
 1 

 
 
 
 
 
 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

Lyme disease - localized and 
disseminated stages (report) 
Current situation and support for change 

English summary 

  

 

MAY 2019 

Une production de l’Institut national  
d’excellence en santé  
et en services sociaux (INESSS) 

Direction du médicament  
 



 2 

This is the English summary of the guidance entitled Maladie de Lyme – stades localisé et disséminés -
Situation actuelle et accompagnement vers le changement - published in May 2019. 

The complete version of this guidance (in French) is available on the website of INESSS in the 
Publications section. 

 

Membres de l’équipe de projet 

Auteure principale 

Geneviève Morrow, Ph.D. 

Collaborateurs internes 

Simon Bélanger, M. Sc. 

Paula Louise Bush, Ph.D 

Olivier Demers-Payette, Ph. D. 

Adriana Freitas, Ph. D. 

Gaëlle Gernigon, Pharm. D., M. Sc. 

Hélène Guay, Ph. D.  

Phuong Hua, M. Sc. 

Fatiha Karam, Ph. D. 

Coordonnateurs scientifiques 

Mélanie Tardif, Ph.D. 

Éric Potvin, Ph.D. (analyses de laboratoire) 

Directrice 

Sylvie Bouchard, B. Pharm., D.P.H., M. Sc. M.B.A. 

 

Repérage d’information scientifique  

Caroline Dion, M.B.S.I., bibl. prof. 

Mathieu Plamondon, M.S.I. 

Flavie Jouandon, tech. doc.  

Soutien administratif 

Ginette Petit 



 1 

SUMMARY 

Introduction 

Lyme disease, a vector-borne disease transmitted by the black-legged tick, is on the rise 

in Québec. The number of confirmed or probable cases recorded in Québec's reportable 

diseases (MADO, maladies à declaration obligatoire) registry doubled between 2013 and 

2017 (143 vs. 329 cases). While there seems to be a consensus in the medical and 

scientific community regarding the definition and features of the localized stage of the 

disease, this is not the case for the early and late disseminated stages. Indeed, the 

distinction between the disseminated stages, post-treatment Lyme disease syndrome 

and the controversial form of the disease (sometimes referred to as "chronic") is not 

altogether clear, both with regard to medical practice and the scientific literature. To 

address the lack of clear guidance on managing patients with Lyme disease in Québec, 

the Direction Générale adjointe de la protection de la santé publique (DGAPSP), in 

collaboration with the Direction de la biovigilance et de la biologie médicale (DBBM) and 

the Direction des affaires pharmaceutiques et du médicament (DAPM) of the Ministère 

de la Santé et des Services sociaux (MSSS), asked the Institut national d’excellence en 

santé et en services sociaux (INESSS) to make recommendations and create knowledge 

transfer tools concerning post-exposure prophylaxis (PEP) for preventing Lyme disease 

and the identification, diagnosis and treatment of patients with this disease. This will help 

Québec's health professionals, especially those in primary care, to deal with this 

emerging disease. It was agreed with the requester that the project would be carried out 

in two parts. The first would address PEP and the localized and disseminated stages of 

the disease, while the second would concern the controversial form of Lyme disease 

(sometimes referred to as "chronic") and tick-borne coinfections. Publication of the 

second part is scheduled for 2020. 

Methods 

For the purposes of this task, INESSS gathered scientific data, best clinical practice 

recommendations published by learned societies and health technology assessment 

agencies, contextual information and experiential knowledge in order to document the 

pathophysiological, epidemiological, technological, pharmacological, clinical and 

economic aspects, as well as the professional, organizational and patient-related issues.  

To this end, a systematic search of the scientific literature published in French, English 

and German was conducted on these aspects and for clinical practice guidelines and 

guidance documents published in North America, Europe and Oceania. An additional 

search, using the Google search engine, was conducted for reports, practice standards, 

regulations and guidance documents. This search was extended to include the 

government websites of Canadian, American, French, British, New Zealand and 

Australian public health agencies and departments of health. The websites of Québec's 

regional public health departments, the Institut national de santé publique du Québec 

(INSPQ), the MSSS’s Direction générale de santé publique) and public documents from 
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the Association québécoise de la maladie de Lyme (AQML) were consulted as well. To 

obtain additional specific contextual information, ad hoc consultations were held with the 

Régie de l’assurance maladie du Québec, the Laboratoire de santé publique du Québec 

and the designated laboratories which perform the screening test. 

To supplement the contextual data on the use of drugs, a cross-sectional study was 

conducted to document the use of single-dose doxycycline to prevent Lyme disease in 

persons covered by Québec’s public prescription drug insurance plan from 2014 to 2018. 

The extracted data enabled us, among other things, to provide the number of users and 

describe their characteristics, and to indicate the time of the year the prescriptions were 

dispensed, the users' health and social services region, the type of prescriber and the 

prescriber's health and social services region. 

To gather experiential knowledge, INESSS created an advisory committee consisting of 

clinicians, including specialists in different disciplines, an expert in laboratory tests and 

acarological surveillance, and two patient partners who had been diagnosed with Lyme 

disease. This was supplemented by consultations with representatives from the AQML 

and interviews with eight patients who had contracted Lyme disease. 

In order for the recommendations intended for clinicians, decision-makers and the other 

stakeholders, as well as the clinical decision support tools to be contextualized to 

Québec's needs, they were developed with the advisory committee using analysis and 

triangulation of the scientific, contextual and experiential data and the practice standards 

recommended by different learned societies and health technology assessment agencies 

in Canada and abroad. To ensure compliance with the statute and regulations governing 

reserved professional activities, as well as the feasibility, applicability and acceptability of 

the recommendations intended for decision-makers and different stakeholders, and to 

check that the potential impact of implementation was taken into consideration, a follow-

up committee consisting of representatives from the INSPQ, the Collège des médecins, 

the Ordre des infirmières et infirmiers du Québec, the Ordre des pharmaciens du 

Québec, the federations of general practitioners and medical specialists as well as the 

MSSS’s DGAPSP, DBBM and Info-Santé was created. INESSS's Comité d'excellence 

Clinique en usage optimal du médicament and governance committee of the MSSS’s 

DAPM were invited to raise other issues from a societal and strategic perspective. 

Results 

Currently in Québec, the management of individuals who have been bitten by a tick and 

of those suspected of having Lyme disease is not optimal. The main findings from the 

analysis are as follows: 

 The MADO registry does not show all the cases of Lyme disease diagnosed in 

Québec. The prevalence of this disease can therefore not be calculated from the 

currently available data. 

 There is a lack of knowledge among some health professionals of the risk factors for 

contracting Lyme disease, the eligibility criteria for and effectiveness of PEP, the 

symptoms and signs suggestive of Lyme disease, the use and interpretation of the 
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serological tests, and the choice and duration of antibiotic therapy being based to the 

clinical presentation. 

 There is a lack of awareness among the general public of the risk factors for 

contracting Lyme disease, the preventive measures and the effectiveness of PEP. 

 There is very little Québec data in the scientific literature on the efficacy of PEP, the 

presentation of Lyme disease, the efficacy of antibiotic therapy, and patients' care 

trajectory according to the different clinical presentations. 

 Lyme disease can have an impact on the patient's quality of life. The severity of this 

impact depends on the type of involvement and the presence of persistent 

symptoms. 

 The provision of laboratory services could be improved, particularly by reducing the 

wait times for serological test results in order to facilitate the process leading to a 

diagnosis of Lyme disease. 

 The information and tools currently available on the Internet could be enhanced to 

improve their use and understanding by health professionals and the general public. 

Conclusion 

Because of the complex, multisystem nature of Lyme disease, a global patient-centred 

approach should be sought. Québec health professionals' experience regarding Lyme 

disease is limited and concentrated primarily in the high-risk zones of the Eastern 

Townships and the Montérégie. Given that this is an emerging disease and that 

Quebecers travel, cases of Lyme disease are increasingly likely to be observed outside 

these zones. An examination of all the data showed room for improvement in different 

areas, including health professionals' and the general public's knowledge and the 

organization of laboratory services. The knowledge transfer tools developed should 

support health professionals in their clinical decision-making with regard to the use of 

PEP and the making of diagnosis and antibiotic therapy’s optimal choice. The 

dissemination and uptake of these clinical decision support tools will be a first step that 

should address certain diagnostic weaknesses and therefore lead to practice changes for 

an improved care experience. The recommendations concerning the controversial form 

of Lyme disease (sometimes referred to as "chronic") and coinfections, which will be 

published in 2020, will bring this work to a conclusion. 
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