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Simple Summary: Many Lyme disease patients are struggling to navigate a healthcare system that
increasingly dismisses their condition. Patient organizations have arisen to contest a healthcare
system that dismisses patient conditions and to help bridge the divide between patients, researchers,
healthcare systems, and policymakers. This study documents this experience to reveal the marginal
progress made to date and the complexity of the challenges that remain.

Abstract: Lyme disease patient organizations have formed to challenge a health system that is failing
Canadians who suffer from a disease that is ambiguous in its symptomology and trajectory. The
framework of an embodied health movement illustrates the importance of the illness experience in
mobilizing patients to oppose a system that is reliant on restrictive guidelines that deny testing and
treatment and to seek alliances with researchers, physicians, and politicians who are sympathetic
to their goals. The strategies of Lyme disease patient organizations, the importance of experiential
knowledge, and the roles of both adversaries and allies are examined through a “small wins” approach
to gauge successes and setbacks within a Canadian context.

Keywords: embodied health movement; chronic Lyme disease; small wins; health care; patient
organizations; illness experience; Canada

1. Introduction

People suffering from Lyme disease (LD) have united to support one another and
advocate for prevention, testing, diagnosis, treatment, and, above all, recognition of both
acute and chronic manifestations of the disease. Evidence has been mounting since the
disease was identified in the 1970s in Lyme, Connecticut, USA. By 2018, the US Centers
for Disease Control and Prevention reported that approximately 476,000 Americans were
diagnosed and treated for Lyme disease every year [1,2]. In Canada, Lyme disease first
surfaced in western Nova Scotia, southern Ontario, southern Manitoba, and southern
British Columbia. Birds have been a primary vector for the spread of the deer tick (Ixodes
scapularis), after which other mammals, large (deer) and small (mice, pets such as dogs),
ensured its establishment and continued spread [1,3,4]. In 2021, Health Canada reported
3,147 confirmed cases of Lyme disease [5]. However, recent work by Lloyd and Hawkins
found a 10.2- to 28-fold under detection of Lyme disease, suggesting that its prevalence in
Canada is much greater [4]. Overall, LD cases are increasing across North America, and
the outcomes for patients can be debilitating and sometimes fatal [4,6]. Yet, those who
suffer from LD continue to be marginalized within Canada’s healthcare system. People
become infected when they are bitten by a black-legged tick carrying a bacteria (Borrelia),
and treatment delays put patients at risk of severe complications, including Bell’s palsy,
Lyme carditis, and Lyme meningitis [7]. The issue is that the illness experience of patients,
particularly those with chronic conditions, differs from the rhetoric of scientists that LD is
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straightforward to diagnose and curable with a short course of antibiotics, with persistent
infection being non-existent [8-10]. The divergence between the lived patient experience
and clinical evidence defended by influential scientists threatens the health and well-
being of patients whose symptomology does not conform to guidelines sanctioned by
health authorities.

This threat has resulted in the formation of LD patient organizations across Canada
that offer peer support, provide information, and serve as patient advocates by challenging
and collaborating with stakeholders for improved prevention, diagnosis, and treatment.
Using the framework of embodied health movements, we highlight the motivation and
mobilization of LD patient organizations and a need for the mutual appreciation of scientific
evidence, clinical judgement, and experiential knowledge. The emphasis is on evidence-
informed medicine as a tenet of person-centred medicine with the understanding that
scientific knowledge is a means to support rather than limit clinical judgement [11]. The
substance of LD patient organizations is framed as an embodied health movement described
by Brown et al. as a subset of health social movements that captures the “blurring of
boundaries” between medical experts and patients with validation of the illness experience
and patient expertise [12]. In this context, the goal of patient organizations is to partner
with decision makers, allowing for greater transparency and accountability. The application
of the framework reveals the impact of government policies and the influence of medical
standards and guidelines on the lives of those who suffer from LD and the role of patient
organizations in giving a voice to patients and caregivers.

Our investigation explores the crucial role that patients continue to play in the advance-
ment of understanding LD, how they have influenced Canadian healthcare policy, and
the challenges they encounter. The first section examines the embodied health movement
framework and its utility in examining the actions and reactions of LD patient organi-
zations regarding research and policy. A “small wins” approach put forth by Jason is
employed as a means to gauge the movement’s success [13]. Second, a snapshot of one of
the first LD patient advocates, Polly Murray, foreshadows the tensions between clinical
experts and patients that have persisted for over forty years. Third, the influence and
limitations of the controversial clinical practice guidelines for LD and the ongoing chal-
lenges presented to patients who do not meet the criteria for diagnosis and treatment are
examined. This includes implications of efforts to disentangle chronic Lyme disease (CLD)
and post-treatment Lyme disease syndrome (PTLDS) for patients. The small wins achieved
by patient organizations are outlined from the inception of the first patient organization
in Canada to the formation of the Canadian Lyme Consortium, with patients represented
as equal partners with researchers and health professionals. We note the ongoing burden
and financial costs incurred by patients and their caregivers as problematic and unresolved.
Figures published in 2023 suggest the healthcare cost in Canada per case ranges from an
average of CAD 47 for early localized LD to an average of CAD 443 for disseminated LD
when cases are diagnosed [14]. Yet this masks the potentially significant costs associated
with loss of income due to either reduced work hours or the inability to work, let alone
associated travel and other ancillary costs. For those who go undiagnosed in Canada,
costs for treatment and travel expenses can be much higher, with reports noting costs
ranging from CAD 29,000 to CAD 150,000 [15,16]. Two challenges confronting patient
organizations are then explored: attempts to discredit patient organizations and funding
dilemmas. This article concludes with an assessment of LD patient organizations as an
embodied health movement.

2. Research Approach
2.1. Embodied Health Movements Framework

Embodied health movements, as outlined by Brown et al., “address disease, disability
or illness experience by challenging science on etiology, diagnosis, treatment and preven-
tion” [12] (p. 50). Central to these movements are the embodied experiences of LD patients,
challenges to current practices and scientific knowledge, and the collaboration of patient



Zoonotic Dis. 2024, 4

24

advocates with oppositional experts. Oppositional experts are scientists, physicians, and
other professionals who are able to support patients’ pursuits for validation, diagnosis,
and treatment through evidence-informed practice [13]. Hinds and Sutcliffe count em-
bodied health movements as “a product of the democratization of knowledge, seen in
the health context as the incorporation of the patient experience into the management
of health problems” [17] (p. 1662). This framework has been prominent in the study of
unexplained and contested illnesses relative to diseases that have widespread acceptance in
mainstream medicine [12,17,18]. The following sample of titles provide some insight into
the challenges: “Illnesses You Have to Fight to Get...” [19]; “Living in Limbo...” [20]; “I
just want permission to be ill. ..” [21]; and, “Keep complaining ‘til someone listens. ..” [22].
Although the existence of LD in the acute stage is questioned less, the variability of signs
and symptoms and unreliable testing can lead to delayed /mis-/non-diagnosis [23]. The
possibility of treatment failure and existence of persistent infections are more often disputed
by scientists and physicians [24].

Brown et al. maintain that embodied health movements are characterized by three
interconnected elements [12]. First, the embodied experience, a personal awareness of the
illness experience, is what drives patient involvement in advocacy work and activism. LD
patients and their caregivers who are marginalized and denied a voice in their medical
encounters often seek peer support from patient organizations to learn about the disease,
the debates surrounding testing and treatment, and, most importantly, how to get well.
The second element of an embodied health movement is enacted when patients and care-
givers become leaders and advocates for change and directly challenge mainstream science
and health practice. A principal issue for LD patient organizations is the recognition and
validation of experiential knowledge during medical encounters and in research and policy
decisions. This stance challenges a more orthodox viewpoint whereby patients submit to
medical authority and, as Hinds and Sutcliffe add, “the privileged status of biomedical
explanations” [17] (p. 1665). LD patient organizations argue that biomedical explanations
by influential scientists are often selective and do not account for the illness experience
of many patients [25]. There is heterogeneity in the LD patient population expressed in
the variability of symptoms not always corroborated through laboratory testing [26]. The
methods employed by leaders and advocates to counter medical authority are captured
in the third element of the embodied health movement framework, which is that patient
organizations engaging in advocacy “must simultaneously challenge and collaborate with
science” [12] (p. 56). Alliances with scientists, health practitioners, politicians, and other
professionals who are sympathetic to the goals of patient organizations are crucial to estab-
lishing credibility. These oppositional experts can ensure that information disseminated to
the public and the challenges launched by patient organizations are supported by evidence.

Within the embodied health framework, the aim of LD patient organizations is to have
a voice in setting research priorities that are evidence-informed, merging science with the
illness experience. They seek experts to partner with to increase awareness of the disease,
advance testing and treatment options, and lobby governments for changes in health policy.
LD patient organizations featured in media reports display that they are well-positioned
to develop alliances with oppositional experts and leverage the experiential knowledge
of their membership to challenge biomedical models that do not adequately serve their
interests [27,28].

2.2. A Small Wins Approach

We adopt Jason’s small wins approach to gauge the outcomes of LD patient orga-
nizations within the framework of an embodied health movement [13]. Jason illustrates
the success of this approach in the legitimization and destigmatization of chronic fatigue
syndrome, a disease which has also been strongly contested by the healthcare system [13].
The advancement of LD research and policy change involves many stakeholders, and
progress can be challenged and muted by gatekeepers within the health system. The small
wins approach offers insight into the utility of coalition building and the value of opposi-
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tional experts. To disrupt the status quo, patient organizations identify allies and manage
opportunities to educate and mobilize those with expertise and authority to challenge the
practices and politics of their adversaries. However, as Jason notes, social change requires
“a long-term time commitment, and the process is often unpredictable as alliances emerge
and crumble, and even adversaries become allies” [13] (p. 313). Despite numerous and
noteworthy small wins resulting in increased public awareness and recognition through
legislation, research commentary and patient narratives show that LD remains steeped in
controversy related to restrictive clinical practice guidelines and physicians unfamiliar with
the disease [23]. Nonetheless, LD patient organizations persevere, and meaningful alliances
with oppositional experts continue to be forged as more Canadians are impacted. As we
demonstrate, Jason’s small wins approach has utility in assessing the sometimes-muted
gains of LD patient organizations and their capacity to manage both opportunities and
setbacks [13].

3. Results
3.1. Polly Murray—The First Lyme Disease Patient Advocate

Progress in LD research has been hampered by setbacks and tensions since it was
discovered in Lyme, Connecticut, in the 1970s. Researchers who collected information
from LD patients anticipating a cure would later understate the illness experiences of those
patients in their publications [29]. Dr. Allen Steere, a rheumatologist at Yale University in
the 1970s, is credited with discovering LD; however, it was a patient, Polly Murray, who
first recognized a health problem in her community in Connecticut and alerted the State
Department of Health. Polly Murray provided Dr. Steere with detailed records of the nature
and prevalence of symptoms and continued to pressure state officials to invest in research
to understand the complexity of this disease [29]. She described her own debilitating
symptoms and those of her family and neighbours so that their illness experiences could
be validated, understood, and treated. Murray was thanked for her contribution yet was
marginalized, as an editorial in the New England Journal of Medicine states: “The triumph
belongs to the inquisitiveness and determination of clinical and laboratory investigators
in medicine” [30] (pp. 774-775). Polly Murray’s lack of influence became apparent when
Dr. Steere began publishing his findings and communicating information about this “new”
disease. The information conveyed did not reflect the persistence and severity of the
illness experienced by patients [29]. It was due to the dedication and cooperation of
patients in the Lyme community in collaboration with scientists and state officials that this
unexplained illness was identified. Though experiential knowledge was already being
disputed, the naming of the disease validated the illness and led the way for a health
movement that began to unite patients and caregivers across North America and eventually
around the world.

3.2. Patients Challenged by LD Diagnosis and Treatment Protocols

Because symptoms of LD mimic other illnesses, misdiagnosis is possible; however,
when tests for other diseases are negative and with no objective evidence for their com-
plaints, patients who suspect LD are frequently dismissed and not tested [31,32]. Restrictive
guidelines accompanied by investigations and sanctions by regulatory bodies discourage
physicians from diagnosing suspected LD that falls outside the guidelines [25]. For exam-
ple, the Nova Scotia Infectious Diseases Expert Group (IDEG) advises that physicians begin
treatment for LD immediately when three criteria are met: (1) signs of a rash known as
erythema migrans (EM), (2) it is the season when the black-legged tick vector is predicted
to be active, and (3) exposure to a “risk area” where infected ticks have been identified.
When a physician suspects LD in the absence of any of these factors, treatment is postponed
pending confirmation by two-tiered serologic testing [33]. Patients in Nova Scotia who do
not meet the criteria are confronted with delays or have treatment denied due to the lack of
“objective” evidence despite their symptoms.
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The fact that the illness experience of LD patients does not always conform to Nova
Scotia’s IDEG guidelines is consistent with research. EM (e.g., a bulls-eye rash) appears
in as few as 9 percent or as many as 80 percent of cases [33-35]. While useful for early
identification, an over-dependence on this marker can rule out diagnoses when EM is
atypical or absent [36]. Similarly, data on the seasonality and “risk areas” associated with
the black-legged tick are constantly changing due to climate change [3]. Further uncertainty
exists regarding estimates and prediction models with no consensus about the prevalence of
infected ticks in targeted areas [4,37]. Combined, patients with presumed LD are potentially
denied timely and appropriate care.

Delayed or misdiagnosis is problematic, given patients often experience slower recov-
ery and more persistent symptoms. Cameron reported “that treatment delay is strongly
associated with treatment failure for patients with Lyme disease” and, as such, is a pre-
cursor for chronic Lyme disease [38] (p. 471). The recommended serological tests are an
impediment to timely diagnoses since they are inaccurate during the early stages of the
disease, unreliable, and results can take several weeks to obtain [26]. Lloyd and Hawkins
propose that accurate diagnosis from serological tests in Canada could be as low as 16.7 per-
cent [4]. After receiving a report that 24 patients had received false-negative test results,
Health Canada advised health professionals to use the tests only as an aid and not as the
basis for diagnostic or treatment decisions [39]. Despite this caution, Nova Scotia’s IDEG
(2020) instructs physicians to look for other causes of illness in the absence of EM and
negative test results. The IDEG also advises “against” repeat serological testing, using
alternate tests, using laboratories that do not subscribe to the Centers for Disease Control
and Prevention (CDC) criteria, and the use of antibiotics beyond the 14-28 day guidelines.
These are referenced as voluntary guidelines, but cases exist where physicians in Canada
have been investigated for non-compliance [40].

The issue is that such restrictive guidelines are enforced as mandatory and discourage
physicians from exercising clinical judgement based on a range of non-specific symp-
toms [41]. Yet, “it is through diagnosis that an illness gains legitimacy and entry into the
medical system” [17] (p. 1667). For patients, this poses an additional burden. The exclusive
focus of physicians on objective evidence discounts the subjective illness experience of
the patient, particularly when there is divergence, and the patient is sidelined given that
physicians remain gatekeepers to treatment [19]. It is the precipitous exclusion of an LD
diagnosis prompted by sanctions that discourage clinical judgement, which denies patients
validation and timely and appropriate treatment.

Due to the debilitating symptoms associated with LD, some Canadians challenge
their family physicians, consult multiple physicians, or travel to the United States for
testing and treatment, while those with fewer resources go undiagnosed and untreated [23].
Even with early diagnosis and the recommended course of antibiotics, patients may be
at risk if their symptoms persist since the probability of chronic infection is disputed in
Canada (discussed below).

At the heart of this issue are the 2006 guidelines developed by the Infectious Diseases
Society of America (IDSA), widely endorsed across Canada, which recognize that some
LD patients experience persistent symptoms but maintain that there is no evidence of
infection post-antibiotic treatment. Physicians are thus advised to manage the symptoms
(e.g., prescribe anti-inflammatory medications) or look for other causes [10]. The Interna-
tional Lyme and Associated Diseases Society contested this position by compiling a list of
over 700 peer-reviewed articles that support the persistence of LD [42]. Suppression of this
evidence not only discounts the probability but also the possibility of persistent infection,
thus depriving patients of treatment options.

Canadian physicians, governed by licensing bodies, are advised to follow the guide-
lines set out by their provincial authorities, which reflect the outdated 2006 IDSA guidelines.
This is controversial because panellists who developed the IDSA guidelines in the United
States were found to have conflicts of interest associated with patents and diagnostic tests,
received compensation from insurance companies to substantiate the denial of coverage for
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CLD, and were guilty of suppressing evidence [43]. The 2006 guidelines were delisted in the
United States in 2016 because they were outdated and did not meet the National Academy
of Medicine (NAM) standards yet continue to be cited by authorities in Canada [44,45].

This is problematic because ILADS published medical guidelines for LD in 2015 (that
meet NAM standards) acknowledging the prevalence and variability of LD as informed by
an array of laboratory tests and patients’ illness experiences [24]. In 2018, the Public Health
Agency of Canada added these guidelines to their website [46]; however, many provinces
lag behind (e.g., Ontario, Nova Scotia). This may be due to the influence of the Association
of Medical Microbiology and Infectious Disease Canada (AMMI), which partners with
IDSA and endorses the outdated 2006 guidelines [47]. Note that members of AMMI have
prominent positions in public health authorities (e.g., Government of Canada; IDEG; Public
Health Ontario).

In 2019, IDSA drafted revised guidelines to replace the outdated 2006 version, but it
was rejected by a coalition of over 35 Canadian and American patient organizations collabo-
rating with researchers and practitioners [41]. They stated that the proposed revisions were
more restrictive than the 2006 version, the panel membership excluded “representative”
patients and their treating physicians, and no allowance was made for clinical judgement.
Final revised IDSA guidelines remain unresolved.

Other factors exacerbate obtaining an LD diagnosis. This includes health professionals
communicating a low risk of contracting LD despite acknowledging that tick populations
are increasing in Canada [48] and the need to meet artificial thresholds of infected ticks
in a given area to justify LD testing [10,49]. The possibility of adventitious ticks and the
expansion of established populations yet to be surveyed is ignored. The risk of over-
diagnosis, over-treatment, and the overuse of resources is also emphasized [49-51]. In
contrast, patient organizations and their allies support more rigorous diagnostics to manage
the complexity of LD and facilitate appropriate diagnosis and timely treatment [28,52].
These factors are amplified by Lloyd and Hawkins, whose study estimates that many cases
of LD go “undetected, unreported, and hence potentially untreated” in Canada [4] (p. 16).
The challenge for patient organizations is to inform the public of the risks of contracting
LD and the associated toll of a misdiagnosis or non-diagnosis.

In addition, the subjective complaints of patients who go undiagnosed are some-
times regarded as psychosomatic rather than biological [53,54]. Persistent symptoms of
patients who were previously treated for LD and remain ill may also be suspect [17].
Similarly, parents of children with LD have been accused of “fabricating their children’s
symptoms” to get attention [55] (p. 440). When the legitimacy of an illness is contested or
labelled “unexplained”, patients are marginalized by physicians and also by family and
friends [56]. A lack of medical attention and social support further compromises their
health and well-being.

The Canadian healthcare system fails patients whose LD is not diagnosed. Physicians
are pressured to conform to guidelines that limit clinical judgement and do not adequately
address LD cases. Surveys in Canada have also shown high variability among family
physicians regarding knowledge of LD and serological tests [34,49]. Patients who suspect
that they have LD but whose symptoms do not conform to the criteria in the outdated IDSA
guidelines often seek the opinion of Lyme-literate Medical Doctors, LD specialists who
are few in number in Canada [25]. Other patients who have the financial resources travel
abroad for diagnosis and treatment [23]. Those with fewer resources may be reluctant to
challenge family physicians on whom they are dependent for medical attention. These
circumstances mobilize an embodied health movement. As Barker observed, patients
not adequately served by the health system seek outpatient organizations, “drawing
on their shared embodied expertise”, to validate the illness experience and connect with
oppositional experts who will partner with them to identify treatment options and advocate
for change [57] (p. 23).

Embodied health movements form when the illness experiences of patients are in-
consistent with medical authority accounts [12]. Ecological probability, the appearance of
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rashes, and serological testing are undisputed aids in the diagnosis of LD, but they are
insufficient, leaving LD undetected in many patients who are symptomatic. Debate exists
regarding how many patients with LD go undiagnosed and untreated [4,37], but the num-
ber of petitions and personal accounts shared on social media and forwarded to politicians
(see [58]) is an indication that this is a concern for many Canadians. Not all involved have
LD. Some LD advocates may live in “at risk” regions and feel vulnerable themselves, and
others know a family member or friend who is living with chronic Lyme. Oppositional
experts also participate—scientists provide evidence to challenge the prevailing dogma,
and physicians, educated about the complexity of LD, challenge restrictive guidelines
when warranted. Patients find allies in those whose evidence-informed research or medical
practice includes the illness experience and whose understanding of LD aligns with their
own to counter a group who disproportionately downplays their subjective accounts of LD.

3.3. Chronic Lyme Disease
3.3.1. Chronic Lyme Disease versus Post-Treatment Lyme Disease Syndrome

Central in this conflict is the persistence of LD following treatment. Long-term and
debilitating symptoms associated with LD are acknowledged by most researchers, but
debate exists regarding the clinical term for this condition, which results in confusion
for patients and physicians and validates patients’ illness experience. Both chronic Lyme
disease (CLD) and post-treatment Lyme disease syndrome (PTLDS) describe symptoms
that persist for more than six months [59,60]. However, PTLDS, a term used by IDSA,
describes symptoms that follow treatment but are of unknown origin [10], with no treatment
protocol and symptoms merged as “medically unexplained”. In contrast, CLD is defined by
ILADS as an ongoing infection, including intermittent and previously treated or untreated
symptoms [60], warranting further testing and treatment. This distinction is significant.

Diagnosing LD at any stage is challenging since it mimics over 350 medical conditions
and was deemed the new “great imitator” in the 1980s [50]. Many questions exist about
what causes symptoms to arise and persist, but the fact that CLD “is not recognized by
the majority of the medical community in Canada” [61] (p. 13) negates or delays testing
and diagnosis and is costly for the healthcare system and patients [62]. Some argue that
the fixation on Lyme disease deters patients from seeking proper medical advice and in-
terferes with assessments that could lead to other causes that account for symptoms [50].
Alternatively, Noorani et al. found that patients are driven to seek information and support
outside of the health system because their illness experience is challenged by mainstream
medicine [63]. It is not the certainty of CLD but its possibility that physicians fail to ad-
dress that puts patients at risk of inappropriate or no treatment. These types of medical
encounters mobilize embodied health movements to transform the dominant epidemio-
logical paradigm [12]. The desired outcome is a healthcare system that acknowledges and
responds competently to the complex nature of LD, chronic symptoms, the possibility of
persistent infection, and the heterogeneity of the illness experience.

3.3.2. The Burden of Untreated Chronic Lyme Disease

Patient care is largely dictated by parameters set by provinces and the interpretation
and discretion exercised by physicians regarding sanctioned practice guidelines. Challeng-
ing conventional health care is costly for Canadians suffering from persistent LD symptoms
who travel outside of the country in search of diagnosis and treatment. The exact number
of how many patients are involved is unknown as a database that tracks individuals does
not exist. Generally, patients are denied health insurance coverage for pharmaceuticals and
tests when they return to Canada [23]. An inability to work and out-of-pocket expenses are
significant burdens for many who suffer from CLD, their families, and caregivers [32,64,65].
The fact that costs are higher than with other infectious diseases warrants attention [66].

Despite claims that LD is over-diagnosed and over-treated and a misuse of resources [49-51],
there is evidence that greater expense is incurred when LD goes undetected and un-
treated [62,67,68]. With delays in treatment a factor in persistent symptoms and CLD [38],
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the reluctance of physicians to diagnose LD and the waiting period for reliable test results
undoubtedly come at a great personal cost for patients. Patient organizations challenge
public health systems that deny care to LD patients and burden them with the cost of
alternative diagnosis and treatment, a direct consequence of having their illness experience
discounted [69].

3.4. Small Wins for Patient Organizations—Reassurances Then Status Quo

The first LD group in Canada was the Lyme Borreliosis Society in British Columbia
(BC) (1989), which involved researchers who were concerned that LD research was being
suppressed [25]. Lyme Ontario (1990) was the first patient-led organization founded
by John Scott, who developed debilitating LD symptoms that went undiagnosed for
years [25]. Currently, multiple LD patient organizations and support groups exist across
Canada. In 2003, CanLyme was established as a pan-Canadian patient organization and
resource for information on LD [70]. CanLyme, along with other advocates and patient
organizations, strengthened their alliances with oppositional experts by entering into an
equal partnership with researchers and healthcare providers in 2017 to form the Canadian
Lyme Consortium. The focus of this partnership was to advance patient-centred LD
research [71]. The following chronology outlines the small wins and setbacks of LD patient
organizations over the past decade.

In 2010, Dr. Brian Schmidt, a senior health executive in BC, completed a government-
commissioned report substantiating the concerns of patients and oppositional experts [27].
The report indicated that LD was poorly recognized by BC physicians, tests were inade-
quate, CLD was a valid diagnosis, the treatment protocol was lacking, and doctors were
unfairly targeted for exercising clinical judgement, which breached practice guidelines [72].
It was made public by LD advocate Gwen Barlee through a Freedom of Information request.
As a result, the Schmidt Report became front-page news, and BC immediately announced
CAD 2 million in funding for research to help patients with complex chronic illnesses,
including LD [27]. This culminated in the Complex Chronic Disease Program (CCDP),
which was cause for optimism for many LD patients and advocates. There was input
from patient organizations with representation from CanLyme on the advisory committee.
However, the new program did not adopt the recommendations of the Schmidt Report,
and there were no changes in treatment practices. CanLyme thus withdrew its support for
the new program in 2013 [73]. After filing another Freedom of Information request in 2014,
Gwen Barlee confirmed that promises to improve testing and treatment options had been
disregarded in favour of the status quo [74]. In 2015, several physicians with specialties
dedicated to treating patients with chronic diseases such as LD resigned from the CCDP “in
protest to the administrative restraints” [27]. The Schmidt Report and an investment by the
BC government appeared to be significant wins for LD patients and healthcare providers;
however, the program’s potential for improved testing and treatment was never realized.
Small wins were nonetheless achieved through media attention captured by Barlee due to
her determination to access key documents. At one point, she was burdened with a CAD
2160 fee to acquire information, which she raised in four hours through crowdfunding,
which shows the solidarity of the LD movement [52].

The Schmidt Report’s eight recommendations were highlighted in a proposed federal
framework on LD (Bill C-442) in 2014 [75], which was enacted unanimously by all parties
and supported by the Canadian Medical Association [76]. A 2016 conference in Ottawa
was organized by the Public Health Agency of Canada (PHAC) to develop the federal
framework. Over five hundred patients, caregivers, health professionals, representatives
from the federal government, PHAC, CanLyme, and AMMI were in attendance [77]. Many
LD patients spoke at the conference, sharing personal experiences with misdiagnosis, a
lack of awareness of LD, the failure to provide treatment options, and inaccurate testing
and reporting. CanLyme president Jim Wilson stressed the need for patients to be equal
partners in LD health policy. The Green Party leader, Elizabeth May, the Minister of Health,
Jane Philpott, and the Chief Public Health Officer, Dr. Gregory Taylor, gave assurances
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that the concerns of the participants would be duly considered and lead to changes in
awareness, diagnosis, and treatment [77].

In 2017, the federal Framework for Lyme Disease was released with widespread dis-
appointment among patient organizations, given that their input had been discounted.
Briefs were submitted to the House of Commons Standing Committee on Health (HESA) by
patients, patient organizations, physicians, and academics in protest because the framework
did not reflect the evidence and illness experiences presented at the 2016 conference [78].
When a draft of the framework was shared with stakeholders in February 2017, LymeHope,
a patient organization in Ontario, launched “The Ticking Lyme Bomb Petition”, detailing
multiple outstanding issues, which quickly garnered over 86,500 signatures [58]. The num-
ber of signatures on the petition shows that the momentum of the LD movement has not
wavered. Oppositional experts validated the patient narratives and grounded their opposi-
tion in scientific evidence (see [78]). The objections of patient organizations to the federal
framework achieved further small wins by garnering public attention and awareness.

Other initiatives include LymeHope’s 2017 “Lyme Letters Canada Campaign”, which
encouraged Canadians to tell their personal stories and struggles to access treatment for LD.
In less than six months, over 2700 letters were delivered in person to the Minister of Health
and Chief Public Health Officer [79]. Media attention ensued, and the efforts of LD patient
organizations were featured in two issues of MacLean’s magazine in 2017 [28,80]. This
illustrates the conviction and capacity of patient organizations to keep LD on the agenda
to increase awareness of the disease and of the problems confronted by LD patients in the
Canadian health system.

Despite these small wins, Canada has not adopted better testing and treatment pro-
tocols. In July 2018, a 37-year-old man from Manitoba who was untreated for LD died
of Lyme carditis while waiting for serological testing results [6]. A 42-year-old teacher in
Ontario tested negative for LD in 2016. When symptoms persisted for nearly two years,
testing in the United States confirmed LD, yet provincial health insurance did not accept
the diagnosis because it was not acquired through a Canadian-approved testing facility.
The patient has paid CAD 120,000 in medical bills as she continues to manage persistent
infection and chronic pain [81]. Others suffer from a range of mental health problems with
a Lyme infection that reduces quality of life and increases the risk of suicide [54,82]. Many
patients have no means to obtain a second opinion, locate alternative physicians, or pay for
testing and treatments in the United States.

4. Discussion and Conclusions
4.1. Ongoing Challenges: Discrediting Patient Organizations

As memberships in patient organizations grow and their alliances with oppositional
experts strengthen, there has been backlash from researchers and medical professionals
whose authority regarding LD is challenged, especially online. Recent research concluded
information on patient organization websites was unreliable because it diverged from
government websites and was deemed inaccurate by government employee “experts” [83].
The authors failed to appreciate that patient organizations have the capacity to retrieve
and disseminate information more quickly than governments and can be the impetus
for changes and updates on government websites. For example, it was the collaborative
efforts of patient organizations and human rights activists who successfully appealed to
the WHO to update the diagnostic codes for LD, which reflected over twenty-five years of
peer-reviewed, evidence-informed research [69]. As Epstein points out, it is “the immediate
threat of disease” that motivates patients to become advocates and develop expertise to
advance research and change policy [84] (p. 248). It is the embodied experience of LD that
prompts the urgency within patient organizations to appraise the legitimacy of both the
content and source of new information and share it with peers. Granted, some Internet
sources for LD may have good intentions but do not adequately update their websites.
There are also Internet predators who exploit uncertainties associated with LD [85]. Such
websites must be evaluated independently and fairly with a focus on addressing illicit
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businesses while supporting reputable sources that have the potential to demystify LD for
patients by providing information and peer support.

The discursive marginalization of patients with CLD is further motivation for the em-
bodied health movement. As Epstein contends, through the “melding of credentialed and
experiential expertise”, patient organizations can provide current and accurate information
empowering patients to make informed decisions about treatment options [84] (p. 249). Ina
quest for legitimacy, patient organizations rely on evidence-informed research to challenge
mainstream medicine. However, as Phillips notes, patient expertise is often dismissed as
unscientific, “which makes them [patients] prone to misinterpreting data and can lead
to unfounded fears” [18] (p. 263). Interestingly, Phillips discovered that the boundary
work that mainstream medicine engages in to maintain authority and discredit patient
organizations extends to patient groups. Patients within an embodied health movement
maintain that experiential knowledge is necessarily bound with scientific knowledge and
censure patients who promote pseudo-science.

4.2. Ongoing Challenges: The Funding Dilemma

A primary role of patient organizations is to lobby for funding for research and ed-
ucation to support better testing, treatment, and prevention. Governments have recently
responded by directing tax dollars for this purpose. However, the BC example of the
CAD 2 million in provincial funding to launch the CCDP illustrates how objectives can be
thwarted. Similarly, the release of the 2017 federal framework on LD was accompanied
by CAD 4 million for LD research [27]. Despite assurances given by health officials and
politicians at the 2016 conference, patient organizations were denied a role with funds given
entirely to the newly formed Canadian Lyme Disease Research Network (CLyDRN) [86].
CLyDRN has been criticized for being disproportionately represented by health profession-
als and encouraging patient engagement but not sanctioning patient direction by partnering
with patient organizations [87]. The majority of the 2016 conference attendees were LD
patients; however, their contribution was marginalized in a statement issued by AMMI:
“While AMMI Canada recognizes and values the importance of the patient’s perspective in
the clinical encounter, anecdotal experiences do not constitute evidence-based science” [88].
What AMMI failed to appreciate was that some LD patients who spoke at the confer-
ence were medical professionals and scientists, and many others had been informed by
peer-reviewed scientific evidence and oppositional experts and were not as naive as their
statement implied.

Access to funding allows patient organizations to share authority over research prior-
ities and projects, and multiple stakeholder involvement can facilitate transparency and
accountability [89]. As Patrick points out, involving patients in research planning and
decision-making is necessary for “patient-relevant” outcomes but concedes that “involving
patients adds complexity and expense”, yet token involvement remains unacceptable [90]
(p. 1063). Strategies are needed to ensure patients can contribute to the process in an
equitable fashion. The model adopted by the Canadian Lyme Consortium with patients,
researchers, and healthcare providers equally represented is a positive step. However, the
Consortium has been criticized and had funding proposals denied by the Canadian Institute
of Health Research (CIHR) “because patients were involved as partners” [91]. Such criticism
suggests that patient organizations are unwanted and discourages patient-driven research.

In contrast, support exists for independent LD research from families who have
experienced LD and were challenged by the Canadian health system. In 2009, an Ontario
family who had two members suffering from LD and had to travel to the United States for
diagnosis and treatment anonymously donated CAD 500,000 to CanLyme to help fund an
independent research facility in Canada [25]. Also, in 2009, Gabe Magnotta, untreated for
LD in Canada due to a negative serological test, travelled out of country for diagnosis and
treatment and died of a heart attack [92]. His family established the Magnotta Foundation
for Vector-Borne Diseases, which awarded CAD 1.4 million to the University of Guelph
to establish an LD research laboratory in 2017 [93]. Patient-driven funding has the benefit
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of being focused not only on scientific evidence but also on the priorities of patients and
patient advocates.

4.3. “Small Wins” and Patients in an Embodied Health Movement

Viewed through the framework of an embodied health movement, LD patient organi-
zations in Canada are building momentum as increasing numbers of Canadian patients,
caregivers, and citizens are impacted by the disease. Researchers admit that there is much
that remains unknown about LD. However, disregard and occasional contempt for the
illness experience have contributed to an over-reliance on scientific evidence, which has
hampered the advancement of LD research. It is the embodied experience of LD, the first
element of the framework, that provides insight to aid diagnosis and treatment, partic-
ularly in the absence of objective evidence. Patients are reliant on physicians who have
studied and treated LD to exercise clinical judgement and to give LD and the possibility of
persistent infection due consideration.

In accordance with the second element of the embodied health framework, LD patient
organizations have challenged the dominant epidemiological paradigm, which does not
adequately align with their lived experience. Symptoms that are contested, a disease
trajectory that is not reflected in case definitions, and restrictive guidelines that deny testing
and treatment have mobilized a movement. Progress has been too slow for those who are
suffering from LD, and patient organizations remind authorities that there is urgency due to
the debilitating symptoms and the increasing prevalence. Those who are impacted the most
by LD pursue the authority to set research priorities and contribute to decision-making.
Patient organizations are challenging the boundaries upheld by mainstream medicine
and encouraging researchers and physicians to partner with patients and validate their
experiential knowledge.

The strategy fostered by Canadian patient organizations is collaborative rather than
hostile. This is consistent with the third element of the framework. LD patients are resigned
to challenge adversaries who deny them care and challenge experiential knowledge but
also rely on oppositional experts to achieve their goals. The desired outcome is evidence-
informed research and practice. Patient organizations choose to collaborate with scientists
to develop better testing and treatments and to collaborate with administrators and politi-
cians to develop better policies. However, one must be wary of ambiguous terms like
“patient engagement” that allow token participation but deny authority. The objective is
an equal partnership with other stakeholders for transparency and accountability and to
ensure that the lived experience of LD is fairly represented and heeded.

The small wins of patient organizations that have accumulated since the time of Polly
Murray in Lyme, Connecticut, have had a substantial influence on the progress made on
LD. It is the peer support, the dissemination of information, the petitions, the alliances
with scientists and physicians, and government lobbying that have advanced research
and increased awareness of LD. Many of the achievements of patient organizations have
been diminished by setbacks; however, as Jason noted, patient advocacy is a “long-term
commitment” [13] (p. 313). It is the persistence of LD patient organizations that ensures
that conditions improve for those suffering from LD, albeit slowly.
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