 
Volunteering, Exult. 

 

 

PARTNER WITH US 
Thank you for taking the time to learn more about MECFS Canterbury and our service delivery.  

At present MECFS Canterbury receives no funding from the Government to help the organisation 
provide critical services. It requires us to seek funds from trust and foundation grants, individual 
giving, and other fundraising efforts. 

As a result, we operate with a bare minimum of staff, offer skeleton services, and do not reach all of 
the people in our ME/CFS and Long COVID community who we believe would significantly benefit from 
our support.  

Are you in a position to contribute to the difference we are making?  
Please contact Karen Lawton, Board Trustee – Fundraising, via the contact details below…  

Karen Lawton - Board Trustee – Fundraising 
Karen.lawton@mecfscanterbury.nz | 021 143 7764 | 03 3655 887 

mailto:Karen.lawton@mecfscanterbury.nz

