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Mélanie Tardif 

• PhD in microbiology and immunology from Université Laval, Québec 
 
• In fundamental research for more than 12 years specifically HIV and chronic 

inflammatory diseases, including 8 years as project manager in the Centre de 
recherche en infectiologie tied to Université Laval 

 
• Scientific Coordinator in optimal drug use-Direction du médicament since 2013 at 

INESSS 
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DISCLOSURE 
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MISSION, VISION & VALUES 

Excellency 
Independence 

Openness 
Scientific rigor 
Transparency 

Probity 
Equity 

To be a key reference 
to inform decisions 

and practices 

To promote clinical 
excellence and the 

efficient use of 
resources in the health 

and social services 
sector.  

MISSION VISION VALUES 



5 

LYME DISEASE - IN BRIEF 

CAUSED BY Borrelia burgdorferi sensu lato 
 
In the north  eastern parts United-states 
and south estern parts of Canada Borrelia 
are TRANSMITTED BY INFESTED 
BLACKLEGGED TICKS 
 
TICKS PREFER MOIST PLACES mainly 
forests and woods but also microclimates 
favoring their survival as gardens, 
landscaping and clumps of leaves. 
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LYME DISEASE - IN BRIEF 

3 stages 
Localized  
• Isolated erythema migrant 

• typical 
• atypical 

 

Early disseminated 
• Systemic symptoms like flu after bite 
• Multiple erythema migrant 
• Neuroborreliosis 
• Lyme carditis 
 

Late disseminated 
• Lyme arthritis 
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LYME DISEASE IN QUÉBEC - QUICK FACTS 

LYME DISEASE IS A REPORTED DISEASE IN THE 
PROVINCIAL COMPUTERIZED REPORTABLE 
DISEASE CENTRAL REGISTRY (MADO REGISTRY) 
SINCE 2003 

MADO registry has un objective of public health surveillance 
especially to detect emergent disease.  
 
Only confirmed and probable cases are  
registered according to nosological definitions. 
 
Statistics available in MADO do not include all provincial clinical 
cases of Lyme disease 
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case in 2006 
 
cases in 2011 
 
cases in 2018 

32 
301 

1 

x2 

X2 

LYME DISEASE IN QUÉBEC - QUICK FACTS 
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CONTROVERSIES AROUND LYME DISEASE 

• One of the biggest controversies in Québec and 
around the world is whether or not persistent or 
chronic Lyme disease exist.  

 

• Some perspectives contain statements that are not 
fully supported by scientific data from human studies. 

 

• Many views close to beliefs circulate through websites 
and social media, which contributes to the confusion 
surrounding this pathology and laboratory tests. 
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SPECIFIC ISSUES IN QUÉBEC 

Québec Association for Lyme 
disease (AQML) works for the 

recognition of the chronic 
form of the disease and 

revendicates for all 
Quebecers better conditions 
of care for people with Lyme 

disease (independently of the  
3 stages). 
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THE MANDATE FROM QUÉBEC MINISTRY OF 
HEALTH AND SOCIAL SERVICES  

Elaborate guidelines on recognition, diagnosis, treatments and 
follow-up of patient with Lyme disease in order to improve 
experience of care as well as optimal use of laboratory tests and 
treatments 

Prophylaxis as well as early localized and 
disseminated stages 

of Lyme disease 

« Chronic » form of Lyme disease & other 
tick-transmitted infections 

Review pharmacological aspects of post-exposure 
prophylaxis for prevention of Lyme disease after tick 
bite and create clinical tools 

Autumn 2017 to Spring 2019 …to 2020 
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SCIENTIFIC PROCESS 

By its complex and controversial nature, Lyme 
disease yields guidelines development 
challenging.  

Is our current scientific process adapted 
for this project? 
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SCIENTIFIC DATA 
CURRENT PROCESS 

* 

Gathering scientific knowledge through de 
novo systematic reviews 
• diagnostic value of symptoms and signs 
• diagnostic value of laboratory analyzes 
• efficacy and safety of antibiotics in the 

treatment of various manifestations of 
Lyme disease 

• safety of doxycycline in children under  
8 years of age and those exposed during 
breastfeeding or in utero 

• efficacy and safety of antibiotics in 
prophylaxis 

• impact of Lyme disease on quality of life 
and experience of care for patients 
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CONTEXTUAL AND EXPERIENTIAL DATA 
CURRENT PROCESS 

* 

Experiential data 
Clinical experience are mainly collected 
through members of our guidelines 
committee 
 

 

Contextual data are mainly collected 
through public registry and medical 
administrative databases 
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HOW CAN WE INTEGRATE PATIENT’S VIEWPOINTS? 

What can we do to increase credibility and to 
favor acceptability from all stakesholders? 

Could patients involvement be helpful and have add 
value to guidelines development on Lyme disease? 
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What kind of approach would be better in collecting 
patient’s viewpoints? 

HOW CAN WE INTEGRATE PATIENT’S VIEWPOINTS? 

PARTICIPATIVE 

 

COLLABORATIVE CONSULTATIVE 
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• Patients whose physician is a member of our  guidelines 
committee 

• Patients whose physician is a collegue of a member of our 
guidelines committee 

• Cases from MADO registry 

• Center of Excellence on Patient and Public Partnership 
network from Université de Montréal 

• INESSS network 

• AQML 

 

 

 

HOW DID WE RECRUIT PATIENTS? 
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WHICH PATIENT’S PROFILES CAN BRING VALUE TO 
OUR WORK AND INCREASE CREDIBILITY? 

PARTICIPATIVE COLLABORATIVE CONSULTATIVE 

Persons diagnosed with 
disseminated stage of 
Lyme disease in Québec 
  
Person with skills like 
communication abilities 
and critical mind 

Persons diagnosed with localized 
stage in Québec 
 
Persons diagnosed with 
disseminated stage in Québec 
  
Persons with non specific 
symptoms and negative serology 
for which the diagnosis of Lyme 
disease is not recognized in 
Québec 

AQML’s Representatives 
(mixt profiles) 
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PARTICIPATIVE APPROACH 

Inclusion of two partner patients as members of our 
guidelines committee which included development of 
clinical tools.  
 

Objectives sought: 
• nourish reflection at all key stages of scientific production; 
• raise awareness on emerging issues; 
• alert on issues related to acceptability and applicability of the 

recommendations; 
• contribute to the development of interview guide; 
• contribute to the development of tools for clinicians and patients. 
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PARTICIPATIVE APPROACH 

From recruitment to participation to guidelines committee 
1. potential candidates were mainly identified by colleagues of 

members of our guidelines committee practicing in a high risk area.  
2. first contact was made by their physician who checked his patient’s 

interest. 
3. interview was done by a member of Center of Excellence on Patient 

and Public Partnership in order to choose candidates fitting better 
with pre-defined criteria. 

4. selected candidates meet with INESSS’s project team to be given 
extended information about the mandate and the ethic code that 
applies to all partners. 

5. selected candidates participated to all meetings of the committee 
along with 18 other members.   
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X 2 
 

 

 

X 6 
 

X 5   
                Individual interviews with  

patients diagnosed with one of the three 
pre-defined profiles  
 
 

Objectives sought: 
• collect personal experience of Lyme disease in 

terms of diagnosis, treatment, experience of care 
and quality of life. 

CONSULTATIVE APPROACH 

localized stage 
diagnosis in Québec 

 
disseminated stage 
diagnosis in Québec 
 
non specific symptoms 
and negative serology 
(without clinical 
diagnosis of Lyme 
disease) in Québec 
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From recruitment to interview 
1. potential candidates identified by physicians members 

of our guidelines committee or by their collegues or 
patients included in the MADO registry. 

2. first contact by the physician or public health doctor, 
having conducted the investigations for MADO, in order 
to check their interests. 

3. second contact by one member of INESSS project team 
to schedule interviews and to discuss the consent form 
that all patients had to sign prior to their participation to 
the project. 

4. Interview. 

CONSULTATIVE APPROACH 



23 

Two formal meetings with Québec Association 
for Lyme disease (AQML) representatives. 
 

Objectives sought: 
• collect patients’s perspectives through AQML’s 

representatives without distinction between 
patient profiles (clear and unclear diagnosis). 

• to be aware of the issues of acceptability before 
the publication of our works. 

• identify messages that need a clear explanation for 
the public. 

• make sure that information in patients’ tools is 
clear, accessible, relevant and useful. 
 

COLLABORATIVE APPROACH 



24 

From recruitment to formal meetings: 
• invitation by INESSS’s project team to identify of 

the AQML’s representatives. 
• a connection by telephone communication was 

established to discuss about Lyme disease project’s 
mandate and ethic code for all INESSS’s partners. 

• first meeting to gather patients perspectives 
through AQML’s representatives.  

• second meeting to grasp feedbacks on clinical 
guidelines and recommendations to decision 
makers. 

• a survey sent by email concerning patient tools. 

COLLABORATIVE APPROACH 
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PRINCIPAL FINDINGS FOR THE PROJECT’S PART 1 

General 

• Data gathered from interviews, partnership and formal meetings 
with AQML gave us access to information missing in scientific 
litterature and medical administrative databases, it enabled the 
elaboration of recommendations that should improve the 
experience of care.  

 

Specific 

• Public health information about Lyme disease is geared to prevent 
upraising of fear in the population living in risk area. 

→ According to patients and clinicians, people living in risk area do 
not hold enough information to sharpen their capacities to 
prevent and moreso to identify symptoms suggestive of Lyme 
disease that could appear weeks to months after being bitten. 



26 

• The only prevalence data for Lyme disease in Québec comes 
from MADO registry. Thus information reported in the media 
is based on public health surveillance data  where the total 
number of Lyme disease cases amount to a few hundred per 
year. 

→ According to patients et clinicians, there is no relevant 
clinical picture in terms of number of Lyme disease cases in 
Québec. We do not have an effective tool to get an accurate 
portrait of the situation but we do know that the total 
number is much more. 

PRINCIPAL FINDINGS FOR THE PROJECT’S PART 1 
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• Actually in the medical community Lyme disease is often 
perceived as hard to catch, easy to diagnose and to treat 

→ According to patients and clinicians, Lyme disease is a clinical 
challenge when atypical skin disorders or multisystemic 
symptoms are present. If diagnosis and treatment occur late 
in the disease progression, the clinical situation becomes 
very complex. 

 

• Overall the multidimensional knowledge approach permitted 
elaboration of guidelines and recommendations to decision 
makers more adapted to Québec context, and that should 
favor implementation and acceptability by stakesholders. 

PRINCIPAL FINDINGS FOR THE PROJECT’S PART 1 
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• Uneasiness of some stakeholders with regard to considering 
patient’s perspective as an integral part in the elaboration of 
guidelines. 

• Time consuming was involved with recruitment and inclusion of 
patients in the three proposed approaches. 

• The inclusion of partner patients into the guidelines committee 
has required work and attention in order to make sure that they 
understood what was expected from them in their position as 
partner patient. 

• During interviews, a whole range of emotions was expressed by 
the participants. 

CHALLENGES  MET 
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LESSONS LEARNED BY INESSS 

• It took resources and time to include patients views. 

• The partnership with patients led to adding value to Lyme 
disease guidelines development because of its complex and 
controversy nature. It completed and upgraded evidence 
from scientific and grey literatures. Therefore, it gave 
information specific to the Québec context. 

•With the inclusion of patients, we were able to better : 
 identified the break points on Québec health care system 

influencing patient’s care path; 

 identified unmet needs; 

 targeted clinical information in need of clarification in order to 
help clinicians to better communicate with patients. 
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LESSONS LEARNED BY INESSS 

• The bridge built during Part 1 of the Lyme project based 
on systematic reviews of scientific knowledge, 
contextual data and experiential knowledge of experts 
and patients, will enable us to carry out Part 2 and to 
gain credibility among all stakeholders as well as help us 
to face controversies. 
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Stay tuned to our INESSS Express's Alerts to 
know when 

• French and English tools will be available on 
our website (www.inesss.qc.ca) and INESSS 
Guides's Apps at spring 2019 

 

• recommendations and tools onto « chronic » 
Lyme disease and other tick-transmitted 
infection that should be posted online in 2020 

 

 

 

 

 

 

 

 

 

HOW AND WHEN TO ACCESS INESSS’S TOOLS? 

http://www.inesss.qc.ca/
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INESSS team 
• Geneviève Morrow 

• Hélène Guay 

• Fatiha Karam 

• Gaëlle Gernigon 

• Éric Potvin 

• INESSS methodology support 
team 

• pharmaco-epidemiology team 

• knowledge transfer team 

• administrative support staff 

• Sylvie Bouchard 
 

• Team from the Center of 

Excellence on Patient and 
Public Partnership 

• INESSS’s Working Groups on 
Lyme disease 

• Stakeholders consulted to 
collect others contextual and 
experiential data 
• Patients 

• AQML’s representatives 
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Questions? 
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