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BACKGROUND ON ME/CFS

What is Myalgic Encephalomyelitis /Chronic Fatigue Syndrome?

Myalgic Encephalomyelitis / Chronic Fatigue Syndrome is a serious long-term, complex, multi-
system illness. It impacts people’s ability to do everyday tasks and affects people of all ages,
ethnicities, and genders.

Researchers have found that people with ME/CFS have an abnormal physiological response to
activity, altered immune function, impaired energy production at a cellular level and changes in gut
bacteria.

People with ME/CFS experience a range of debilitating symptoms and these can be worsened by any
kind of effort or activity. There is a fluctuating spectrum of symptom severity, with many people being
house-bound, and the most severely affected are bed-bound.

Most people with ME/CFS are socially isolated, are unable to work, and do not have access to
adequate financial, home and mobility supports through the welfare and health systems. People with
ME/CEFS live with an illness that has the lowest Health Related Quality of Life index of twenty major
illnesses studied.

A conservative estimate of 2,682 people live with ME/CFS in Canterbury (1 in 250), with 366 of them
being young people and children. The ME/CFS community in the West Coast is estimated at 132.

What is Long COVID?

Some people who have been infected with SARS-CoV-2 find that they have ongoing symptoms
months afterwards. This chronic illness is sometimes referred to as Long COVID, Post-Acute COVID
Syndrome (PACS), or Post-COVID-19 Syndrome.

The symptoms of Long COVID may include:
= organ damage,
= the core symptoms of ME/CFS (including fatigue, post-exertional malaise, brain fog)
= and other concerns.

Long COVID and ME/CFS are both examples of a serious and debilitating condition that can follow
any type of viral infection. Both conditions have some key symptoms in common and there may be a
similar level of fluctuating functional impairment in both.

Some people who have Long COVID can also be diagnosed with post-COVID ME/CFS.

It is estimated that between 5% to 20% of those who have had Covid-19 may go onto develop Long
COVID, and half of those may meet the diagnostic criteria for ME/CFS. This means that 31,352 people
in Canterbury and 1,545 people in West Coast may be functionally impaired by Long COVID.

Key impact percentages
25% are severely unwell and bed bound.
75% cannot work or attend school.
90% of people with ME/CFS ae believed to go undiagnosed.

People with ME/CFS are six times more likely to commit suicide than the general populace.
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INTRODUCING MECFS CANTERBURY

About Us

MECFS Canterbury is a community health and clinical service. Based in Christchurch, we provide
evidence-based, quality services and resources to improve the lives of people affected by ME/CFS
and Long Covid throughout the Canterbury and West Coast regions.

Founded in 1985, we have grown significantly and professionally since 2019. We have clearly
articulated governance and operational practices in place which are aligned with industry standards
and best practice.

Our team now includes five part time staff including a Manager and clinical staff, six trustees on the
Board, and volunteers for various roles.

Previously an Incorporated Society, we transitioned to a Charitable Trust on 1% September 2024, to
better serve our chronically ill community. The Board and Manager work to overcome the challenges
of our limited resourcing. An annual survey asks our community about their experience of our
services and their needs, and this informs our service delivery.

Our Vision - Ta Matou Aronga

That every person with Myalgic Encephalomyelitis /Chronic Fatigue Syndrome (ME/CFS) and Long
COVID in Canterbury and the West Coast lives the best quality of life possible.

Our Mission - Ta Matou Whainga

To improve the wellbeing of people, families and carers affected by ME/CFS and Long COVID by
providing information, validation, clinical support, connection, practical support, and advocacy.

To improve the quality of care available for those affected by ME/CFS and Long COVID by providing
education, direction, and support to health professionals and the wider community.

Our Values - A Matou Uaratanga

Compassion
We show compassion to every person affected by ME/CFS, including family and whanau.

Respect
We foster partnerships based on mutual trust, treat every person with dignity and always maintain
confidentiality.

Equity
We are committed to removing health inequities and barriers.

Patient-centred
We support our community with services and information based on evidence and experience,
assisting each individual to design supports and management protocols that work for them.

Collaboration
We work together constructively and creatively recognising each other’s strengths, and those of other
organisations, to get the best outcomes for our community.

Te Tiriti o Waitangi
We acknowledge Te Tiriti o0 Waitangi as a founding document in New Zealand and demonstrate a
commitment and special obligation to its principles.
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OUR SERVICES

This section describes the services that have been designed to meet the needs of our community. A
companion document ‘Services Statistics and Testimonies’ highlights the size of the ME/CFS
community, the outputs that were delivered during the last financial year, and feedback received
from clients.

Registered Nurse Service

The Registered Nurse Service is delivered through home visits, zoom consultations, and other
interactions to people of all ages. It makes a difference for individuals in the following areas:

=  (Clinical support for obtaining a diagnosis and ongoing symptom management.

= Advocacy with GPs, Physicians, allied health, schools, employers, Work and Income,
whanau and others to raise awareness of the impacts of ME/CFS and appropriate
accommodations.

= Loan of activity trackers to enable clients to identify their capacity for activity.

= Management plans for students throughout the South Island to enable enrolment at the
Southern Regional Health School (the SRHS is a state school for children in Years 1 to 13 who
are unwell) so they can continue their education with appropriate support and expectations.

= Referrals to allied health and other external supportive services (including CDHB
Occupational Therapy, CDHB LTS-CHC (Long Term Support — Chronic Health Conditions),
Pegasus Health PCW (Partnership Community Workers), Comcare — Peer Support, Total
Mobility Card).

= Planning and supporting care for severely unwell clients and providing education for their
health teams. This includes supporting clients with hospital admissions.

= Applications for the Hapai Access Cards that give people with disabilities better access and
support from retailers and public areas.

Our Registered Nurse Service engages with medical and allied health professionals through cases
for individual clients. This increases the understanding of ME/CFS and appropriate clinical
management and supports.

Work and Income Advocacy Service

Our advocates help individuals and families to access any financial support available from Work and
Income, a department of Ministry of Social Development.

Volunteer Outreach Service

We manage a team of volunteers to provide one-off and ongoing practical supports for people with
ME/CFS. Support ranges from house cleaning, gardening, through to dog walking when this support
is not available through other avenues. Each volunteer helps their client to feel cared for and to avoid
exceeding their activity limits which can often result in worsening their symptoms.

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.

To include those who are unable to attend, we share recordings of presentations on our YouTube
channel and share information and summaries in our newsletter, Facebook group, and by email to
our members.
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We currently hold in-person meetings in Christchurch (monthly) and Rangiora (bi-monthly). We also
hold in-person meetings in Westport, Greymouth and Hokitika on the West Coast, normally twice a
year. As resources allow, we will host meetings in other areas such as Timaru and Ashburton.

Our monthly online Zoom meetings enable participation by people who are unable to attend the in-
person meetings for various reasons such as being bed- or house-bound, or who do not live near the
places we meet.

We also contribute funding to a Youth Support Group on the Discord platform, facilitated by ME
Support—-NZ, to ensure young people aged 13 to 17 in our region have access to a peer community.

Online Peer Support Forum

Our online peer support group on Facebook provides a supportive environment for people living with
ME/CFS and Long COVID where people are acknowledged, can share information and stories, and
develop social connections.

We facilitate the wellbeing of this community by sharing relevant information, covering topics such
as tips and aids, community services and events, clinical and research updates, and techniques for
assisting good mental health. We also offer online forum games such as ‘writing a story in ten words’
and mobile phone drawing, to provide distraction and amusement.

Newsletter

Our bi-monthly newsletter shares information relevant to living with ME/CFS, highlights recent
research, and provides organisation and community updates. Members elect to receive it by email
and/or post.

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.

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. The support provided varies
and may cover a voucher for food, one-off cleaning prior to a house inspection, an initial appointment
with a counsellor, or the fee for a visit to GP or other health professional.

Education

In 2019, we initiated a partnership with Te Whatu Ora — Waitaha | Health New Zealand — Canterbury
which resulted in updated information about ME/CFS being made available to health professionals
on the community and hospital Health Pathways websites, as well as the Allied Healthways website.
Information about ME/CFS for the public was also updated on the HealthInfo website.

Our Registered Nurse Service continues to engage with medical and allied health professionals
through cases for individual clients, and this also increases understanding of ME/CFS and
appropriate clinical and other management and supports. Our staff are also involved in presentations
about ME/CFS to health professionals and other interested groups.

In recent times we have observed that more General Practitioners are comfortable assessing,
diagnosing, and supporting people with ME/CFS. However, this number is still very low.
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We share research news and other material on our Facebook, LinkedIn and Instagram pages and
arrange other public awareness events.

Our website provides information about ME/CFS and our services.

Recordings of the educational sessions delivered at our group meetings are available to view on our
YouTube channel.

Networking and Advocacy

Representatives of MECFS Canterbury meet frequently with leaders at Te Whatu Ora to further
develop our partnership and raise awareness of ME/CFS. This helps to educate professionals in the
health sector and ensures that people with ME/CFS have access to standard services from Te Whatu
Ora where entry criteria is met.

Health professionals who are experts in their field have made themselves available to present for us,
showing that they see us as a professional service provider. They have often also taken the
opportunity to learn more about ME/CFS and this will have a ripple effect through their interactions
with patients and colleagues in their workplaces.

We facilitate and attend regular networking meetings with other ME/CFS agencies in New Zealand,
including ANZMES, M.E. Awareness NZ, Complex Chronic Illness Support, and ME Support — NZ.
These meetings enable sharing of information and approaches, as well as collaboration on projects
such as awareness campaigns for World ME Day, on 12" May each year.

To increase understanding of ME/CFS and improve our organisational framework, connections and
reach, we met with a wide range of individuals and organisations. For example, we attend regional
health and social sector forums, connect with health professionals supporting people with Long
COVID, and lobby Members of Parliament.

hME CFS 6

CANTERBURY




BARRIERS AND NEEDS

People living with ME/CFS and Long COVID commonly experience significant barriers to accessing
quality health care and practical supports, often over a long period of time.

Key barriers and needs that influence the services we provide are:

Barriers to accessing diagnosis and clinical support

There are no specialist senior physicians in Canterbury (and only a couple in New Zealand) who focus
on ME/CFS with the whole-of-patient viewpoint required for such a complex illness which affects
many body systems. There is no specialist in the South Island who is keeping up to date with the
latest research and clinical practice guidelines — publicly or privately.

There are a small number of GPs in Canterbury who have some awareness, but none who have this
as an area of speciality and who are available to support their peers with diagnosis and treatment
plans or to provide second opinions for patients.

GPs are often unable to give our clients the time they need to be thoroughly assessed and diagnosed.
There is no diagnostic test in a clinical setting for ME/CFS and accurate diagnosis depends on
extracting history and ongoing monitoring of symptoms.

Put another way, there has not been a specialised/expert medical professional available in
Canterbury with the expertise to be referred to for diagnosis and support of patients with ME/CFS in
recent memory. This has resulted in many people remaining undiagnosed and very unwell for
decades, dismissed and confused about what is wrong with their bodies. Itiscommon for people
with ME/CFS to be confined to home, or bed, for decades.

To address these barriers:

= Qur Registered Nurse (RN) Service completes a thorough assessment of each client which
can be shared with the patient’s GP and may provide a basis for a formal diagnosis being
made.

= Once adiagnosisisin place, our RN team also provides ongoing guidance and management
plans, and advocates for any supports and accommodations available through the health
system and also in places of work, education, and home.

= We actively promote the key management protocol of pacing activity to avoid triggering post-
exertional malaise and the resulting worsening of symptoms.

= QOur education programme raises awareness and understanding of ME/CFS and its
management.

Outcomes from our support:

= People with ME/CFS can be assessed for a diagnosis.

=  People with ME/CFS can access management advice, validation and understanding.

= People report an improved quality of life and may have increased functionality, through
receiving appropriate clinical support and advocacy.

= People with ME/CFS are provided with evidence based clinically sound information and
advice to support their health needs.

= People with ME/CFS are referred to the appropriate allied health and supportive services.

= We have observed that more GPs are comfortable assessing, diagnosing, and supporting
people with ME/CFS. Other health professionals have also improved their understanding.
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Barriers to financial supports

Most of our people are unable to work and need to access financial supports through Work and
Income if their family situation allows it.

There are three barriers to accessing available financial supports:

1.

GPs do not always understand the severity and disability of the illness and do not provide the
appropriate medical certificates for benefit applications.

As aresult, our people are often left on the lowest value Job Seeker benefits that require
re-application every three months. This results in people living in poverty and under
unnecessary stress at each application round.

Work and Income case managers do not have a consistent evidence-based understanding of
the debilitating nature of ME/CFS and its impact on people’s ability to work. GPs
recommendations are often overturned by Work and Income.

People who have ME/CFS are very unwell and suffer from cognitive impairment. This means
that they often have great difficulty working through the process and forms for Work and
Income applications and may not be aware of all the benefits and allowances that they may
be eligible for.

When a person with ME/CFS is declined or unsupported, they may not be able to continue to
ask for the financial support they are entitled too. The effort to attend meetings and to
communicate is exhausting and simply becomes ‘too hard’.

The result is that people with ME/CFS often live in poverty and experience significant
stress around finances and lack of options.

To address these barriers:

Our Work and Income Advocacy Service works one on one with our members to explore what
benefits and support is available to them through Work and Income and other avenues.
Advocates then support the client to make all applications. This may include attending
appointments, coordinating letters from our Registered Nurse Service, and being given
authority to act on behalf of our members.

Our advocates liaise with and educate Case Managers, regional advisors and others at Work
and Income.

We operate a small Intervention Support Fund to cover semi-urgent costs that members are
unable to cover, such as fees for a counselling session or for buying food.

Outcomes from our support:

Our members are consistently being able to access higher income through available benefits
and allowances.

Many are accessing the Disability Allowance for health-related costs such as supplements
and dietary needs that help to manage their symptoms.

People experience less stress when dealing with Work and Income.

Members have access to financial support for low-value semi-urgent costs.
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Barriers to young people participating in education

The Southern Regional Health School (SRHS) supports children and young people who cannot attend
school fulltime or at all because of ill health. Prior to every term, an enrolled child’s family is required
to get areferral and management plan from a paediatrician for their enrolment to be accepted.

There are few paediatricians in Christchurch and none with expertise in ME/CFS anywhere in the
South Island. This has been problematic, stressful and expensive for families with children who have
ME/CFS and Long COVID. This has resulted in children and their families receiving no
educational support.

To address these barriers:
= Qur RN Service has been endorsed by the Southern Regional Health School to prepare
Management Plans each Term for children with ME/CFS, that are then signed off by the child’s
GP. This allows the child to be enrolled into the school for the Term and to continue their
learning in an appropriate way.

Outcomes from our support:
= Children and youth living with ME/CFS have access to educational support and learning plans
are designed in response to their illness level and functional capacity.
= Students are less likely to push through symptoms to participate inappropriately in education
which would increase the risk of a longer period of severe illness.

Need for practical domestic supports

People with ME/CFS need to carefully manage their energy expenditure within their individual ‘energy
envelope’ or capacity, and within their severity and functionality level. If they do not pace their
activities of daily living, people with ME/CFS will trigger post-exertional malaise, which is a
debilitating worsening of symptoms that can leave them bed-bound for days or weeks.

Support with food preparation, housework, gardening, showering, and errands help our people to
stabilise their symptoms and perhaps save some energy for more positive activities such as talking
with a friend.

In theory, the public system should fund staff (through Long Term Support — Chronic Health
Conditions funding) to help with personal cares (showers, food preparation and changing bed linen)
and domestic assistance (vacuuming, laundry, dishes). In practice this does not occur. It is rare for
people with ME/CFS to meet the criteria for Needs Assessments Coordination Service (NASC) in
Canterbury and they are often unable to access practical support.

To meet this need:
=  QOur Volunteer Outreach Service places vetted volunteers with members to help them
manage their energy expenditure and stabilise their symptoms and avoid symptom flares.
Volunteers may visit regularly or one-off to do housework, gardening, dog walking etc.

Outcomes from our support:
= The support from our Volunteer Outreach Service has a positive impact on people’s physical
and mental wellbeing and their quality of life.
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Need for an evidence-based, supportive and connected community

ME/CFS is a very confusing illness to have. It is essential for people’s physical and mental wellbeing
that they have access to an evidence-based, supportive, connected community to help address the
following issues:

1.

The confusion around treatment and lifestyle pathways can be insurmountable.
ME/CFS has been under-researched for decades and although researchers are finding
biomedical evidence of the biological processes that are not working in ME/CFS, they still do
not know why this is the case or how to treat it.

There also appears to be different sub-groups of people who have ME/CFS, and each sub-
group may respond to different treatments. In addition, each person may have a unique
presentation, often with other comorbidities.

People with ME/CFS typically experience a raft of debilitating physical symptoms which may
include extreme exhaustion, pain, inflammation, tachycardia, dizziness on being upright,
brain fog, sleep dysfunction, sensitivity to light and sound, and many other recognised
symptoms.

This means that patients may search for improvements by exploring all manner of remedies
and treatments that are costly, neither safe or appropriate for them, or which have no real
evidence of effectiveness.

Having ME/CFS often results in isolation and social stigma. There may be no energy for
outings or connecting with people.

The lack of awareness from family, friends, health professionals and others about how unwell
and impacted the person really is, contributes to this situation.

There are many areas of loss when a person has ME/CFS. People grieve the loss of ‘being
productive’, having choices, friendships, romances, employment, parenthood, hobbies,
playing sports, learning new things, being able to plan for small and big things, and their hopes
and dreams for the future.

To meet this need:

We provide evidence-based information, handouts, and education sessions to ensure people
have access to information that helps them to manage their illness and wellbeing.

We provide opportunities for people to meet others living with the same challenges in-person
and online.

We facilitate and moderate our online Facebook peer support group to be a friendly
supportive space where people are acknowledged, can share information and stories, and
develop friendships.

We highlight services and opportunities that may make it possible for our people to have a
bigger life.

Outcomes from our support:

o\ME CFS

People feel validated and connected and have places to share what is going on for them.
People report feeling less isolated and part of a community.
People take steps to improve the quality of their life and wellbeing.
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OVERALL OUTCOMES from our Services

Through our services, people with ME/CFS and Long COVID may:

= Receive transformative support for managing their illness.

= Experience areduction in symptom severity and fluctuation and have improved functionality
for the activities of daily living.

= Engage in more social, meaningful, or pleasurable activities.

= Be able to pick-up part-time work or study.

= Experience improved mental wellbeing, which in turn eases the burden and stress on their
whanau and carers.

PARTNER WITH US

Thank you for taking the time to learn more about ME/CFS, MECFS Canterbury and our services, and
the needs of those affected by this debilitating chronic illness.

At present MECFS Canterbury receives no funding from the Government to help the organisation
provide critical services. This situation 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 — Fundraising, via the contact details below...

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