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Clinical Tools for ME/CFS, FM and 
POTS
Ontario’s Ministry of Health funded an organization called 
the Centre for Effective Practice (CEP) to develop evidence-
based clinical tools for primary care clinicians on ME/
CFS, FM and Postural Orthostatic Tachycardia Syndrome 
(POTS).  The Centre for Effective Practice website is a 
trusted source of information for health professionals on 
many different conditions.  The ME, FM and POTS tools 
were posted on their website in April. Information had been 
downloaded from the site about 1500 times by late June.

The information about these conditions is basic and solid. 
The conditions are presented as being real and serious. 

The tools recognize that these conditions can be 
interconnected. For instance, if health care providers suspect 
that someone has FM, they are advised to screen that person 
for ME/CFS as well if the fatigue is more than mild. These 
tools also reference previously-developed Covid tools and 
the previously developed Covid tools reference them. 

Special recognition goes to Dr Farah Tabassum of the 
Environmental Health Clinic in Toronto. She was clinical 
lead on this project. She, along with the Topic Expert Group 
(made up of other health providers and people with lived 
experience), worked hard to ensure that the material in the 
tools was up-to-date, usable, relevant, and respectful. It was 
envisaged that there would be a similar, and much needed, 
tool for Multiple Chemical Sensitivity (MCS). Hopefully, 
that will come soon.

You can point your health provider to the Centre for 
Effective Practice tools on ME/CFS, FM and POTS here: 
https://cep.health/clinical-products/fm-mecfs-pots/.  
The Post-Covid-19 Condition advice can be found here: 
https://tools.cep.health/tool/covid-19/#post-covid-19-
condition.
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NIH Statement:  Advancing 
Research on ME/CFS
The US National Institutes of Health released a statement 
in June on the topic of ME research. The statement 
discusses several ME-related projects at the NIH. The 
concluding paragraph is remarkable. In it, the NIH 
recognizes that it has not served the ME community well 
in the past and says that it wants to do better.

Monday, June 3, 2024

Myalgic encephalomyelitis/chronic fatigue syndrome 
(ME/CFS) is a chronic disease that impacts millions of 
people worldwide. The disease affects many body systems 
including the nervous, cardiovascular, and immune 
systems, and it can exact a tragic toll, in some cases 
leading affected persons to become bed-bound for long 
periods. Although research has provided insights into the 
biological abnormalities associated with the disease, the 
underlying cause(s) remain unknown, and there are no 
diagnostic tests or specific FDA-approved treatments for 
ME/CFS. Despite these challenges, pioneers in ME/CFS 
research persist in their quest to understand ME/CFS and 
bring hope for progress to come. 

To guide future research on ME/CFS that will lead to better 
understanding and treatment, NINDS charged a working 
group of the National Advisory Neurological Disorders 
and Stroke (NANDS) Council to develop an ME/CFS 
Research Roadmap. On May 15, 2024, during the open 
session of its 223rd meeting, the NANDS Council voted 
to accept the working group’s final report.

The Roadmap outlines eight research priority areas that 
the entire ME/CFS community, including researchers, 
clinicians, and people affected by ME/CFS, can refer to 
and work to address: 1) chronic infections, 2) immune 
system, 3) nervous system, 4) cardiovascular circulation, 
5) metabolism, 6) physiology, 7) less studied pathologies, 
and 8) genomics/genetic susceptibility. For each of these 
topics, the Working Group of Council organized webinars 
focused on what we know, what we don’t know, and 
what is needed to move the field towards clinical trials. 
The webinars were open to the public, and recordings are 
available on the NINDS events webpage.

From the outset, the roadmap process put heavy emphasis 
on the perspectives from people with lived experience. 
NINDS issued a call for self-nominations from individuals 
who would be interested in participating, including people 
living with the disease, caregivers or care partners, family 

members, and leaders of ME/CFS non-profit advocacy 
organizations. We invited five individuals to serve on 
the Working Group of Council, and 21 other individuals 
with lived experience participated in webinar planning 
groups. In addition, we welcomed input from the ME/
CFS community and the general public throughout the 
process and hosted a webinar in March that provided 
an overview of the Roadmap and invited questions and 
comments from attendees. We are grateful for all the time 
and input that public participants shared with us to make 
the Roadmap stronger and more meaningful.

The Roadmap calls for collaborations among advocacy 
organizations, government agencies, people with lived 
ME/CFS experience, industry partners, researchers, 
clinicians, and other interested groups to effectively 
advance the field to clinical trials. As a next step here 
at NIH, the Trans-NIH ME/CFS Working Group, 
established in 1999 with representatives from NIH 
institutes, centers, and offices, will review the Roadmap 
and identify how best to implement research to move the 
suggestions forward.

In other exciting news, in February, the NIH Intramural 
Study on ME/CFS published results in Nature 
Communications. This intensive study of a small number 
of persons with post-infectious ME/CFS (PI-ME/CFS) 
revealed a number of biological changes in people with 
the condition that warrant further exploration in larger and 
varied cohorts. On May 2, 2024, NIH held a symposium 
to present the results to the ME/CFS community and the 
public. By convening the ME/CFS intramural research 
team, study participants, and ME/CFS clinicians and 
researchers, the symposium served as an important 
platform for the exchange of knowledge, innovative 
ideas, and scientific findings related to PI-ME/CFS. 
The hybrid meeting was recorded and is available for 
viewing.

Data from the NIH Intramural Study on ME/CFS are 
available on mapMECFS, an interactive data portal 
providing access to research results across studies on 
ME/CFS. Researchers who would like access to the data 
from this and other studies should request an account. 

Many, but not all, cases of ME/CFS develop following 
an infection. Due to the substantial number of people 
reporting ongoing symptoms after COVID-19, including 
people with Long COVID, there is now greater awareness 
of post-infection conditions and their impact. Long 
COVID and ME/CFS have many overlapping symptoms, 

https://www.ninds.nih.gov/news-events/events?title=%22ME%2FCFS+Research+Roadmap+Webinar+Series%22
https://pubmed.ncbi.nlm.nih.gov/38383456/
https://pubmed.ncbi.nlm.nih.gov/38383456/
https://videocast.nih.gov/watch=54675
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and there is the expectation that research will uncover 
similarities in the biological mechanisms underlying 
ME/CFS, Long COVID, and other infection-associated 
chronic conditions. The RECOVER (Researching COVID 
to Enhance Recovery) Initiative, which NINDS leads 
along with the National Heart, Lung, and Blood Institute 
and the National Institute of Allergy and Infectious 
Diseases, is NIH’s largest research program dedicated to 
understanding, diagnosing, preventing, and treating Long 
COVID. RECOVER clinical research sites have directly 
enrolled over 30,000 persons, clinical trials testing 13 
treatments across eight clinical trials are underway, and 
tissues from over 120 autopsy cases are being analyzed.  

A number of factors, including the lack of a research 
effort that is scaled sufficiently to meet the public health 
problem, has led to understandable frustration in the 
ME/CFS community. We hope that this is a turning point 
for ME/CFS research. New findings from the intramural 
ME/CFS study and from additional NIH-funded studies, 
the development of the Research Roadmap, and research 
focused on infection-associated chronic conditions such 
as Long COVID, should move us closer to understanding 
ME/CFS and identifying treatments to help those affected 
by the disease.

https://www.ninds.nih.gov/news-events/directors-
messages/all-directors-messages/advancing-research-
mecfs

Biking Across Canada for FM 
Research
We received a delightful email from Armand Lupien in 
mid-May saying that he was planning a bicycle ride across 
Canada this summer to raise awareness of Fibromyalgia 
and chronic pain diseases. He will also be fund-raising. 
Donations will be given to the National ME/FM Action 
Network. His sister has FM and he sees what she is 
experiencing.

Armand left St John’s Newfoundland on May 28. He 
hopes to arrive in Vancouver in early August. In the longer 
term, he plans to study engineering and neurosciences 
and to work in the field of neurological conditions.

Here is an article that will give you more information on 
the journey and the reasons behind it:

https://www.shad.ca/cycling-across-canada-shad-
alumni-fundraising-fibromyalgia-research/

Here is a useful link: https://linktr.ee/the.fibro.journey 
From there, you can find links to

• a map of Canada showing his trip plans
• his Instagram page
• the page for making donations
Thank you Armand. We wish you an interesting, 
productive and safe trip.

https://recovercovid.org/
https://recovercovid.org/
https://www.ninds.nih.gov/news-events/directors-messages/all-directors-messages/advancing-research-mecfs
https://www.ninds.nih.gov/news-events/directors-messages/all-directors-messages/advancing-research-mecfs
https://www.ninds.nih.gov/news-events/directors-messages/all-directors-messages/advancing-research-mecfs
https://www.shad.ca/cycling-across-canada-shad-alumni-fundraising-fibromyalgia-research/
https://www.shad.ca/cycling-across-canada-shad-alumni-fundraising-fibromyalgia-research/
https://linktr.ee/the.fibro.journey 
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ME/CFS and Anaesthesia
The Royal College of Anaesthetists in the UK has 
published informational material for ME patients who 
will be undergoing surgery or medical procedures that 
require anaesthetics or sedation.  The material was created 
in collaboration with The ME Association of the UK and 
included discussions with people with ME who had gone 
through surgery. The material notes that the information 
could be useful to Long Covid patients. We think it could 
be useful to FM patients as well. 

There is a full version (12 pages) and a summary version 
(2 pages).  We are including the 2 page version in this 
newsletter. We suggest that anyone going for surgery 
look at the full version as well.

Before surgery, the patient should provide medical staff 
with relevant information such as the medications and 
supplements they are taking, any adverse reactions they 
have had to medication, and any previous experience they 
have had with anaesthesia and surgery. The patient should 
be as physically ready as they can be taking into account 
the ME. The patient should be mental or emotional 
ready, and the material suggests ways of preparing.  The 
patient should also be logistically ready, such as having 
transport to and from the hospital and additional home 
care for after surgery if that might be needed. 

The material suggests ways of reducing stress on the day 
of surgery, such as setting a time of day that works and 
having a quiet waiting area. 

The material notes the pressures to become physically 
active after surgery and how expectations may have to 
be managed.

The material refers to section 1.17.7 of the UK NICE 
Guidelines on ME which talks about hospital care for 
people with severe or very severe ME. 

https://www.rcoa.ac.uk/patients/patient-information-
resources/factsheets-medical-conditions-relating-
anaesthesia/me-cfs-anaesthesia

Hospital Care for People with Severe or Very 
Severe ME/CFS

UK NICE Guidelines section 1.17.7

When planning hospital care for people with severe 
or very severe ME/CFS:

•	 discuss with the person (and their family or 
carers, as appropriate) what to expect when they 
come into hospital

•	 aim to minimise discomfort and post-exertional 
malaise during transfer to hospital, for example 
by planning the route in advance, avoiding noisy 
areas and admitting them straight to the ward on 
arrival

•	 discuss the person’s care and support plan with 
them, including information on comorbidities, 
intolerances and sensitivities, to plan any 
reasonable adjustments that are needed

•	 aim to provide a single room if possible
•	 keep stimuli to a minimum, for example by:

•	 seeing them one-to-one
•	 using calm movements and gestures
•	 not duplicating assessments
•	 being cautious about the pressure of touch
•	 keeping lights dimmed
•	 reducing sound
•	 keeping a stable temperature
•	 minimising smells.

https://www.rcoa.ac.uk/patients/patient-information-resources/factsheets-medical-conditions-relating-anaesthesia/me-cfs-anaesthesia
https://www.rcoa.ac.uk/patients/patient-information-resources/factsheets-medical-conditions-relating-anaesthesia/me-cfs-anaesthesia
https://www.rcoa.ac.uk/patients/patient-information-resources/factsheets-medical-conditions-relating-anaesthesia/me-cfs-anaesthesia
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9 Common Types of Guilt People 
With Chronic Illness Experience
This article is a condensed version of a posting on the 
The Mighty, a website for people dealing with chronic 
health issues. 
https://themighty.com/topic/chronic-illness/chronic-
illness-guilt-coping/

If someone were to ask you what the hardest part of living 
with chronic illness is, they might expect you to respond 
with one of the physical symptoms you experience, or 
perhaps how this symptom affects your ability to do 
certain activities. But for many of us with chronic illness, 
grappling with the mental and emotional side effects can 
be just as challenging some days

One of the most common feelings chronic warriors may 
struggle with is guilt. There is no reason we should have 
to feel guilty for an illness that is out of our control; 
still, it’s so easy for those nagging thoughts of “being 
a burden” or “not achieving enough” to creep in, and 
whisper hurtful lies.

The guilt that accompanies chronic illness is complex, 
and often takes on a variety of forms. We wanted to 
shed light on the reality of how guilt can affect chronic 
warriors, so we asked our Mighty community to share a 
type of guilt they experience due to chronic illness, and 
how they cope with it. The list below reveals some of the 
most common reasons why people may experience guilt, 
though it’s certainly not exhaustive. If you struggle with 
guilt, know you are not alone. No matter what health 
challenges you’re facing, you have immeasurable value 
and purpose, and we’re so glad you’re here.

Here are the types of guilt our community shared with 
us:

1. When Your Illness Affects Your Partner

“I think the answer is, you don’t always cope with it. 
You let it happen. But in the moments where you build 
enough strength and collect enough energy, you are 
grateful. Grateful for the small moments, the glimmers 
of hope, and in those moments you surge with everything 
you have. In those moments, I tell him how much I 
appreciate and love him. I support him when he needs it. 
He gets a pass in those few and far between times when 
he gets frustrated — not necessarily at me, but along 
with me. Like my illness, I can’t always stop the guilt. 
The truth is, my guilt comes from my immense love for 

my husband. So, as often as I can, I let the love consume 
me instead of the guilt.” 

2. When You Need to Cancel or Change Plans

“I feel guilty when I have to cancel plans or change plans 
with friends due to symptoms or bad days. The best way 
for me to cope is to explain everything to my friends 
and ask if they want to come over and watch a movie 
or accept their support and love through the hard day I 
might have had.”

3. When You’re Unable to Keep Up With Your Kids

“I remember one day when my kids were little I was so 
sick in bed for days and days. I felt so guilty and so bad. 
And God whispered to my heart and said, ‘If all that you 
do today is love your family… It’s enough!’”

“Our mom instincts and skills will always prevail over 
our chronic illness. We may not do everything like the 
mom down the street, because we all parent differently. 
We are imperfectly perfect mothers. I am currently 
writing this while sitting next to a 5-year-old who told 
me it helps his ear to feel better if I lay with him while 
he sleeps. It is abundantly clear to me that my chronic 
illness does not define my parenting. I can be supermom 
and tired mom all in the same day.”

4. When You Depend on Others and Feel Like a 
‘Burden’

“I worry about burdening loved ones, but I know that, 
if the roles were reversed, I would wear the burden 
gladly.”

“If you are feeling useless and guilty about needing 

https://themighty.com/topic/chronic-illness/chronic-illness-guilt-coping/
https://themighty.com/topic/chronic-illness/chronic-illness-guilt-coping/
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help to manage an incurable disease, don’t be so hard 
on yourself. Chances are, the only one who feels like it 
is a burden is you. You are not the same person you were 
before you were diagnosed and you shouldn’t act like 
you are. Being kinder to yourself is a great medication 
and by taking the time to take care of yourself, you can 
help ease your mind of these harmful and unnecessary 
feelings.” 

5. When You’re Unable to Work and Contribute 
Financially to Your Family

“You don’t need to feel guilty if doing what’s right for 
your body means not working. The next time someone 
attempts to say you should be ‘doing something,’ remind 
them you are doing the best you can with what you have 
been handed, and most importantly, remind them to be 
patient. We are only human, after all.” 

6. When You’re Unable to Do Household Chores

“I can’t help around the house or even cook when I 
have a flare-up. I am very dependent on my husband. 
We had plans for our retirement and they have had to be 
abandoned. He doesn’t mind looking after me. It’s me 
who has the problem of guilt for what he has lost.” 

7. When You Feel Like You’re Not Living Up to Your 
Potential

“I have had opportunities, personally and professionally, 
that have been really fantastic and in some cases once-
in-a-lifetime. However, because of my declining health, 
I’ve had to stop each and every single one of them. 
Managing my emotions around this is probably as hard as 
the physical act of having to stop… It’s OK to grieve for 
what you feel like you’ve lost, and don’t let anyone tell 
you that it’s not. I just think it’s just incredibly important 
to not let it overwhelm you entirely and keep you stuck 
there… My current way of dealing with life is that I just 
have to go with the flow.”

8. When You Feel “Survivor’s Guilt” for Living With 
Your Chronic Illne

“I’m one of those people who believes that there’s a 
reason for and a lesson in everything. I truly believe I 
wouldn’t be the person I am without my disease. But that 
doesn’t make it any easier when I watch people die from 
the exact disease I have. I feel so guilty… In a way, it 
steels my heart. It’s broken inside, but the iron around 
it makes me want to fight harder to help. It’s why I keep 

writing – yes, for me, for my mental health. But also for 
all of us who are still here. Who are still fighting too. 
Because for some reason or another, we get to still be 
here.” 

9. When You Feel Like You’re Not Contributing to 
Society

“Instead of trying to be ‘the best’ at something, I now 
try to be the best person I can be, and the questions I 
ask myself are less often, ‘How well did I accomplish 
that?’ and more often, ‘Was I kind to that person? Was 
I generous? Did I listen well?’ When I have a bit of 
energy, I might write letters to friends, or call a member 
of congress about legislation that could help people who 
are chronically ill, or take part in a research study to help 
find better treatments for people who come after me. I’ve 
assisted in medical school courses that help clinicians-
to-be see the ‘full picture’ of living with illness. These 
things are unrelated to my original choice of ‘work,’ but 
they feel worthwhile and valuable to me.”

What the Pamphlets and 
Documentaries Didn’t Tell Me 
About Life With Chronic Illness
Kate Kuykendall 

Most of the time, a chronic illness diagnosis is 
accompanied with medication (a lot of it), a vague 
timeline of when you might feel some relief from the 
ever-present symptoms, and an overwhelming amount of 
jargon not really explaining anything clearly.

When I received my diagnosis of chronic Lyme disease, 
I was given a pamphlet and directed to a documentary 
that chronicles the harsh reality of the illness I would 
be facing for the rest of my life. It was all extremely 
overwhelming.

I watched as people transformed from fully-functioning 
beings into those who couldn’t walk, talk, eat or even 
breathe on their own. Doctors were losing their licensing 
for treating patients under this diagnosis, and the lives of 
these people were altered in way I could never explain.

It wasn’t until I was well into navigating this illness that 
I heard the voices of hope whispering through the ringing 
in my ears.

Here’s what I wish they would have told me sooner:



Quest Summer 2024

�

You’re going to lose parts of yourself, but who you are 
will never falter. 

Because of the way this disease works, you will no longer 
be able to use your joints in the ways you once did. It 
will take less than six months for your passion of being 
a musician to no longer be a reality. You can’t change it, 
you can’t stop it, you can try to fight it to the very end, 
but eventually you will lose.

This will not change who you are. You will still be 
creative, you will still be passionate, you will still be be 
you.

You won’t live the life of an average college student, but 
you will learn more than any degree can teach you.

The straight-A honors student you once were will get lost 
in all the brain fog, pain and memory problems. Your 
grades will slip until you’re forced to drop classes — and 
then semesters — until school is no longer an option. 
This does not mean the time was lost. You will learn how 
to listen to your body, you will learn to exercise your 
brain in ways conducive to your limitations, you will still 
be you.

People will leave you because of this illness, but you 
will form friendships to last a lifetime.

Some people can’t understand — or choose not to 
understand — what it is you’re going through. Many will 
drift away, others will turn and run, and for most you 
won’t ever get a chance to change it.

This does not mean you are alone, no matter how lonely 
it feels. You will be available to invest deeper into the 
ones who stay — and allow them to invest in you, you 
will meet truly compassionate individuals, you will still 
be you.

You’re going to struggle through days - or years - of 
constant pain, but you will still have an adventurous 
spirit.

The symptoms will begin slowly, creeping from the 
inside out, until one day there’s a new normal with new 
joint damage or constant aching and tenderness. You’ll 
spend more time in bed than exploring the world outside 
and give up on attempts to explain how you really feel 
when people inquire.

This does not mean you will lose your sense of adventure. 
You will learn to find joy in the little things — the touch 

of grass, the warmth of the sun, you will be thankful for 
days when the pain is less relenting — and do incredible 
things despite the pain, you will continue to share 
vulnerably in order to share your story, you will still be 
you.

This disease will force itself into every crevice of your 
life, but you will not lose hope.

As treatments fail, this disease will spread through your 
body attacking each and every cell. Your days will revolve 
around alarms and reminders to take supplements, push 
IVs, and administer countless remedies. You will be 
forced to accommodate your own disabilities, ignore 
naivety from those who choose to judge the invisibility 
of your illness, and fight for validity with the world of 
Western medicine.

This will not steal your hope. You will learn to appreciate 
those pills for giving you some relief and hopes of 
remission, you will embrace those disabilities as part 
of your uniqueness, you will push yourself toward 
transparency in order to turn those who are naive into 
allies, you will join other warriors in order to make the 
voice of chronic illness louder than it’s ever been before, 
you will still be you.

Your life will seem like it’s shrinking, but my dear, 
just the opposite is happening.

As this disease stamps its seal on your life, what was 
once important will no longer seem relevant; it will feel 
like your world has fallen away.

This is far from the truth. You will learn how much your 
world has expanded, you will appreciate the life you’re 
able to live, you will experience it on a deeper level than 
the majority of those around you, you will still be you.

And when you’re afraid to look in the mirror because of 
the change you’ve experienced, just remember the words 
of Carl G. Jung, “I am not what happened to me, I am 
what I choose to become.”

https://themighty.com/topic/lyme-disease/what-doctors-
and-documentary-dont-say-about-lyme-disease/
?utm_source=cordial&utm_medium=email&utm_
campaign=segment_hot_daily_article_recommendation

https://themighty.com/topic/lyme-disease/what-doctors-and-documentary-dont-say-about-lyme-disease/?utm_source=cordial&utm_medium=email&utm_campaign=segment_hot_daily_article_recommendation
https://themighty.com/topic/lyme-disease/what-doctors-and-documentary-dont-say-about-lyme-disease/?utm_source=cordial&utm_medium=email&utm_campaign=segment_hot_daily_article_recommendation
https://themighty.com/topic/lyme-disease/what-doctors-and-documentary-dont-say-about-lyme-disease/?utm_source=cordial&utm_medium=email&utm_campaign=segment_hot_daily_article_recommendation
https://themighty.com/topic/lyme-disease/what-doctors-and-documentary-dont-say-about-lyme-disease/?utm_source=cordial&utm_medium=email&utm_campaign=segment_hot_daily_article_recommendation
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Explaining ME to Long-Covid 
Researchers
I have been trying to understand the science behind ME 
for over 20 years. I have learned to say that ME is a multi-
system disease, that the neurological and immune systems 
are affected and that there is an inability to generate 
energy on demand. I know that ongoing infection was 
a theory, then was dismissed, then became a possibility 
again. I know that the gut, blood circulation issues and 
epigenetics were being talked about as well. This was all 
very confusing for me, and is likely confusing for many 
other people.

A team of Australian ME researchers have tackled this 
confusion, though their target audience was long-Covid 
researchers, not you and me. They figured that long-
Covid researchers should know about ME research 
because it could guide long-Covid research, particularly 
the question of how an acute infection can become a 
chronic ongoing condition. They also figured that long-
Covid research could be of great value to ME research 
because long-Covid provides a large cohort of potential 
ME cases, all at an early stage.

The researchers identified five categories of ME 
dysfunction. These categories are shown in the circle in 
the diagram on the next page and are described in more 
detail in the next column: 

•	 Neuro and cardiovascular complications
•	 Reduced energy production
•	 Impacted immune function
•	 Microbial gut dysbiosis
•	 Viral reactivation
In their article, the researchers say that individual patients 
may not present the full array of symptoms, but suggest 
that five categories need to be considered. They add that 
the symptom categories interact with each other. “The 
degree of interaction may vary between individuals and 
may help explain the heterogeneity of the disease.” They 
go on to say that “understanding these disease pathologies 
and how they influence each other is key to developing 
effective therapeutics and diagnostic tests”.  

While the idea of interaction makes research more 
complicated, it emphasizes that ME is not one-
dimensional. Instead, there is a dynamic at play. Pursuing 

this model may also help in understanding FM, which 
might be a different balance of these categories.

Annesley et al: Unravelling shared mechanisms: insights 
from recent ME/CFS research to illuminate long COVID 
pathologies, 

https://www.sciencedirect.com/science/article/pii/
S1471491424000285?ref=pdf_download&fr=RR-
2&rr=868f21ef6e8ba223

Myalgic encephalomyelitis/chronic fatigue 
syndrome (ME/CFS) disease pathologies that are 
shared with long COVID (LC). 

Several underlying disease pathologies, listed 
in the coloured circle, have been proposed for 
ME/ CFS, which overlap with those proposed 
for LC. 

Neuro and cardiovascular complications are 
shown in red. Viral infection and immune 
system abnormalities are thought to induce 
neuroinflammation and microclots rich in fibrin 
are thought to arise due to hyperactivated platelets 
that lead to an increase in platelet clumping and 
spreading. Moreover, reductions in both large 
and small blood vessel function and endothelial 
dysfunction have been identified. 

Reduced energy production with reduction in 
both glycolysis and mitochondrial respiration 
is shown in blue. An impairment of metabolism 
could lead to the elevation of reactive oxygen 
species (ROS) and oxidative stress. 

The impacted immune function is shown in green. 
This includes altered immune cell metabolism 
and hyperactivated T cells, and the presence of 
autoantibodies in at least a proportion of patients 
with ME/CFS. 

Viral persistence and viral reactivation are 
shown in yellow. Persistence or reactivation of 
viruses is linked to autoimmune diseases and the 
production of autoantibodies. 

https://www.sciencedirect.com/science/article/pii/S1471491424000285?ref=pdf_download&fr=RR-2&rr=868f21ef6e8ba223
https://www.sciencedirect.com/science/article/pii/S1471491424000285?ref=pdf_download&fr=RR-2&rr=868f21ef6e8ba223
https://www.sciencedirect.com/science/article/pii/S1471491424000285?ref=pdf_download&fr=RR-2&rr=868f21ef6e8ba223
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Recent Articles on ME/CFS
The ICanCME Research Network established several 
working groups to look at issues broadly affecting 
research and clinical care. Two articles developed by 
working groups were released recently. 

Two other articles were released recently looking at the 
reliability of a ME/CFS diagnosis. 

Working Group Articles
The ICanCME working group on clinical care decided 
to look at barriers to ME healthcare in Canada. Part 1 
focuses on patient experiences by looking at existing 
literature, both peer reviewed and grey literature. A 
second part will look at the barriers healthcare providers 
face. Unsurprisingly to those of us familiar with the day-
to-day realities, they found that healthcare system barriers 
for people with ME “are numerous, interconnected, and 
intensify the suffering and distress caused by this chronic, 
complex, multisystem illness.” The barriers arose from 

•	 an underlying lack of consensus and research on ME 
and ME care; 

•	 the impact of long-standing stigma, disbelief, and 
sexism; 

•	 inadequate or inconsistent healthcare provider 
education and training on ME; and 

•	 the heterogeneity of care coordinated by family 
physicians.

Hopefully setting out the barriers so clearly will contribute 
to breaking them down. 

This study is entitled Healthcare system barriers impacting 
the care of Canadians with myalgic encephalomyelitis: 
A scoping review. The authors are Said Hussein BHSc, 
Lauren Eiriksson BScKin, Maureen MacQuarrie LLB, 
Scot Merriam BASc, Maria Dalton MSc, Eleanor Stein 
MD and Rosie Twomey PhD. This study is published 
in the Journal of Evaluation in Clinical Practice. It can 
be found at https://onlinelibrary.wiley.com/doi/10.1111/
jep.14047

Another article was prepared by the working group 
on epidemiology, data management and study design. 
Experts from BC, Alberta, Ontario and Nova Scotia 
came to a consensus on a conceptual framework for 
epidemiological research in Canada, including what 
data should be collected about ME patients in research 
studies. These are referred to as  “Recommended Data 

Elements” (RDEs). Having cross-Canada agreement on 
data collection will benefit research. 

The title is Development of Epidemiological Research 
Guidelines for Myalgic Encephalomyelitis / Chronic 
Fatigue Syndrome in Canada. The authors are Enkhzaya 
Chuluunbaatar-Lussier, Travis Boulter, Sunita Bohra, 
Rahul Shetty, Sharon Hould, Riina Bray, Kathleen Kerr 
and Luis Nacul. Patient/caregiver partners John and 
Cathy Prescott are acknowledged for their comments 
and review of the paper. The article is at the “preprint” 
stage, which means it has not been peer reviewed. 
Preprints allow papers to reach their audience faster than 
waiting for the traditional publishing route and they also 
provide the benefit of allowing feedback from a wide 
range of sources which can be considered prior to formal 
publication. The article can be found at https://www.
preprints.org/manuscript/202405.1571/v1

Diagnosis Articles
The first of these articles looked at the BC part of the 
Canada-wide longitudinal patient database. (Longitudinal 
means that patients submit information not just once but 
at multiple timepoints). At one point, the researchers 
asked patients whether they had been diagnosed with ME/
CFS. At another point, they asked patients to complete a 
questionnaire about their ME/CFS symptoms. The study 
found that only a third of patients who said they had a 
diagnosis of ME/CFS ticked off symptoms that would 
justify a ME/CFS diagnosis. 

This study is entitled Epidemiology of Myalgic 
Encephalomyelitis among individuals with self-reported 
Chronic Fatigue Syndrome in British Columbia, Canada, 
and their health-related quality of life. The authors, are: 
Enkhzaya Chuluunbaatar-Lussier, Melody Tsai, Travis 
Boulter, Carola Muñoz, Kathleen Kerr, and Luis Nacul. 
The study is at the preprint stage and was posted in mid-
May, 2024. You can read it here: https://www.medrxiv.
org/content/10.1101/2024.05.16.24307437v1

Funding was provided by the ICanCME Research 
Network. 

The second of the articles on diagnostic reliability 
comes out of the US. It was published on June 19, 
2024. Researchers used electronic health records from 
Northwest Permanente, an integrated health provider 
located in Oregon and southwest Washington state 
(https://permanente.org/northwest-permanente-p-c/). 
The researchers looked for people (specifically those 

https://onlinelibrary.wiley.com/doi/10.1111/jep.14047
https://onlinelibrary.wiley.com/doi/10.1111/jep.14047
https://www.preprints.org/manuscript/202405.1571/v1
https://www.preprints.org/manuscript/202405.1571/v1
https://www.medrxiv.org/content/10.1101/2024.05.16.24307437v1
https://www.medrxiv.org/content/10.1101/2024.05.16.24307437v1
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between the ages of 9 and 39) who had an International 
Classification of Diseases(ICD) code on their medical 
record indicating a diagnosis of ME or CFS. The 
researchers then checked whether the patients’ medical 
records supported an ME/CFS diagnosis (based on the 
IOM criteria). They found that only about a third of the 
records did.

The study is titled Classification Accuracy and 
Description of Myalgic Encephalomyelitis/Chronic 
Fatigue Syndrome in an Integrated Health Care System, 
2006–2017. The authors are Elizabeth G Liles, MD, 
MCR, StephanieIrving, MHS, Padma Koppolu, MPH, 
Bradley Crane, MS, Allison L Naleway, PhD, Neon B 
Brooks, PhD, Julianne Gee, MPH, Elizabeth R Unger, 
PhD, MD, and Michelle L Henninger, PhD. This study 
was published here: https://www.thepermanentejournal.
org/doi/full/10.7812/TPP/23.170

The first study concludes that “the use of self-reported 
diagnosis of ME/CFS is not a reliable indication to 
estimate the prevalence of this disease and is not well 
suited for clinical or epidemiological studies, due to 
the potential for bias as a result of misclassification of 
disease status”. The second study concludes that “using 
ICD diagnosis codes alone inaccurately estimates ME/
CFS incidence”. The researchers in both these studies are 
looking at statistical and research implications of using 
existing data sources. 

But saying that diagnostic records are not reliable could 
have another very serious implication. People with ME 
might tell a health provider, employer, disability provider 
or friend that they have ME or CFS. The other person 
might then turn around and say that the diagnosis is not 
reliable. This could leave the person with ME disbelieved 
and unsupported. 

Patients with other serious conditions have diagnoses 
that are reliable. People with ME deserve the same. 
Improving the reliability of ME diagnoses should be 
very high priority for the health system. 

Canada Disability Benefit – 
Reactions
In Quest 141, we discussed the announcement in 
the 2024 federal government budget concerning the 
Canada Disability Benefit. Here are two reactions to 
the announcement, one which expresses disappointment 
at how limited the announcement was and the other 
which emphasizes that the launch of the CDB is a major 
breakthrough. 

Joint Statement from National Disability 
Network’s Response to Budget 2024
FOR IMMEDIATE RELEASE

April 18, 2024

Disability community underwhelmed and 
disappointed by investments in Budget 2024

Today, the National Disability Network expresses 
its disappointment in Budget 2024’s underwhelming 
investment of $6 a day for people with disabilities. 
Tuesday’s budget announced funding for the Canada 
Disability Benefit—a maximum annual amount of 
$2,400 or $200 per month.

The National Disability Network had advocated for 
an adequate investment to the Canada Disability 
Benefit based on the recommendations proposed by 
the Parliamentary Budget Office. Reaction from the 
disability community has been unanimous that this initial 
investment creates little impact for removing people with 
disabilities from poverty. It does not consider the official 
poverty line nor the unique costs of living as a person 
with a disability. It simply is not enough.

The language within the budget document identifies 
the maximum monthly amount and eligibility criteria, 
which are required to be developed through the 
regulatory process. These specific programmatic details 
were announced without consultation of the disability 
community and do not align with the principle of “nothing 
about us, without us.” This announcement does not fulfill 
any real consultation that is required by legislation to 
develop the regulations with the disability community.

The National Disability Network agrees with the federal 
government that no provincial government clawback any 
amount of the Canada Disability Benefit and calls on the 
federal, provincial, and territorial governments to work 
collaboratively with the disability community on this 

https://www.thepermanentejournal.org/doi/full/10.7812/TPP/23.170
https://www.thepermanentejournal.org/doi/full/10.7812/TPP/23.170
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matter. Additionally, the National Disability Network 
is concerned that the identified eligibility route for the 
Canada Disability Benefit – is to be through the Disability 
Tax Credit. We call on the government to expand 
eligibility through the regulatory development process 
as well as a full review and reform of the Disability Tax 
Credit program.

As we promised in our Joint Statement on the Passage 
of Bill C-22, we will continue to keep the federal 
government’s feet to the fire to deliver on the promise of 
the Canada Disability Benefit. The National Disability 
Network strongly calls on the federal government to 
build on this initial investment and enhance the annual 
and monthly amount eligible to recipients. Further, we 
call on the federal government to implement this change 
by the 2024 Fall Economic Statement, at the latest.

While Budget 2024 does take a step towards funding the 
Canada Disability Benefit, the monthly amount is not 
adequate and will not succeed in the goal of removing 
people with disabilities from poverty. Time is of the 
essence to amend the federal government’s approach 
and enable financial independence for the disability 
community.

About the Canada Disability Benefit Act
The Canada Disability Benefit Act establishes a new 
government benefit for people with disabilities to “reduce 
poverty and to support the financial security of working-
age persons with disabilities”. The legislation requires 
that the amount of the benefit must consider Canada’s 
official poverty line, the additional costs associated with 
living with a disability, the challenges that people with 
disabilities face in earning an income from work, as well 
as an intersectional approach and Canada’ international 
human rights obligations.

Advocacy is a Long Road
Developmental Disabilities Association of BC

DDA Executive Director, Alanna Hendren

The Federal Government’s Budget 2024 included some 
funding for the Canada Disability Benefit Act.  The 
Act received Royal Assent in June 2023, but the devil 
was in the details included in the Budget.  The benefit 
provided was $2,400 per year to eligible Canadians with 
disabilities, aged 18 to 64, who live on low incomes. 
People eligible for the Disability Tax Credit are eligible 
for these disability payments, which will start in July 
2025.  The government also included amendments to 
the Income Tax Act to make expenses related to service 
animals, alternative computer input devices like assistive 
keyboards and ergonomic work chairs, or special beds 
eligible for the Disability Supports Deduction.

The Disability Alliance of B.C. was one of the main 
advocacy leads from BC and they were happy to see 
a timeline for the enactment of the Canada Disability 
Benefit. However, they were disappointed that the 
eligibility requirements may be too stringent and the 
amount of funding was only $200 per month.

I can understand their disappointment but this was an 
incredible breakthrough and victory from my perspective.  
Getting governments to change the way they do business 
is extremely difficult – getting governments to accept 
responsibility for spending money on a group of people 
they have never directly supported before is a major 
accomplishment. The money is not very much, but 
$2,400 per year can be a lot of money for people living 
below the poverty line.  And it’s a start.

In the U.S., the federal government funds all entitlements, 
and some states match their contributions but others 
don’t.  The federal government in Australia assumed 
total control of all disability funding, including funding 
for services for children and adults. They introduced a 
national disability tax on all Australians to pay for these 
support services, but the government of Canada has 
never been involved in paying disability benefits other 
than through Veteran’s Affairs, Employment Insurance, 
or tax deductions.  Everything concerning people with 
disabilities has been a provincial responsibility so far, 
leading to wild variations between supports offered in 
one province and those provided in another.

The advocacy groups that came together to lobby for the 
creation of this benefit only got underway after COVID, 
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when people with disabilities received additional federal 
benefits just like everyone else and realized how much 
better they could live with more money to spend.  That’s 
not very much time to get legislation passed and a new 
benefit funded.

The families, self-advocates, and professionals who were 
at the heart of these efforts got the federal government 
to fund a new benefit in their very next budget. This is 
a remarkable success by any measure and they deserve 
our warmest congratulations. Advocates against cigarette 
smoking took 50 years to make any real headway. 
Indigenous people are still fighting for their rights and 
financial compensation for their land.  Childcare advocates 
started lobbying for $10/day childcare over 30 years ago. 
Institutions closed in BC only after decades of advocacy.  

Indeed, $2,400 per year is not very much money, 
especially for people living in Vancouver, but this is a 
start. The feds have stipulated that this does not absolve 
provinces of their responsibilities and they cannot claw 
back this benefit from what they are already paying. So, it 
is a $2,400 per year increase.

Disability advocates across Canada and the Disability 
Alliance of BC need to take a big victory lap for this 
breakthrough and improvement in the lives of people 
with disabilities. They have opened the door and laid the 
foundations for a new disability benefit that everyone can 
continue to build on. Persistence over the long haul is the 
real secret of advocacy success, so everyone needs to step 
up now and keep asking for their benefits to lift them out 
of permanent poverty.  This is not asking too much.
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