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Title of Resolution: Fair Treatment For Canadians Suffering from Chronic Lyme Disease
And Other Tick-borne Diseases

RESOLVED, That the Canadian Federation of University Women (CFUW) strongly urge the
federal government and all relevant provincial bodies (governments, public health agencies,
medical associations, and colleges of physicians and surgeons) to:

* Recognize all 15 of the 2022 World Health Organization’s (WHO) ICD-11, the medical
diagnostic codes for chronic Lyme disease, and thus, recognize chronic Lyme as a
treatable disease in Canada;

* Provide access to treatment_for chronic Lyme (and other chronic tick-borne diseases)
under our publicly-funded health care systems (e.g., OHIP, etc.) so that chronic Lyme
disease patients do not have to pay out of pocket for medical care;

+ Employ the International Lyme and Associated Diseases Society (ILADS)
Diagnostic and Treatment Guidelines as the primary guidelines in the treatment of
acute and chronic Lyme disease and other tick-borne diseases.

RESOLVED, That CFUW urge medical schools across Canada to:
* Include comprehensive, evidence-based learning about Lyme disease and other tick-
borne disease in their curriculum;
+ Adopt the ILADS diagnostic and treatment guidelines as the primary, evidence-based
approach to diagnosis and treatment of Lyme disease and other tick-borne diseases;
* Educate medical doctors and other health practitioners to rely on a clinical diagnosis of
Lyme disease as recommended by Health Canada.

Background:

“For much of her life, Jane Bailey was in peak physical condition. But that all changed in the
summer of 2013, when a tick made a temporary home inside her ear canal. "It was in there for
three-and-a-half days," she recalled. By the time she got it removed, "it was the size of a
kidney bean." The 48-year-old Nova Scotian biology teacher with a military background is
convinced she's been suffering from persistent symptoms of Lyme disease ever since. A month
after her vacation, she began to experience fatigue, joint pains and heart palpitations. She
couldn't sleep and had trouble remembering names. "l was below 95 pounds. | was skeletal. It
was just falling off me, all my muscles were atrophying,” she told White Coat, Black Art host Dr.
Brian Goldman. "If | did manage to walk, | looked like an 80-, 90-year-old woman stooped over,
trying to shuffle along in extreme pain. It was the worst time of my life." By that time, Bailey
began to do some research herself. It turns out she's one of a number of patients caught up in
a contentious debate in the medical community about how to treat long-term or chronic cases
of Lyme disease — or even whether the condition exists at all.” (Sept 20, 2019, CBC White
Coat, Black Art)

Lyme disease in North America, is an infection caused primarily by the bacterium, Borrelia
burgdorferi, which is transmitted to humans through the bite of an infected tick. A leisurely hike
in the woods or a walk with your dog may be all it takes to receive a tick bite that could turn
your life upside down. With larval ticks being the size of a poppyseed, you may not even know
you were bitten. As a result of climate change, tick populations have grown and rapidly
expanded northward, leaving Lyme disease now the most common vector-borne illness in
North America.




The Centre for Disease Control (CDC) estimates there are over a 500,000 new cases of Lyme
disease in the U.S. each year; the per capita incidence of Lyme disease in Canada is
comparable. Globally, it is estimated that over 14% of the world’s population is or has been
infected with Lyme disease (Dong et al., 2022).

The Controversy

Getting a Lyme diagnosis is not a given. Doctors in Canada do not receive adequate training to
properly diagnose and treat Lyme disease. When a patient comes to their office after a tick
bite, doctors look for that ‘bullseye rash’ — a red ring with a red center — and yet about only
9% of Lyme cases produce a bullseye (Stonehouse et al, 2010). More commonly, a solid red
oval appears at the bite site, but in up to 50% of Lyme cases, no rash appears at all
(hopkinslyme.org). Moreover, up to 30% of people diagnosed with early (acute) Lyme disease
will go on to develop chronic Lyme disease (Maloney 2016, Aucott et al. 2013).

Chronic Lyme sufferers experience persistent and often debilitating symptoms of extreme
fatigue, joint and body pain, and neurological issues including significant cognitive deficits,
neuropathy, anxiety, depression, and other psychiatric effects, all of which can continue for
decades. Despite these debilitating, persistent symptoms, chronic Lyme is not recognized
as a treatable disease by the Canadian medical community. \While the World Health
Organization (WHO) recognizes the existence of chronic Lyme through their globally endorsed
diagnostic codes (Newby 2022, The International Classification of Diseases, 11" edition), the
medical profession in Canada follows the Infectious Disease Society of America (IDSA)
guidelines for the diagnosis and treatment of Lyme disease, guidelines that do not
acknowledge the existence of chronic Lyme. This is despite a large and growing body of
published scientific research, including over 700 peer-reviewed scientific articles
(https://www.ilads.org/wp-content/uploads/2018/07/CLDList-ILADS.pdf), that show chronic
Lyme exists and that it occurs as a result of a persistent infection by Lyme bacteria, despite
antibiotic treatment (Shor et al. 2019, Cameron et al. 2014, Embers et al. 2012).

While the medical community continues to debate the existence of chronic Lyme, Canadians
suffering from the disease are denied access to medical treatment from doctors operating
under provincial publicly-funded health care systems. The repercussions of having their illness
not recognized are profound. Sufferers don’t qualify for disability benefits and the treatment
options, which must be personally financed, are only available at private clinics in Canada, the
U.S. and abroad. Thousands of Canadians desperate to find treatment to alleviate their
debilitating symptoms are having to remortgage their home or drain their retirement savings,
paying tens of thousands of dollars for treatment.

Adding to the challenges concerning the debate over chronic Lyme is the lack of adequate
diagnosis of Lyme disease in its early (acute) stage. This is so important because
misdiagnosed and untreated cases of early Lyme disease most often go on to become chronic
Lyme. Back in 2012, Health Canada recognized that the blood testing kits (2-tier testing) used
by Canadian doctors to diagnose acute Lyme have “limitations” and as such recommended
that “...blood test results should be used to support a clinical diagnosis of Lyme disease and
should not be the primary basis for making diagnostic or treatment decisions.” (FilFil 2012). In
other words, a diagnosis of Lyme disease should be based on a medical exam, including
physical findings and symptoms, history of a tick bite, and prevalence of Lyme disease where
the patient lives or has visited. Despite this government recommendation, the vast majority of
medical doctors under Canada’s publicly-funded health care system continue to rely primarily
on this blood test for diagnosis. In a meta-analysis of 18 scientific studies, Cook and Puri
(2016) showed that the probability that these 2-tier bloods test would detect a Lyme infection is,



https://www.ilads.org/wp-content/uploads/2018/07/CLDList-ILADS.pdf

on average, only 54%. Thus, because of improper reliance on blood tests, nearly half of Lyme
cases are not properly diagnosed (and treated). Diagnosis is made even more challenging by
the rapidly increasing incidence of coinfection by other tick-borne diseases, such as Babesiosis
and Anaplasmosis (Scott and Pesapane 2021; Scott et al. 2021), Bartonellosis, and Rocky
Mountain Spotted Fever. Most chronic Lyme sufferers are coinfected with other tick-borne
diseases. These coinfections significantly increase the level of illness and render successful
treatment even more challenging (Ball 2021). The ILADS guidelines recognize the complicating
role of other tick-borne diseases in diagnosis and treatment. Furthermore, Canadian doctors
are not trained to diagnose and treat diseases such as Babesiosis, Anaplasmosis,
Bartonellosis and Rocky Mountain Spotted Fever, thereby posing significant additional health
risks for patients.

Double standards

Chronic Lyme is very similar to long-haul covid-19 — both are chronic, multi-system
inflammatory syndromes caused by an infectious agent. The symptoms of chronic Lyme
disease and long-haul covid are very similar. Although the cause of long-haul covid is not fully
understood, there is evidence of persistent viral infection. Long-haul covid is taken more
seriously in Canada, with sufferers generally able to access ongoing medical treatment under
publicly-funded health care. In contrast, chronic Lyme is not taken seriously, not recognized as
a treatable disease, and chronic Lyme sufferers are denied treatment. When it comes to
antibiotics, there are a number of persistent bacterial infections that doctors routinely treat with
months or even years of antibiotics (Stricker et al. 2011) and yet Lyme sufferers in Canada are
limited to a mere 6 weeks of antibiotics, despite persistent symptoms and improvements while
taking the antibiotics (Ball 2021).

High suicide rate

Due to chronic symptoms, lack of access to medical care, extreme financial hardship, and the
neurological impacts of persistent infection, the suicide rate of chronic Lyme sufferers is
remarkably high. Fallon et al. (2021) examined data from nearly 7 million people and found that
the suicide rate of chronic Lyme sufferers was 75% higher than the general population.

This can, and must, change.

Without accurate and appropriate diagnosis and treatment, adequate doctor education on
Lyme disease, and because of the strict adherence to the IDSA guidelines, doctors in Canada
are impeded in their ability to properly care for their patients, leaving those patients invisible
and marginalized within the medical system and to those guiding public policy. Canada must
also adopt the diagnostic and treatment guidelines for Lyme and other tick-borne
diseases set forth by ILADS (an organization created by doctors and health professionals
worldwide who accept the large body of published science on Lyme disease), guidelines rooted
in credible science that recognize the existence of chronic Lyme, as a result of persistent
infection. Adopting the ILADS guidelines in Canada’s publicly-funded health care system will
allow patients to receive the treatment they desperately need, without suffering extreme
financial hardship.

The human, social, and financial costs of chronic Lyme disease

Not only does chronic Lyme disease take a huge toll on individual lives, as the number of
Canadians infected with Lyme and other tick-borne infections rises rapidly, so will the social,
and financial costs. Any disease, which results in disability, can lead to impacts at the level of
society if enough of the population is affected. Given the rapid rate at which acute and chronic
Lyme disease are growing in Canada, there is potential to have a large portion of the Canadian
population infected with Lyme. The cost to both government and society of this scale of
disability could be significant.




Conclusion

The debate over chronic Lyme disease has been described as “one of the biggest
controversies that medicine has seen,” as Dr. John Aucott, the director of the Johns Hopkins
Lyme Disease Clinical Research Center, described it in an interview with the Atlantic Monthly in
2019. Significant change is needed to give access to the thousands of Canadians already
suffering from chronic Lyme, and the thousands more that will no doubt deal with this disease
as, due to the impacts of climate change on the prevalence of both ticks and the diseases they
carry, the incidence of Lyme and other tick-borne diseases skyrockets in Canada.

Implementation:

CFUW National, clubs, provincial/regional councils can communicate directly with the
Canadian federal health minister, provincial ministries of health and other key provincial bodies
such as public health offices, medical associations and colleges of physicians and surgeons to
urge them to do the following:
a. Accept chronic Lyme as a treatable disease in Canada, providing access to
treatment under publicly-funded health care, by recognizing the WHO (World
Health Organization) codes for chronic Lyme as well as the large body of peer-
reviewed science research;
b. Adopt the ILADS guidelines as the primary diagnostic and treatment guidelines
for all medical practitioners in Canada;
c. Base treatment and diagnosis of Lyme disease and other tickborne diseases on
peer-reviewed science.

CFUW National, clubs, provincial/regional councils can communicate directly with
medical schools across Canada and request the following changes:

b. That medical school curricula include comprehensive, evidence-based learning
(based on peer-reviewed science) about Lyme disease and other tick-borne
diseases;

c. That medical school curricula adopt the ILADS guidelines for training in the
appropriate and effective diagnosis and treatment of Lyme disease and other tick-
borne diseases;

d. That, in alignment with the ILADS diagnostic and treatment guidelines, medical
doctors and other health practitioners be taught to rely on a clinical diagnosis of
Lyme disease as recommended by Health Canada until new, highly reliable tests
are available to support diagnosis.

CFUW National, clubs, provincial/regional councils could publicize the issues around
chronic Lyme disease and other tick-borne diseases through social media, to draw public
attention to the lack of access to health care for those suffering from chronic Lyme and other
tick-borne infections and the challenges around diagnosis and treatment of Lyme and other
tick-borne infections.

CFUW members can write to their local MP and MLA/MPP to ask that:
a. Chronic Lyme disease be accepted as a treatable disease by all health care
professionals in Canada, and
b. Those suffering from chronic Lyme disease and all tickborne disease have
access to diagnosis and treatment under publicly funded health care.
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