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This Report was prepared for information purposes only. It aims to provide an

overview of the key messages expressed by presenters and participants who attended
the conference, the majority being patients who shared their personal experiences (see
Figure 1). The key messages and ideas summarized in this report are not intended to
indicate a consensus of opinion or agreement across patient groups and the medical
and scientific communities on these topics. The opinions and views expressed at this
Conference are those of the presenters and participants and do not necessarily reflect
the opinions and views of the Government of Canada.

1 INTRODUCTION

As mandated by the Federal Framework on Lyme Disease Act, the Public Health
Agency of Canada, on behalf of the Minister of Health, held a conference in May of 2016
in Ottawa, Canada. Participants included patients, representatives of provincial and
federal health ministries, researchers, patient groups, health care professionals or other
interested Canadians. Conference attendees participated both on-site and through an
online interface.

Figure 1: Summary of total attendance (in person and online)
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» To lessen misuse of risk maps, add a disclaimer that they are for research purposes.

+ Use a notification system similar to the Amber Alert program (announcements on
television and radio to convey information on high-risk areas).

Research
» Develop a surveillance research agenda, with appropriate funding.

» Leverage existing and prior research.
o Short-term research project: collate/integrate existing risk maps.

* Research question: Are certain people more susceptible to tick bites and Lyme
disease, for instance due to their HLA haplotype?

» Study chronic Lyme disease patients, for example how Lyme disease affects
different areas of the body.

Surveillance of Lyme Disease in Humans

* Need for closer/better patient monitoring, recognizing limits imposed by
privacy needs.

* Physician reporting needs improvement.
« All Borrelia strains and all co-infections to be monitored.

* Include patients with a positive test result from an outside lab: create a “count me
in” program.

» Use patient tick bite history to help identify areas for tick surveillance.

 Integrate both passive surveillance (reporting of positive test results) and active
surveillance (areas where clusters of people are being tested, regardless of test
results, areas where ticks are prevalent).

8.2 FOCUS ON GUIDELINES AND BEST PRACTICES

What might success look like?
+ There is patient liaison and advocacy.

» Patient experience is characterized by respect, transparency and inclusion.
* There is trust in the medical system.

* There is timely, accurate and effective diagnosis and treatment.
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» Doctors are free to diagnose and treat based on clinical observation as well as
test results.

* Research includes qualitative and quantitative evidence.

» There is recognition and understanding of the evolution of the disease in its acute
and chronic aspects.

* Lyme disease is recognized and acknowledged by employers, insurers and
provincial health care plans.

» There is adequate funding for research.
 Clinical practice guidelines are regularly reviewed and updated.

» There is a holistic approach to patient care that includes traditional, alternative and
social science practitioners.

IDEAS FOR CONSIDERATION

Immediate/Short-term Actions

» Action is needed now to relieve suffering and to begin longer-term research and
other activities, such as surveillance and education.

» Build a business case (cost analysis):

o Determine costs associated with treating later stages of Lyme disease (costs
to the health care system, out-of-pocket costs to patients, costs related to
lost productivity, etc.).

o Determine how much money is saved by early and appropriate treatment
and use cost savings for Lyme disease research, treatment and
patient support.

» Create a multidisciplinary centre(s) of excellence and innovation for Lyme disease
research and treatment:

> Would enable direct exposure for researchers to patients.

° Involve the Canadian Medical Association, medical colleges, and
provincial governments.

» Create databases of tick areas, symptoms, treatments and their outcomes, patient
experience, etc.
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Enable sharing of best practices across Canada among the whole spectrum of
health care practitioners.

Review the guidelines and best practices of other countries.

Create a list of physicians treating Lyme disease.

Patients

Revise the Health Care Act to improve access to care and prevent out-of-
pocket expenses.

Reimburse patients/families for past and ongoing expenses not covered by their
provincial health plans, such as travel for treatment, supplements, complementary
care providers, diagnostic tests, homecare and equipment.

Provide compassionate loans/grants for people in immediate need.

Create an online help centre/forum for Lyme disease patients or those suspecting
they may have been infected.

Create a database of patient experience.

Hold regular annual conferences to engage patients, provide support, review latest
research and treatment options, and build networks.

Have a part-time disability category to accommodate those who can manage
some work.

o Disability to be based on functionality not diagnosis.

Provide retraining, alternative jobs. Hire Lyme patients for Lyme disease education.

Diagnosis, Testing and Treatment

Promote diagnosis based only on clinical symptoms.
Enable ethical, open and transparent access to test results for patients:

o Allow more thorough reporting on serology — not just positive or negative.
Patients should be able to see the “fine print.”

> Release banding data from all past Western blot tests for Lyme disease.
Automatic testing of spouses of Lyme disease patients.
Lift restrictions on prescribing antibiotics for Lyme disease.

Enable antibiotics to be prescribed as a precaution when someone suspects a
tick bite.
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Medical Community
* Need to create Lyme-literate doctors.

o Establish specialists in vector-borne diseases.

* Impose an immediate five-year moratorium on penalties/professional consequences
for physicians diagnosing and treating Lyme disease.

* Impose some form of penalty on any medical college that persists in prosecuting
physicians who treat Lyme disease patients.

* Reinstate doctors who lost their medical licenses due to treating Lyme disease.

» Coroners to be required to submit tissue samples, especially of patients with
diseases that for which Lyme disease is frequently misdiagnosed (e.g., Parkinson’s,
Alzheimer’s), to a biobank.

Holistic Approach
+ Patients and doctors work together.

» Facilitate and encourage traditional and naturopathic practitioners to work together
with openness and respect.

* A holistic approach to mental wellness is important (suicide prevention, treatment for
long-term trauma). Need to recognize the psychological and psychiatric dimensions
— not psychosomatic but somatic-psychic (physical symptoms causing psychological
problems).

* Recognize the importance of nutrition and health of the personal and community
microbiome as part of Lyme disease treatment:

o Registered holistic nutritionists and other holistic health care providers to
be considered part of the integrative health care team, with their services
covered by provincial health care plans.

o |f services are not covered by provincial health care plans, ensure they are
tax deductible to the patient.

Research
* Funding is needed for Lyme disease research.

* Need to look at research that has been done in other countries (e.g., U.S. research
on agents that attack the biofilm).
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* Research topics/areas:

o

Properly define the disease, including strains, co-infections and modes
of infection.

Human-to-human transmission: congenital, breast milk, sexual, blood
supply, organ donation.

Presence of Borrelia burgdorferi, Lyme disease strains or spirochetes in
patients with other diagnoses such as Parkinson’s and Alzheimer’s.

Other vectors and birds have implication for surveillance.
Vaccine development.
Environmentally protective eradication/control of ticks and other vectors.

Better products to protect against ticks that are safe for humans, pets, and
the environment.

Development, Monitoring and Evaluation of the Federal Framework for
Lyme Disease

* Do not develop the Federal Framework in isolation — look at the practices,
guidelines and policies of other countries.

« Refer to the U.S. National Academies Institute of Medicine’s standards for the
development of trustworthy clinical practice guidelines when developing the
framework.

» A process of evaluation and accountability needs to be established to
monitor change.

8.3 FOCUS ON EDUCATION AND AWARENESS

What might success look like?
* There is one source of factual information on Lyme disease for Canada.

* Information and tools are readily available to all.

« All education and awareness materials reflect all Canadians and are available in
many languages to meet community needs.

* Media coverage of Lyme disease is factual.

+ Children are fully educated on Lyme disease.
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The entire medical community is fully educated and aware of Lyme disease and all
its aspects and issues.

> Physicians know what to do and where to get information.

o Every family doctor knows how to treat tick bites, Lyme disease symptoms
(acute and chronic) and transmission risk factors (vaginal/semen
secretions, etc.).

o Specialists are knowledgeable about Lyme disease.

o Multidisciplinary teams, including naturopathic doctors, work together with
openness and respect.

Awareness campaigns are year-round (not only seasonal).
The stigma of Lyme disease has been erased through education and awareness.

Education and awareness efforts are monitored and evaluated for use of
recommendations, information materials, and behaviour change.

General Public

Accurate and current information is provided in pamphlets and posters available in
medical offices, pharmacies, veterinarian clinics, etc.

Need to know the risks (including that Lyme disease can be fatal) and how to
prevent infection, what to do if you suspect infection.

Need a broad description of Lyme disease and its co-infections.

Need photos of ticks and rashes (all not just bull’'s eye, also state that there may not
be any rash).

Promote awareness through a national Lyme Disease Awareness Day.
Use all forms of media to get the message out.
Use a celebrity champion that the general public would relate and listen to.

Target employers and workplaces to generate understanding for co-workers who
have Lyme disease.

A patient-centered conference is held annually to transfer new knowledge and
provide support.
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Children

Goal is to reduce or eliminate contraction, but without creating fear (use Red Cross
swimming education as a model).

Reach children through schools and daycare centres and through those who work
with children (coaches, club leaders, etc.).

Use age appropriate messaging and delivery vehicles (role play, comics, etc.).
Create campaigns similar to anti-bullying; “lime green t-shirt day” at schools.

Tick removal kits should be provided to all schools and school boards should have
a tick/Lyme policy.

o Suggestions for such a policy included a protocol for the school to seek
immediate medical attention for a child that has been bitten and formal
notification to parents to seek medical attention if there is suspected
exposure.

Recreation and Outdoor Audiences

Signs at parks, trails, golf courses and campgrounds: notification of tick prevalence,
identification of ticks, tick removal, bite prevention, action to take if bitten.

Tick removal kits for summer camps, sports coaches, club leaders, etc.

Advertisements/advertorials in outdoor magazines (hunting, camping, RVing, hiking)
and local and regional papers.

Posters and pamphlets at sporting goods/outdoor stores.

Need to reach outdoor workers (hydro, military, camps, landscapers, tree
planters, etc.).

Need to reach weekend gardeners and cottagers.

Medical Community

Need to provide “Lyme basics” (how to remove a tick, visual signs of different
rashes, symptoms, antibiotic guidelines for acute and chronic) to the whole spectrum
of health care practitioners, including general practitioners, specialists, alternative
practitioners, nurses, medical students and pharmacists.

Need to reach and engage veterinarians.

Survey health care practitioners to determine their current knowledge and practices
on Lyme disease (will provide baseline data for future evaluation of progress/
change).
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» Deliver information through medical journals.

» Ensure key information sources, such as UpToDate, have current information
(e.g., the International Lyme and Associated Diseases Society (ILADS) guidelines
or those of the National Guideline Clearing House). It was noted, however, that
UpToDate will only publish what it considers to be evidence-based information.

+ Ongoing education is done through compulsory continuing education requirements;
various levels are available, leading to accreditation as a Lyme literate practitioner.

» Database of Lyme-literate doctors for referring patients.

* Promote how to become a Lyme-literate doctor.

Public Health Agencies

» At the federal, provincial/territorial, regional and community levels: need
mechanisms to ensure information is correct and delivered to appropriate parties.

+ Existing Lyme disease information on public health websites needs to be reviewed
for accuracy: false information is just as bad as no information.

» Public health agencies to acknowledge and communicate that all provinces have
Lyme disease.

» Provide public access to tick testing and information on where to take ticks for
testing.

» Establish time-based billing codes for complex cases to ensure patients are given
adequate attention.

* Mandatory training on Lyme disease basics in medical schools and mandatory
yearly updating of training for licensed practitioners. Pay physicians to attend
accredited training for physicians (e.g., BC Practice Support Program).

* Hire summer students for public education.
* Yearly conference to raise awareness within public health agencies, including

information on blood and organ donation by Lyme disease patients.

Media
* Need all the correct information, from ticks to treatment to transmission.

» Consider a big media campaign (e.g., Bell mental health awareness; promote the
“Take a Bite out of Lyme” social media challenge).

» Use creativity and humour to get attention.
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Parliamentarians and Members of Legislative Assemblies

* Promotion of a Canada-wide strategy for ministers of health that would include
factual information on Lyme disease, co-infections, prevention, awareness and
surveillance.

» Create provincial laws to protect medical professionals who treat Lyme disease.

* Promote funding for research.

Pest Control Industry and Regulators

* Engage the national and provincial associations and regulators (e.g., Pest
Management Regulatory Agency of Canada) on tick control and bite prevention.

* The industry also needs to be better educated about Lyme disease.

* Need to improve consumer information on pest control and bite prevention products,
(e.g., length of effectiveness).

9 TRI-CHAIR CLOSING REMARKS

Dr. Daniel Gregson, Past President, Association of Medical Microbiology and
Infectious Disease Canada thanked participants for sharing their stories and offering
many good ideas. He said, “Many of you are suffering, and that is difficult for me as a
doctor.” He noted that he has concerns about some of the physician/patient interactions
and will be taking those stories back to his colleagues.

Dr. Gregson observed that there are a lot of unanswered questions about Lyme disease.
When the next conference on Lyme disease is convened, there will hopefully be fewer
unanswered questions and changes will have been made. To do that, a number of things
need to happen. He suggested that improvements are needed in how people with Lyme
disease are classified and how patient experience is captured. Data needs to better
reflect the number of Canadians affected whether they have had positive Lyme tests in
Canada or not, as well as those who had Lyme disease and got better and the outcomes
of treatment. He noted that observational studies are needed along with a better
understanding of the complexity of multiple symptoms and manifestations of the illness
and a better process than sending patients to multiple specialists.

In closing, he said, “My hope as we move forward with the Federal Framework is that we
can identify the issues that we can all agree on, and that we can communicate those
issues to the public and the government. With agreement we can have forward motion; if
we are divided we can't”
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Mr. Jim Wilson, President, Canadian Lyme Disease Foundation, noted that much
has been said over the short period of the conference. He observed that the global shift
that happened for HIV/AIDS is poised to happen now for Lyme disease, noting that, “The
momentum and opportunity are here. The stage is set for the cooperation that will make
the difference that will find the research funding and create multiple centres of
excellence.” He noted that opposing opinions are not to be avoided: science, to become
evidence, requires open and transparent debate by all stakeholders.

Mr. Wilson observed that what is most important is the involvement of patients and their
experts as equal partners in all matters of Lyme disease policy. He noted that the
Canadian Institutes of Health Research clearly states that patient involvement at health
policy design and planning stages yields the best outcomes and that this must be the
foundation from this point forward and the legacy of this conference. He emphasized
that, “We [patients] are equal partners.”

Dr. Gregory Taylor, Chief Public Health Officer, Public Health Agency of Canada,
said that he has experienced “an incredible learning experience” over the course of the
conference. He thanked participants for sharing their moving stories openly and honestly
and for taking the risk to do so. He said, “I have seen the pain and the anger in many
people. But | have seen a shift to hope. People are here to make things better.” He
observed that the goal of the Public Health Agency of Canada is also to make things
better for people. “If we are not helping individual Canadians, if we are not making a
difference in their lives, then we are not doing our job.”

Dr. Taylor observed that Canadians are natural collaborators. Some of the common
messages of the conference include:

* We need better surveillance.

* We need better education and more awareness.

* We need to prevent this disease from affecting more Canadians.
* And we need improved treatment guidance and best practices.

He noted that while the Act states that the Public Health Agency of Canada is to produce
a Federal Framework on Lyme Disease, for it to be effective it must be a “roadmap for
action”, and that this is the Agency’s intent.

In closing, he noted that the ongoing engagement of participants and all Canadians is
important to the framework development process. As the Federal Framework is
developed, there will be opportunities for review and input. He said that the conference
“is not the end. We need to and will engage on an ongoing basis.”
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