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Executive Summary 
 

Background 

Evaluation Purpose and Scope 
The purpose of this evaluation was to assess the 
effectiveness of PHAC’s activities in support of the Federal 
Framework on Lyme Disease and Action Plan, from May 
2017 to March 2021. The evaluation focuses exclusively 
on the role and activities of the Public Health Agency of 
Canada (PHAC), and not that of other organizations 
involved in the Framework. The findings will feed into 
parliamentary reporting requirements, as specified in 
section 6 of the Federal Framework on Lyme Disease Act. 
Program Description  
PHAC published the Federal Framework on Lyme Disease 
and Action Plan in 2017. The Framework and Action Plan 
identified 10 public health actions to prevent and reduce 
the risk of Lyme disease, grouped under three pillars: 
surveillance, education and awareness, and guidelines 
and best practices.  

As the Government of Canada’s federal lead on public 
health, PHAC is responsible for tracking new human 
infections of Lyme disease nationally, increasing 
awareness among Canadians and front-line health 
professionals, monitoring geographic risk areas in 
Canada, and supporting consistent diagnostics and 
reporting nationally. PHAC’s activities for the Federal  
 

Framework on Lyme Disease and Action Plan are 
delivered by the Centre for Foodborne, Environmental and 
Zoonotic Infectious Diseases (CFEZID) and the National 
Microbiology Laboratory (NML).  

Conclusions 
Implementation 
PHAC has made progress in implementing several items 
from the Federal Framework on Lyme Disease and Action 
Plan, building on activities in place before the Federal 
Framework was developed. In some areas, 
implementation has been slower due to lack of consensus 
about the appropriate role of the Agency, differing views 
on the best ways to consider and meet the needs of those 
with lived experience with Lyme disease, and lack of 
dedicated funding. The COVID-19 pandemic caused 
further disruption to PHAC’s activities due to competing 
pressures and priorities. 
Effectiveness 
Many of PHAC’s traditional partners in the scientific 
community and other federal, provincial, and territorial 
partners reported generally positive impacts of PHAC’s 
activities across the three pillars, while identifying 
opportunities to expand and improve work in the future.  

Conversely, patient advocates saw urgent and unmet 
needs in the areas of surveillance, diagnosis, and 
treatment for Lyme disease, particularly for individuals 
who do not fit the case definition. These are needs that 
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they feel are not adequately addressed by the scope of the 
Framework itself.  
Engagements and Partnerships 
PHAC engagement included information sharing, dialogue 
with stakeholders, direct solicitation of feedback, and 
collaboration with external partners. PHAC has 
collaborated with a range of partners, including 
international governments, industry, non-governmental 
organizations, researchers, and other federal departments 
in the conduct of its Framework activities, resulting in 
revisions and enhancements to education and awareness 
products, and expanded reach via external partners. 
Those who report being engaged by, or partnering with 
PHAC feel that these activities have improved the quality 
of related pillar activities. 
 
PHAC has participated in direct engagement with patient 
advocacy groups, including involvement in patient round 
tables and multidisciplinary stakeholder meetings covering 
a range of issues. However, the focus of most solicitation 
for input from these stakeholders has been largely related 
to education and awareness activities. Those who 
participated in engagement felt it positively affected 
PHAC’s Framework activities. At the same time, there are 
still opportunities for improvement. PHAC has faced 
challenges effectively engaging with patient advocates 
and people with lived experience of Lyme disease.  
 

Recommendations 
Implementation of Federal Framework and 
Action Plan  

Recommendation #1  
• Focus on implementing the action items that are still in 

the early stages of implementation, or for which more 
needs to be done to achieve full implementation. 

 
PHAC has made clear progress on implementing many of 
the action items described in the Federal Framework and 
Action Plan. However, there are number of areas where 
progress on action items has been limited (e.g., collecting 
surveillance on Canadians who do not meet the case 
definition for probable or confirmed Lyme disease, 
performing an analysis of costs associated with Lyme 
disease) or where further work is warranted (e.g., develop 
a national tick-borne diseases surveillance system).  
PHAC’s abilities to complete some Framework activities 
have been (and may continue to be) delayed due to 
competing pressures and priorities resulting from the 
response to COVID-19. In this context, PHAC should focus 
on fully implementing outstanding action items as soon as 
possible.  

Increasing Effectiveness of Lyme Disease 
Activities Moving Forward  
The Federal Framework and Action Plan states that work 
will continue only until 2022, however, PHAC’s 
involvement in Lyme disease and other tick-borne illness 
activities will continue past this date. In light of this, we 
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offer the following recommendations to increase the 
effectiveness for activities moving forward.       
 
Recommendation #2 
• Work to implement more timely and dynamic 

surveillance tools. 
 
PHAC surveillance products help paint the national picture 
and demonstrate risk across jurisdictional borders; 
however, evidence suggests that products were not 
meeting stakeholders’ information needs. Some 
stakeholders suggested that interactive and dynamic tools 
could help improve use of surveillance products, such as 
risk maps. Timely updates to risk maps, and 
enhancements to the visual depictions of risk areas to 
improve usability were also suggested.  

Recommendation #3  
• Enhance efforts to promote and disseminate 

awareness and education materials and guidance to 
existing and new knowledge users, including health 
professionals. 
 

PHAC has distributed surveillance, guidance, and 
educational resources online, through social media, in 
journal publications, and through non-governmental 
organizations and industry partners, and through their 
Lyme and Other Tick-borne Diseases Email Subscription 
List. Despite this, there is a perception that some 
resources are hard to find and not reaching their target 
audiences. PHAC can address this challenge by 
continuing to enhance efforts to promote and disseminate 

awareness materials to an expanded audience, including 
to health professionals.  
 
Recommendation #4  
• Consider enhancements to engagement processes 

and partnerships with patient advocacy groups related 
to tick-borne disease activities, as these continue 
beyond the completion of the Federal Framework. This 
may include clearly communicating actions that result 
from the engagement, and setting clearly defined roles 
and expectations for all participants.  
 

Regular ongoing opportunities for patient involvement in 
Framework activities, which was emphasized in the 
conference leading to the Framework, has been largely on 
a project-by-project basis thus far. This has not met patient 
advocate expectations. There is a continuing and 
longstanding lack of trust and strongly opposing 
viewpoints between patients and many working in the 
science community, the origins of which predates the 
Framework. 

As PHAC continues to conduct patient engagement to 
address tick-borne disease activities following the 
completion of the Framework, PHAC should implement 
changes to their engagement process emphasizing a 
feedback mechanism whereby patient advocates can see 
how their input is used. Additionally, it may be beneficial to 
clearly define the roles each stakeholder group can expect 
to play in future Lyme and other tick-borne disease 
activities led by the Public Health Agency of Canada.  
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Background and Context 
 

Lyme Disease in Canada  
 
Lyme disease is an infectious disease caused by the Borrelia burgdorferi 
bacteria. This bacterium can be spread to humans and animals through the 
bite of infected blacklegged ticks (or deer ticks) and western blacklegged 
ticks. Infection by the bacteria can lead to human illness. Lyme disease is 
one of several illnesses which can be spread by ticks, also called “tick-
borne diseases.” 
 
Lyme disease usually results in a skin lesion called an erythema migrans 
rash1 and non-specific symptoms including fatigue, fever, headache, and 
muscle and joint pains. If left untreated, it can disseminate through the 
bloodstream and affect other parts of the body. Patients with late infection 
may develop arthritis (inflammation in the joints and tissues around the 
joints), and, less commonly, neuropathy (nerve damage). While Lyme 
disease is rarely fatal, there have been recorded deaths as a result of Lyme 
carditis (also called “heart block”).1, 2 Lyme disease may be missed or 
misdiagnosed, resulting in increased risk for serious illness.  It is therefore 
important to identify, diagnose, and treat Lyme disease in its early phases.3 
 
Some Lyme disease patients continue to have symptoms after completing 
treatment. According to Canadian infectious disease experts, the terms 
‘chronic Lyme disease’ and ‘post-Lyme disease syndrome’ have been 
applied by some clinicians to patients with symptoms persisting longer than six months after treatment with the 
recommended agents. Persistent symptoms include fatigue, generalized musculoskeletal pain, and cognitive impairment 

                                            
1 An erythema migrans rash occurs in many but not all patients with early (localized) Lyme disease. For a description of an erythema migrans 
rash, including images, please refer to the Public Health Agency website (https://www.canada.ca/en/public-health/services/diseases/lyme-
disease/health-professionals-lyme-disease.html) and the US CDC (https://www.cdc.gov/lyme/signs_symptoms/index.html).  

Box 1: Lyme Disease by the Numbers, 
2009 - 2019 

 
• 10,152 human cases of Lyme disease 

have been reported in Canada since 
2009.  

• Between 2009 and 2019, the annual 
number of reported cases of Lyme 
disease in Canada increased 18 times 
from 144 to 2,636 cases.  

• In Canada, 95% of reported human 
Lyme disease cases were from, 
Ontario, Quebec, and Nova Scotia.  

https://www.canada.ca/en/public-health/services/diseases/lyme-disease/health-professionals-lyme-disease.html
https://www.canada.ca/en/public-health/services/diseases/lyme-disease/health-professionals-lyme-disease.html
https://www.cdc.gov/lyme/signs_symptoms/index.html


Evaluation of PHAC’s Activities for the Federal Framework on Lyme Disease and Action Plan January 2022 

Office of Audit and Evaluation Public Health Agency of Canada P a g e  | 2 

without objective findings or microbiological evidence of active infection.”4 Estimates from the John Hopkins Lyme Disease 
Research Centre state that anywhere from 10-20% of patients who received diagnosis and treatment during the “early” 
stage of Lyme disease develop ongoing symptoms.5  
 
Since PHAC began receiving data about the number of Lyme disease cases in 2009, the number of reported human cases 
has been growing (See Box 1). Climate change, along with a variety of other factors, has contributed to the increasing 
spread of ticks into more areas in Canada. As climates become more suitable for ticks and the season of tick activity 
expands, the likeliness of tick-borne diseases also increases. 6 In addition to climate change, other environmental factors 
such as forestation, biodiversity, and the migration of host animals like deer, mice, and birds also affect the spread of ticks 
and, as a result, the frequency of tick-borne diseases.7 Lyme disease has now been reported in every Canadian province. 
Furthermore, other tick-borne diseases including Anaplasmosis, Babesiosis, Powassan virus, and Borrelia miyamotoi 
disease have started to emerge in Canada, and are likely to increase in the future.8  
 

What is the Federal Framework on Lyme Disease? 
Figure 1. Timeline of the Federal Framework on Lyme Disease 

 
In 2014, the Federal Framework on Lyme Disease Act received royal assent. The Act required the Minister of Health to hold 
a national conference to develop a “comprehensive Federal Framework” to prevent and reduce Lyme disease-related health 
risks among Canadians.9, 10 In May 2016, the Public Health Agency of Canada (PHAC), on behalf of the Minister of Health, 
held a three-day conference to inform the development of the Federal Framework. Over 500 participants attended, including 
people with lived experience of Lyme disease, medical professionals, federal and provincial government representatives, 
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academics and researchers, and others.2 PHAC published the Federal Framework on Lyme Disease and Action Plan in 
2017 (See Figure 1). The Framework and Action Plan identified 10 public health actions to prevent and reduce the risk of 
Lyme disease, grouped under three pillars: surveillance; education and awareness; and guidelines and best practices.11  
 
Implementation of the Framework and Action Plan began in May 2017 and, as per the Framework, was scheduled to 
continue until March 2022. The Framework identified the prevention and control of Lyme disease as a federal responsibility 
shared by multiple departments including PHAC, the Canadian Institutes of Health Research (CIHR), Health Canada (HC), 
the Department of National Defense (DND) and Canadian Armed Forces (CAF), and Parks Canada (PC).12 
 
The Role of the Public Health Agency of Canada 
 
The Public Health Agency of Canada has a mandate to promote health, prevent, and control chronic and infectious diseases, 
as well as prepare for and respond to public health emergencies. PHAC also serves as the central point for sharing Canada’s 
expertise with the rest of the world, applies international research and development to Canada’s public health programs, 
and strengthens intergovernmental collaboration on public health, including facilitating national approaches to public health 
policy and planning.13  
 
As the Government of Canada’s federal lead on public health for the Federal Framework on Lyme Disease, PHAC is 
responsible for tracking new human infections of Lyme disease nationally, increasing awareness among Canadians and 
front-line health professionals, monitoring geographic risk areas in Canada, and supporting consistent diagnostics and 
national reporting. Given the Agency’s mandate, strong emphasis is placed on prevention of Lyme disease with the goal of 
minimizing risks posed by Lyme disease to Canadians.14  
 
At PHAC, zoonotic illnesses (such as Lyme disease) are addressed by the Centre for Foodborne, Environmental and 
Zoonotic Infectious Diseases (CFEZID), in collaboration with the National Microbiology Lab (NML).15 CFEZID serves as 
PHAC's program and policy lead on zoonotic and emerging infectious diseases. As such, CFEZID manages the 
implementation of Framework and Action Plan, as well as related activities like the Infectious Disease and Climate Change 
Program and Fund (IDCCF). Meanwhile, the NML works to prevent the spread of infectious diseases through research, lab-
based surveillance, emergency preparedness and response, specialized disease detection and diagnosis, and national and 
global collaboration.16  
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To deliver on its responsibilities under the Framework, PHAC needs to collaborate with its federal, provincial, territorial, and 
various international and non-governmental partners. These external partners include groups representing persons with 
lived experience, health professional associations, academia, and Lyme disease researchers, among others. 
 
There was no new funding package created to implement the Federal Framework on Lyme Disease. PHAC financed its 
Framework-related activities through a combination of existing funding sources. PHAC reallocated existing departmental 
funding towards communications activities on Lyme disease directed at the Canadian public, and used the IDCCF to 
leverage the existing networks of NGO’s and target Lyme disease awareness for health professionals. In 2017, the Minister 
of Health also announced a new grant worth $4 million over four years to establish a national research network on Lyme 
disease. This grant is managed by CIHR.  
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Evaluation Scope and Approach 
 
The purpose of this evaluation was to assess the effectiveness of PHAC’s activities in support of the Federal Framework 
on Lyme Disease and Action Plan from May 2017 to March 2021. The evaluation focused exclusively on PHAC’s role and 
activities, and not those of other organizations involved in the Framework. The findings will fulfill parliamentary reporting 
requirements, as specified in section 6 of the Federal Framework on Lyme Disease Act. This was the first evaluation of the 
Federal Framework on Lyme Disease, and was led by PHAC’s Office of Audit and Evaluation (OAE).  
 
To conduct the evaluation, OAE collected information from various sources, including key informant interviews with internal 
and external stakeholders, a stakeholder survey, and a review of internal and public documents. More details on the 
evaluation methodology, data collection methods, and limitations are included in Appendix C.  
 

Evaluation Questions 
To identify successes and opportunities for improvements under each of the Framework pillars, and on PHAC’s partnership 
and engagement activities, the evaluation answers the following three questions: 

What progress has been made in implementing the Action Plan for the Federal Framework on Lyme Disease? 1 

2 How effective have PHAC’s activities under the Framework and Action Plan been at:  
a) Enhancing surveillance of Lyme disease in Canada; 
b) Improving education and awareness of Lyme disease among Canadians and health care professionals; and,  
c) Sharing guidance and best practices to enhance the capacity of stakeholders (i.e., health care professionals, 
veterinary professionals, public health professionals, and laboratories)? 

3 How have partnerships and engagement activities contributed to the effectiveness of PHAC’s activities under 
the Framework? 
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Understanding the Findings in this Report 
While the Federal Framework on Lyme Disease and Action Plan clearly define activities expected to be achieved in the 
period of 2017 to 2022, the Framework does not include ways to measure success. In order to assess success in a 
consistent manner, OAE developed an evaluation rubric that provides standardized descriptions to assess the extent to 
which progress was made, and identify remaining opportunities for improvement. (Appendix D). Effectiveness was assessed 
on the basis of reach to target populations, use of products and tools, quality of products and tools, and impacts of these 
products and tools in terms of awareness and behaviour change. These characteristics of success are based on similar 
approaches used in previous evaluations of health programs with a knowledge translation component. 17 The rubric was 
used to guide analysis, conclusions, and associated recommendations.  
 
The evaluation report presents findings related to implementation and effectiveness, as summarized under each of the three 
pillars of the framework: surveillance; education; and guidelines and best practices. Each section provides a high-level 
summary of key takeaways related to a specific pillar, then assesses success of implementation (what has been done), and 
effectiveness (how well it was done) using the assessment criteria defined in the evaluation rubric. Finally, the contributions 
of engagements and partnerships are assessed in a separate section which addresses mechanisms for engagement, as 
well as successes and challenges associated with these mechanisms.  
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Implementation: What has been done? 
 

Rubric Score: Progress Made, Further Work Warranted 
 
Since 2017, PHAC has supported and directly implemented surveillance activities for Lyme and other tick-borne diseases, 
building on efforts that predate the Framework. Nonetheless, work still needs to be done to complete some of the 
commitments in the Action Plan accompanying the Federal Framework. 
 
The Federal Framework commits to four actions related to ticks and tick-borne disease surveillance. These were:  

a) Integrate and disseminate innovative methods and best practices for human surveillance among an expanded group 
of partners; 

b) Collect human surveillance data in Canada for people who do not meet the case definition for probable or confirmed 
Lyme disease; 

c) Perform an analysis of the costs associated with Lyme disease; and 
d) Develop a national tick-borne surveillance system that includes Lyme disease and other possible co-infections. 

Surveillance 

Key Takeaways 
PHAC has initiated some activities under the surveillance pillar, but has not yet fully completed the implementation of 
any of the commitments under the Action Plan. Surveillance tools are available and reaching individuals and groups 
interested in Lyme disease, but there is disagreement on the quality and impact of these tools. There are opportunities 
to improve the timeliness and accuracy of surveillance, as well as to update current surveillance tools to be more visually 
attractive and dynamic, and to include clear information on what actions Canadians should take in response to the risk 
information provided. Slower progress in some areas was attributed to issues around the criteria that define Lyme 
disease for the purpose of public health surveillance, as well as competing demands associated with COVID-19. 
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During the period covered by this evaluation, evidence from documents and 
internal key informant interviews demonstrate that PHAC has initiated actions 
related to developing innovative methods for surveillance and a national tick-
borne diseases surveillance system. Using the Infectious Disease and 
Climate Change Fund (IDCCF), PHAC has supported several innovative 
surveillance projects across Canada (see Box 2), and has begun to 
disseminate surveillance findings via annual reports and infographics. 18 
While the focus of these projects is on tick surveillance rather than human 
surveillance, there is an emphasis on a “One Health” approach across these 
projects, which is a holistic approach that recognizes the connection between 
humans, animals, and the environment when addressing complex public 
health issues like vector-borne diseases.19  
 
In addition to this work on tick surveillance, PHAC began exploring options 
for innovative human surveillance, such as a pilot surveillance project 
launched in Manitoba that used administrative health records to estimate all 
clinician-diagnosed Lyme disease cases, to better understand cases of Lyme 
disease that may not have been reported via the Canadian Notifiable Disease 
Surveillance System. 
 
PHAC has also initiated work to expand national Lyme disease surveillance 
to other tick-borne diseases. PHAC and its provincial partners collaborated 
with the Canadian Public Health Laboratory Network and other experts to 
begin expanding Lyme Disease Enhanced Surveillance (LDES)ii to include 
other vector-borne diseases, including work to develop case definitions for 
Babesiosis, Anaplasmosis, and Powassan virus diseases. Furthermore, the 
Canadian Lyme Disease Research Network (CLyDRN) launched the 
Canadian Lyme Disease Sentinel Surveillance Network (CaLSeN) in 2019. In 
its “pilot year”, the Network carried out standardized active surveillance of 
ticks in the environment at 14 sentinel regions across Canada’s 10 provinces. Sentinel regions were not established in 

                                            
ii Lyme Disease Enhanced Surveillance (LDES) is a combined federal and provincial effort to identify the Canadian population at risk, risk factors, 
and consequences of infection, in order to inform upstream interventions in different jurisdictions in Canada. 

Box 2: Examples of IDCCF-Funded 
Surveillance Projects 

eTick.ca (Bishops University):  
This citizen science-based project is a 
bilingual public platform for image-based 
identification and population monitoring 
of ticks in Canada.  
Conseil de la Nation huronne-wendat:  
This project supports the collection, 
identification and analysis of ticks in the 
Nionwentsïo territory, the ancestral 
territory of the Huron-Wendat Nation, to 
determine risk factors and at-risk 
members of the Huron-Wendat Nation, 
and raise awareness to prevent and 
minimize the risk of acquiring Lyme 
disease. 

Mount Allison University:  
This project aims to recruit and train 
volunteers to monitor ticks in their 
communities using a variety of 
approaches, in partnership with tick 
surveillance and education community 
organization partners in New Brunswick. 
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Yukon, the Northwest Territories, Nunavut or the mainland portion of Newfoundland and Labrador because environmental 
conditions at these latitudes were not suitable for black legged ticks to establish at the time that sentinel locations were 
selected.20 Extensive progress has been made towards planning and preparing for implementation of a national tick-borne 
surveillance system, including launching a pilot year of sentinel surveillance through CaLSeN, however surveillance for 
other co-infections at the national level (i.e. through LDES) has not yet been fully implemented. 
 
For the remaining action items, work completed was in the early stages of implementation. Some internal key informants 
indicated that, in 2020, PHAC was in talks with research partners at the Canadian Lyme Disease Research Network 
(CLyDRN) to collaborate on a cost analysis; however, the scope of the project was not defined at the time of this evaluation. 
According to documents from 2017-18, PHAC had begun planning for human surveillance of Lyme disease for those who 
did not meet the national case definition. Case definitions provide a uniform set of criteria to define a disease for public 
health surveillance, allowing officials to classify and consistently count the number of cases across Canada. 21  The 
Framework commits to collecting human surveillance data in Canada for people who do not meet the case definition for 
probable or confirmed Lyme disease, but who experience various symptoms consistent with Lyme disease or similar 
ailments. However, it does not specify the parameters that should be used for this surveillance. In the absence of a 
standardized case definition, PHAC faced challenges finding consensus on the appropriate approach to measure these 
cases. Initially, PHAC explored several options, including conducting surveillance through a voluntary Lyme disease patient 
registry; however, this project did not proceed, based on an internal management decision, due in part to lack of agreement 
on the best manner to collect and manage this information, as well as concerns regarding data security and privacy. Instead, 
PHAC launched calls for proposals seeking an external contractor to look into the potential of using participatory action 
research to collect information about Canadians diagnosed with Lyme disease using “alternative means” or laboratory 
testing outside Canada.22 At the time of this report, the process to retain a contractor had been launched. 
 
Furthermore, many internal and external key informants noted that the demand for resources to support the COVID-19 
pandemic response, coupled with restrictions from public health measures, have had significant impacts on activities in the 
surveillance pillar, both at PHAC and among external partners. For example, some researchers participating in key informant 
interviews reported that they were not able to enter the field to conduct tick surveillance. Additionally, internal documents 
indicate that the National Microbiology Lab prioritized COVID-19-related testing, surveillance, research, and partnerships 
due to increased demand and limited capacity resulting from the pandemic. Staff working with CFEZID and NML were 
redeployed to support the COVID-19 response. Finally, competing priorities among provincial partners working in 
surveillance also resulted in delayed progress towards implementing changes to inter-jurisdictional initiatives, such as the 
work underway to expand enhanced surveillance of Lyme disease.  
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Effectiveness: How well was it done?  
 

Rubric Score: Progress Made, Further Work Warranted 
 
Overall, the evaluation found that interested persons are accessing PHAC surveillance information and generally find it 
valuable, but raised issues with accuracy and timeliness.  
 

Reach 
Evidence suggests that surveillance tools are available and 
have been reaching interested groups and individuals in 
Canada. While not representative of the general public, two-
thirds (67%) of survey respondents were aware of at least 
one surveillance product. The most commonly cited 
products were risk maps and other risk information on 
Canada.ca and eTick. One of the primary methods PHAC 
uses to disseminate its surveillance information is via the 
PHAC website. Between March 2017 and January 2021, 
surveillance web content on Canada.ca was viewed over 
50,000 times (nearly 12,000 times in French). Surveillance 
information is also distributed via publication in academic 
and peer-reviewed journals. Furthermore, evidence from 
documents and key informants indicates that innovative 
citizen-science surveillance projects, like eTick, connect the 
Canadian public directly with scientific experts in order to 
better access information about surveillance and monitoring 
of tick-borne diseases. Provincial public health partners also 
accessed laboratory support; documents show that the National Microbiology Laboratory (NML) performed testing for five 
pathogens on 6,138 ticks collected via active tick surveillance from seven provinces between 2017 and 2020 (Figure 2). 
According to contacts working with the National Microbiology Laboratory, the number of ticks tested has declined over the 
past few years due to a number of factors,  including fluctuations in the number of ticks submitted for testing, changes in 
some jurisdictions which have stopped offering tick testing or imposed a fee, and reduced submissions due to COVID-19.  
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Quality 
People accessing PHAC surveillance information and tools generally described them as valuable. Some key informants, 
particularly PHAC scientists and those working with the provinces and other federal departments, described surveillance as 
robust and benefiting from multiple data sources. Those who described surveillance positively noted the beneficial work 
underway to expand surveillance to more vector-borne diseases, and reported satisfaction with the direct support they 
receive from the NML. Survey evidence shows that a little more than six in 10 respondents agree that surveillance 
information was presented in an appropriate format (62%), and a smaller majority found them useful (57%), relevant (57%), 
and clear (52%). Similar to key informant interviews, survey respondents who identified as federal, provincial, territorial, or 
municipal partners, and those who identified as health professionals, were more likely to agree to positive statements about 
the quality of PHAC’s surveillance activities.  
 
Despite generally positive comments about PHAC’s surveillance, internal and external key informants pointed out that PHAC 
has difficulty in communicating surveillance trends in a timely manner. However, it was noted that this is a challenge for 
other notifiable diseases too, since PHAC relies on provinces and territories to first collect, validate, and then share their 
regional data. For example, the most recent annual surveillance report for Lyme disease was published in 2021 and reflects 
2018 data, while risk maps currently available on Canada.ca are based on data from 2016, collected before the 
implementation of the Framework.23,24 For comparison, the most recent Lyme disease surveillance and risk products shared 
by the US CDC are based on 2019 data.iii Similarly, survey results showed that less than 40% of respondents agreed that 
PHAC’s Lyme disease surveillance was timely.  
 
Some survey respondents and key informants also highlighted concerns about the accuracy of Lyme disease surveillance. 
While there is disagreement about the magnitude of the problem, there is general agreement that current approaches to 
surveillance underestimate the incidence and prevalence of Lyme disease.25, 26 Underreporting was a significant concern 
for surveillance quality among patient advocates, as well as some researchers and subject matter experts. Less than half 
(46%) of survey respondents found surveillance information to be accurate. When asked about potential solutions to address 
underreporting, a few key informants referred to the approach taken by the US CDC for measuring Lyme disease. The 
American case definition for Lyme disease includes suspected, probable, and confirmed cases of Lyme disease, whereas 
Canada’s case definition includes only confirmed and probable cases.27,28 “Suspected” cases in the USA include any case 
of an erythema migrans (EM) rash, regardless of known tick exposure or laboratory evidence, or any case with evidence of 
infection and no clinical information available.29 Furthermore, by using commercial insurance records, the CDC was able to 

                                            
iii When examining comparisons between the United States and Canada, it is important to note that there are significant differences in the 
processes and obligations associated with data submission for public health surveillance between Health Canada and the US CDC. 
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generate an estimate that approximately 476,000 Americans are diagnosed and treated for Lyme disease each year, while 
the American Nationally Notifiable Disease Surveillance System captures only 35,000 cases.30 The US CDC notes that this 
number is likely an overestimate, as it likely includes patients who received treatment but were not confirmed to be infected. 
While this data should be interpreted with caution, these counts highlight marked differences between those receiving 
treatment for Lyme disease and those being counted in reportable disease surveillance systems. PHAC intends to adopt a 
similar practice to detect potential cases currently missed by reportable disease surveillance by expanding an administrative 
health records pilot study in Manitoba to other provinces. Nonetheless, the challenge of underreporting and limitations in 
the case definition currently persists. 
 

Use and Impact 
Some target audiences are using PHAC’s surveillance products, but they have indicated opportunities to improve their 
usefulness by implementing more visually attractive and dynamic tools. Evidence from interviews and survey respondents 
suggest that those who were aware of products have used them, most commonly for general reference purposes or to share 
information with others. Provincial and other federal partner key informants reported using surveillance products to better 
understand risks outside their own jurisdictions. Nearly all survey respondents (96%) who were aware of products had used 
them in some way. However, less than half (41%) felt that the surveillance products met their information needs. While this 
may be explained in part by the timeliness and accuracy issues identified above, several key informants also described 
opportunities to improve surveillance products in order to enhance use, including ensuring information is presented in a way 
that can help guide behaviour, and creating more visually attractive, interactive, and real-time tools (e.g., real time mapping 
with eTick.ca).  
 
Some external key informants raised concerns regarding unintended use of risk maps and tick surveillance products. While 
these products provide important epidemiological data that can inform action, some of key informants felt that some health 
professionals may be inappropriately using surveillance tools as diagnostic aids. For example, one researcher noted that 
some health professionals were waiting on the results of tick testing (rather than serological testing or clinical assessment) 
before proceeding to diagnosis or providing treatment for patients who had a tick bite.iv Similarly, some patient advocates 
noted that some health care providers would not test a patient for Lyme disease if they did not live in an area highlighted 

                                            
iv As noted by the United States Centres for Disease Control and Prevention, tick testing is not a reliable diagnostic tool for detecting Lyme disease 
infection in humans. The CDC states that positive results for a tick found on a person do not necessarily mean that the human has been infected, 
and negative results can lead to false assurance as a different (infected) tick could have bitten a person without their knowledge. The CDC states 
that “results of tick testing should not be used for treatment decisions.” (For more information, please refer to: United States Centres for Disease 
Control. [2021]. “Tick removal and testing: Testing of ticks” retrieved from < https://www.cdc.gov/lyme/removal/index.html>) 

https://www.cdc.gov/lyme/removal/index.html
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on PHAC’s risk map. It is notable that PHAC’s web page on the national case definition for Lyme disease currently states 
that “because tick populations are spreading, it is possible to be bitten outside of these areas.”31 It also states that this case 
definition and related information are for “surveillance and epidemiologic purposes only, and they do not represent clinical 
case definitions.”32 Nonetheless, it may be beneficial to promote further awareness that tools and resources such as the 
case definition and risk maps are shared for the purpose of public health surveillance at the population health level, rather 
than to inform diagnosis or treatment at the individual level.  
 
Overall, external key informants provided limited feedback on the impact of PHAC’s surveillance activities, noting moderate 
improvements to the state of surveillance, a better understanding of overall risk, and improved relationships between 
different stakeholders as a result of collaboration on surveillance projects. In addition, internal key informants indicated that 
PHAC’s surveillance activities had helped to identify risk areas in order to better target PHAC’s own awareness products. 
Survey results, however, pointed to a more mixed view on the impacts of surveillance activities: only about a third (34%) of 
respondents agreed that surveillance had improved identification of Lyme disease, or had improved overall since 2017, and 
over two in five respondents (43%) disagreed that PHAC’s ability to respond to Lyme disease had improved through 
surveillance. As in other areas of the Framework, there were strongly opposing views, with people with lived experience of 
Lyme disease and researchers holding more negative views about impact compared to health professionals. 
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Implementation: What has been done? 
 

Rubric Score: Key Deliverables Achieved 
 
Since May 2017, PHAC has developed and distributed, either directly or through its partners, a range of education and 
awareness materials on Lyme disease. These materials were meant for front-line health professionals, and the Canadian 
public, including for groups at higher risk of getting Lyme disease such as children and Indigenous communities.  
The Federal Framework and accompanying Action Plan commits to two action items under the Education and Awareness 
Pillar. These were: 
a) Support partners to develop early detection and early diagnosis education materials, with a focus on high-risk groups, 

to assist front-line health professionals and public health authorities in the prevention and diagnosis of Lyme disease; 
and 

b) Develop a national tick and Lyme disease education and awareness campaign, in collaboration with partners, that 
addresses: 

1. Tick bite prevention and early intervention; and 
2. Recognition of Lyme disease symptoms so that patients can seek help and front-line professionals can perform 

early diagnosis and treatment. 

Education and Awareness 
Key Takeaways 

PHAC has implemented both action items under the Education and Awareness pillar of the Framework and Action Plan. 
PHAC launched its own awareness campaigns and collaborated with local and pan-Canadian partners to reach both 
public and health professional audiences. However, there remain opportunities to improve the relevance and targeting of 
materials to groups at high risk of getting Lyme disease. Key informants suggest there may be opportunities to improve 
the reach of education and awareness products to the Canadian public and health professionals. Due to limited information 
available to assess the use and impact of PHAC’s materials and activities, it is difficult to describe to what extent these 
products have improved knowledge, ability, or behaviour concerning Lyme disease among health professionals or 
Canadians.  
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PHAC used the IDCCF to fund projects by external organizations to develop educational tools and resources targeting 
health professionals. Some projects are already completed, with awareness products published and promoted (see Table 
1). For example, in early 2020, the Centre for Effective Practice (CEP) posted the Early Lyme Disease Management in 
Primary Care Tool on the organization’s website. The CEP tool contains information to help primary care providers diagnose 
and treat early (localized) Lyme disease, and is accompanied by a resource sheet for patients.  
 
Table 1: Completed Infectious Disease and Climate Change Fund Projects Targeting Health Professionals 
 
Key Project Output Funding Recipient Brief Project Description 
Early Lyme Disease 
Management in Primary 
Care Tool and Information 
for Patients 

Centre for Effective 
Practice (CEP) 

Developed two national resources that address the needs of primary care 
providers and patients, and of the overall system, related to Lyme 
disease.  

Guidelines on Vector-Borne 
Disease for Nursing 
Education 

Canadian 
Association of 
Schools of Nursing 
(CASN) 

Developed a comprehensive set of national, evidence-informed, and 
consensus-based guidelines and e-resources for new nurses. The 
resources are intended to build knowledge and capacity to address the 
public health impacts of vector-borne infectious diseases emerging or 
expanding in Canada due to climate change.  

Lyme-Aid: Helping Pregnant 
Women and their Health 
Care Providers Prevent 
Lyme Disease and other 
Tick-Borne Diseases During 
Pregnancy 

Society of 
Obstetricians and 
Gynaecologists of 
Canada (SOGC) 

Following a review of current evidence on the effects of Lyme and other 
tick-borne disease on pregnancy, and a baseline survey of health care 
providers’ knowledge and capacity to prevent and treat Lyme disease, the 
SOGC developed and disseminated resources for women and their health 
care providers to help prevent exposure. 

 
Through the IDCCF, PHAC also funded the development of materials targeting groups who may be at higher risk of acquiring 
or suffering from Lyme disease. These kinds of projects included the suite of resources for health care providers of pregnant 
patients from the Society of Obstetricians and Gynaecologists of Canada (SOGC). SOGC reviewed the available research 
around Lyme disease and pregnancy, and published guidance for health professionals on caring for pregnant patients who 
may have Lyme disease.33 This guidance, published as the Committee Opinion on the Management of Tick Bites and Lyme 
Disease during Pregnancy, was accompanied by a virtual workshop, educational resources for health care providers, and 
an online course on Lyme disease and pregnancy. Other IDCCF projects targeting health professionals are ongoing. These 
include the Canadian Public Health Association’s National Forum for knowledge exchange, capacity building, and 
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collaboration to address infectious diseases and climate change; the University of Guelph project assessing One Health 
competencies among current and future health professionals; and the New Brunswick Department of Health’s project to 
build health care sector capacity through development of tick diagnostic laboratory services, surveillance, and monitoring 
activities, as well as communication strategies.34 In addition to PHAC’s support of the work of external partners, PHAC also 
shares information on Lyme disease for health professionals on Canada.ca/Lymedisease.35 
 
PHAC has also developed several education and awareness products targeting the Canadian public. Each year during the 
period covered by evaluation, PHAC ran seasonal awareness campaigns from April to October, aligned with tick season. 
PHAC has also posted information on their website that is available year round. In addition to running its own awareness 
campaign, PHAC partnered with non-governmental organizations, other federal departments, and industry to distribute 
educational materials. For example, PHAC partnered with the retail chain Marks to distribute wallet cards and information 
on permethrin treated clothing, with Parks Canada to provide an interpreter toolkit for guides, and with Ingenium museums 
to run a touring children’s exhibit on ticks.  
 
To complement these active awareness efforts, PHAC shared educational resources for Canadians on its web pages, by 
mail, and via an email subscription service launched in 2020. Notably, PHAC customized some awareness materials for 
certain groups based on their risk of acquiring Lyme disease. For example, social campaigns targeted parents of children 
under 14 years of age, and outdoor enthusiasts. PHAC also worked with Indigenous Services Canada to adapt its online 
education resources for Indigenous audiences. Furthermore, PHAC partnered with external organizations via the IDCCF to 
fund awareness campaigns. For example, PHAC partnered with the Canadian Public Health Association to develop and 
disseminate a teacher’s toolkit on tick-borne diseases, and launch a national student poster contest for grade 6 students.36  
Key informants noted that several planned in-person awareness activities were postponed due to the COVID-19 pandemic, 
notably the travelling children’s tick exhibit. A few internal key informants suggested that the lack of dedicated funding for 
the Framework limited how broadly these awareness activities and resources could be shared. Nonetheless, PHAC 
continued to conduct its seasonal awareness campaign on Lyme disease throughout the COVID pandemic, and this was 
the only federal advertising campaign in 2020-21 after the start of the pandemic. Overall, PHAC has developed and shared 
educational materials for both the Canadian public and for health professionals, as described in the Action Plan 
 



Evaluation of PHAC’s Activities for the Federal Framework on Lyme Disease and Action Plan January 2022 

Office of Audit and Evaluation     Public Health Agency of Canada P a g e  | 17 

Effectiveness: How well did it work? 
 
Rubric Score: Progress Made, Further Work Warranted 

 
The evaluation found that members of the public and health professionals have accessed Lyme disease education and 
awareness materials produced or supported by PHAC. However, due to primarily relying on interested parties seeking out 
information via the Web, it is not clear whether these products have reached an expanded audience, nor the extent to which 
they have helped these audiences better understand Lyme disease or improve their ability to prevent or detect it. 
Opportunities for improvement include finding strategies to ensure that education and awareness resources are reaching a 
broader set of knowledge users, including health professionals, and improving the relevance and resulting use of 
educational materials among groups at higher risk of getting Lyme disease.  
 

Reach 
Through its own awareness campaign and its collaborations with partner organizations, PHAC was able to deliver 
educational materials on Lyme disease to many members of the public and to health professionals. These include the 
following groups that PHAC highlighted as their key target audiences: residents in Lyme disease risk areas, Indigenous 
communities, and school-aged children and their caregivers. During the 2020-21 digital advertising campaign to promote 
awareness materials, PHAC’s Lyme disease web pages for the public received over 89,000 visits, while its health 
professionals’ pages received 73,000 visits. The previous fiscal year, 2019-20, Canada.ca/Lymedisease was one of the 
most visited pages on the Canada.ca website. Additionally, PHAC launched a Lyme and other tick-borne diseases email 
subscription list in 2020 as a way to send regular updates about PHAC’s Lyme disease activities to interested stakeholders. 
The subscription list now has over 600 subscribers, of whom approximately half are health professionals. 
 
Furthermore, PHAC supported regional and community-level organizations to implement their own education and 
awareness projects targeting key groups through the IDCCF. One such project was the 2019 park ambassador training 
program ran by the Institut national de santé publique du Québec (INSPQ). INSPQ trained 18 park ambassadors who held 
28 awareness events on Lyme disease that directly reached over 1,860 provincial park visitors. 
 
The IDCCF also funded professional associations and provincial public health bodies to develop and disseminate education 
materials to health professionals. While disruptions due to the pandemic meant that many promotional activities were 
delayed or cancelled, some projects were able to pivot to virtual ways of sharing their materials with their target audiences. 
IDCCF funding recipients like the Canadian Association of Schools of Nursing (CASN) and the Society of Obstetricians and 



Evaluation of PHAC’s Activities for the Federal Framework on Lyme Disease and Action Plan January 2022 

Office of Audit and Evaluation     Public Health Agency of Canada P a g e  | 18 

Gynaecologists (SOGC) produced electronic resources, such as online courses and webinars that were accessed by over 
1,800 viewers and over 36,000 viewers respectively, and may have been viewed by thousands more through 
advertisements and social media posts. However, performance data did not specify whether those who accessed these 
resources were front-line health professionals. Furthermore, PHAC promoted IDCCF-funded education and awareness 
products, including the CEP tool and eTick (among other topics) via the Zoonoses and Adaptation in a Changing World 
webinar series, targeting the scientific community working in climate change adaptation and One Health. 
 
Despite these achievements, there appears to be room to improve the reach of PHAC’s education and awareness products. 
According to OAE’s stakeholder survey, only 22% of survey respondents felt that educational resources for Canadians were 
reaching their target audience. Nearly a quarter (24%) of survey respondents were unaware of any of PHAC’s education 
products. Furthermore, key informants from interviews with patient advocacy groups felt the burden of promoting these 
resources often fell on them. Several external key informants also questioned why PHAC’s website did not include any 
information about the CEP clinical toolkit created using funding from the IDCCF. Feedback from open text survey responses 
and key informant interviews across multiple categories suggests that there are opportunities to increase and enhance 
dissemination of the education and awareness resources that already exist, particularly those targeting health professionals.  
 

Quality  
Feedback from key informant interviews and survey respondents suggests mixed opinions on the quality of PHAC’s 
education resources for the Canadian public. Key informants representing other federal departments, provincial 
governments, or a professional association, generally spoke about how the public-oriented resources they were aware of 
were of good quality, with appropriate and evidence-based information. While approximately half of survey respondents 
agreed that products directed at Canadians are relevant (57%), accurate (54%), and useful (52%), less than half agreed 
they are timely (39%) or adequately address high risk groups (28%). Patient advocates and people with lived experience of 
Lyme and tick-borne diseases were less likely to hold positive views on the quality and usefulness of education and 
awareness materials for Canadians, relative to other respondent categories, in both survey responses and key informant 
interviews. 
 
Meanwhile, information from a few different sources suggests that people hold generally positive views on the quality and 
relevance of education materials for health professionals. Results from surveys and focus groups conducted during the 
testing phases of CASN and SOGC’s IDCCF resources indicate that potential users felt these resources were relevant and 
useful in addressing Lyme disease prevention. Additionally, most external key informants and the small number of health 
professionals who completed the stakeholder survey expressed positive views towards some of the education materials 
produced for health professionals. In particular, several external key Informants from various respondent categories 
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described the CEP tool kit as being a high-quality educational source for health professionals on acute Lyme disease and 
that the quality of the tool was in part the result of productive collaboration with patients. However, patient advocates raised 
concerns that the information in education materials destined for health professionals was insufficient overall. The materials 
reflect what they see to be the limited scope of the Framework, which is focused on prevention and early detection of Lyme 
disease, and do not address education for health professionals on management of later stages of the disease. Furthermore, 
some key informants working with patient advocacy groups disagreed with the information on Lyme disease that PHAC has 
shared on Canada.ca, such as the science around the possibility of congenital (parent-to-child) transmission during 
pregnancy, and the time period for which a tick must be attached to a person in order to pass the bacteria that causes Lyme 
disease.  
 
To improve the quality of PHAC’s education and awareness products, some external key informants emphasized that 
resources could be updated more frequently to reflect the latest scientific research and to point to the newest tools or 
resources that reflect the changing landscape. Additionally, a few key informants, both internal and external, pointed out 
that the messaging in awareness campaign materials was often broad and lacked a clear target audience. These key 
informants suggested that there is an opportunity to better complement existing provincial, territorial, and regional 
awareness resources by further tailoring information in federal products to target those living in endemic regions or 
participating in activities that involve increased risk of exposure to ticks, such as individuals in outdoor occupations, as has 
already been done with education products targeting Indigenous communities and individuals. 
 

Use and Impact 
Figure 3. Number of survey respondents per type of use of education products for Canadians 
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Information from document reviews, key informant interviews, and the stakeholder survey show that Canadians and health 
professionals are using education and awareness products created directly by, or with support from PHAC. When it came 
to products intended for the Canadian public, it appears that individuals are mostly using them for reference rather than to 
influence their personal behaviour or work practices. For instance, stakeholder survey results show that, among respondents 
who were aware of education and awareness products targeting the Canadian public, the most commonly reported use of 
the information was for general reference purposes (66%), or to share with others (60%). Meanwhile, about a quarter of 
respondents who were aware of the products (26%) reported that they adapted the information for their own needs, and the 
same proportion of respondents (26%) said they used the products to guide their own behaviour, that of their family, or that 
of their patients and clients (see Figure 3).  
 
Most key informants working for provincial or regional jurisdictions expressed that they were less likely to use PHAC’s 
products to guide their own behaviour, or that of their clients and those they represent, stating that they preferred educational 
resources that were already available from their provincial or local authorities, were more specific to their region, and better 
met local information needs. 
 

 
 

Box 3: Impact of the CEP Lyme disease Clinical Toolkit 
Funded by the IDCCF, the Centre for Effective Practice produced an Early Lyme Disease Management in Primary 
Care Tool for Canadian primary care providers, as well an accompanying patient information handout. Both resources 
are available on the CEP website in English and French.  
 
As of October 2020, the CEP provider tool was downloaded 3,272 times, while the patient handout was downloaded 
1,490 times. CEP conducted a survey in October 2020 and found the toolkit had a positive impact for both primary care 
providers and patients.  
 
Among primary care providers who responded to the survey, more than nine in ten (93%) agreed or strongly agreed 
that the provider tool is a valuable resource for primary care providers. Meanwhile, six in ten (62%) used the provider 
tool in their practice.  
 
Finally, large majorities (78% to 89%) indicated positive impact of the tool on their knowledge and behaviour. These 
impacts were improved knowledge of Lyme disease and improved confidence in diagnosing, treating and advising 
patients on Lyme disease. 
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With respect to products intended for health professionals, their use was difficult to assess as there was minimal data 
available, due in part to delays in recipient-led evaluation activities caused by the pandemic. Aside from a survey of CEP’s 
clinical toolkit (see Box 3), data on the effectiveness of IDCCF-funded educational tools are not yet available. Additionally, 
only a small number of health professionals and representatives of health professional organizations responded to the 
stakeholder survey. Among survey respondents from these two groups, only half were aware of any resources for health 
professionals developed or supported by PHAC, although among respondents who were aware, all indicated having used 
the resources in at least one way. 
 
There were mixed views regarding the impacts of education and awareness materials on Canadians and on health 
professionals. Just over half of survey respondents who were aware of resources for Canadians (51%) agreed that viewing 
the resources led to improved awareness of ways to prevent tick bites. Approximately one-third or less agreed that the 
resources led to increased awareness of symptoms (35%), of treatment (30%), or of groups at higher risk of acquiring Lyme 
disease (26%). Slightly more people agreed than disagreed that these products led to increased awareness of health risks 
associated with Lyme disease (42% vs. 35%).  
 
People with lived experience of Lyme disease and groups representing them were more likely than other survey respondents 
to disagree that education and awareness products targeting the Canadian public had positive impacts. In interviews, these 
key informants suggested that PHAC’s materials have made little impact because the majority of the Canadian public and 
health professionals are still unaware of them, and the information presented is not detailed enough to be relevant and 
useful. Some pointed out the opportunity to elevate partnerships with groups representing people with lived experience and 
with health professional bodies to disseminate and customize resources.  
 
Finally, although internal and external key informants have pointed out that impacts are not being measured for many 
education and awareness activities, there is evidence of such efforts being made in the near future. For example, a PHAC-
led baseline survey on Lyme disease and other climate change-related infectious diseases took place in 2021.v The online 
survey examined Canadians’ knowledge, attitudes, barriers, and motivations that influence their tick-bite prevention 
behaviours. Additionally, the Canadian Veterinary Medical Association (CVMA) received IDCCF funding in late 2020 to 
conduct a baseline survey to assess awareness of tick-borne diseases in veterinarians, pet owners, anglers, and hunters. 
After this survey is launched, the data that will be collected from this survey may be used to inform future awareness 
campaigns for these target audiences. As such, to better understand the usefulness and effectiveness of its education and 
awareness activities, PHAC should ensure more consistent measurement of performance and impact.   

                                            
v While this public opinion research survey was completed in August 2021, its results are not yet publicly available. 
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Implementation: What has been done 
 
Rubric Score: Progress Made – Further Work Warranted 

 
The Federal Framework states that “guidelines and best practices that are evidence-based and effectively targeted to reach 
specific groups will be critical to address Lyme disease” and highlighted the importance of focusing on prevention, 
diagnostics, treatment, and research. The accompanying Action Plan sets out four commitments to accomplish the goal of 
developing guidelines and best practices in these areas. These were the following: 

a) Establish a Lyme disease research network; 
b) Work with international public health partners to share best practices and disseminate domestically; 
c) Continue to support front-line health professionals and provincial laboratories in the laboratory diagnosis of Lyme 

disease; and 
d) Consult with provincial and territorial health care regulatory authorities on innovative, evidence-based approaches to 

address the needs of patients. 

Guidelines and Best Practices 

Key Takeaways 
PHAC has made clear progress on some deliverables under this pillar, such as establishing a national Lyme disease 
research network and supporting laboratory diagnosis, but has made limited progress in areas where there is greater 
scientific uncertainty and where responsibilities are shared across multiple jurisdictions. Stakeholders disagree about the 
effectiveness of PHAC’s activities for this pillar: traditional public health partners were generally positive about the work 
PHAC has undertaken, whereas patient advocates were less positive, particularly related to issues surrounding persistent 
symptoms of Lyme disease post-treatment, described by some as “chronic Lyme disease.” 
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PHAC has made some progress on implementing activities 
under this pillar, though significant work remains to meet Action 
Plan commitments. The most notable accomplishment under this 
pillar was the creation of a national Lyme disease research 
network. The Federal Framework states that a research network 
should be established that builds on existing research and 
research networks, and will engage with clinical experts, 
researchers, and patient groups.37 In 2018, PHAC worked with 
CIHR to award a $4 million grant to establish the Canadian Lyme 
Disease Research Network (CLyDRN). The research network 
includes experts from almost 20 universities across Canada and 
the US, hospitals, provincial and federal public health agencies, 
veterinary colleges, and health care practitioners. PHAC has 
also made progress working with international public health 
partners by establishing regular Webex meetings with public 
health representatives from Canada, Australia, France, USA, 
UK, Germany, Belgium, and Scotland held in 2019 and 2020. 
Meetings were planned bi-annually, but were paused due to 
competing work related to COVID-19. A report and overview of international approaches to Lyme disease prevention is in 
development by Webex participants, but has not yet been circulated. PHAC has also posted international guidelines for 
treatment from the Infectious Diseases Society of America (IDSA), the UK-based National Institute for Health and Care 
Excellence (NICE), and the International Lyme and Associated Diseases Society (ILADS) on its web page for health 
professionals.  
 
Finally, with respect to laboratory diagnostics, the NML performed between 4,000 and 8,000 serological diagnostic tests 
and between 500 and 700 molecular detection tests on human specimens to detect tick-borne pathogens each year between 
2017 and 2020 (Figure 4). The Framework document states that “The Canadian Public Health Laboratory Network, which 
provides national leadership through a proactive network of public health laboratories, monitors developments in laboratory 
diagnostics closely and publishes laboratory diagnostic guidelines that are consistent with those in the United States and 
Europe. New methods are evaluated, and any that prove to outperform current methods will be incorporated into updated 
guidelines for laboratories and front-line health professionals.” PHAC scientists have continued to publish peer-reviewed 
articles examining the application of novel laboratory diagnostics; however, the current guidance cited in the case definition 
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is from 2006-07.38, 39 The case definition was reviewed in 2018 without changes. In comparison, the US CDC most recently 
updated their case definition for Lyme disease in 2017.40 
 
PHAC has faced some challenges implementing activities under this pillar, particularly with respect to the focus on treatment 
and research. For example, while a research network itself was established, evidence from documents and interviews 
suggests the network has not succeeded in building meaningful partnership with patient groups due to a significant and 
longstanding level of disagreement and distrust that pre-dates the Framework. Based on this finding, progress towards the 
commitment to engage patient groups as part of establishing the research network is considered to be preliminary. 
Furthermore, the Federal Framework states that “Further research in this area is required into the causes of […] persistent 
symptoms and chronic illness, and the methods of treatment. All partners, including provincial and territorial health care 
regulatory authorities, will be consulted on innovative, evidence-based approaches to address the needs of patients.”41 
While PHAC did provide educational resources for health professionals on managing Lyme disease (as described under 
the education pillar), it did not advance work to engage with provincial-territorial health care regulatory authorities to address 
the needs of patients. Internal key informants noted that PHAC did not see a role for itself in the area of treatment. Instead, 
PHAC took a broader interpretation, determining that efforts were more suitably focused on education and outreach to 
health professionals. This is a point of contention for key informants representing patient advocacy groups, who have near- 
unanimously expressed an urgent unmet need in this area, with no single jurisdiction claiming leadership to advance 
progress.  
 

Effectiveness: How well has it worked? 
 
Rubric Score: Little Progress, Priority for Attention 

 
As with other areas of the Framework, there are opposing views on the quality of work regarding guidelines and best 
practices between the scientific community and other traditional public health partners, and those working directly with 
people with lived experience of Lyme disease. Patient advocates in particular felt there were issues with the dissemination 
and quality of the products and resources supported by PHAC, particularly from CLyDRN. While provincial andterritorial 
public health laboratory partners were appreciative of support from NML, these stakeholders did not feel that other work in 
this pillar had affected their work in a significant way at the time of the evaluation. 
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Reach 
Given the variety of activities included under this pillar, describing the extent to which target audiences were participating 
in, or reached by efforts to share guidelines and best practices also varies. Network-based efforts, such as CLyDRN and 
international Webex meetings, were described by some key informants as improving the connection between communities 
of experts. Documents indicated that CLyDRN has over 80 researchers as members from institutions across Canada 
representing a variety of fields, while Webex sessions connected public health experts from eight countries. As with other 
deliverables, the primary method PHAC has used to distribute resources under this deliverable is by posting on Canada.ca, 
where, for example, information on treatment was viewed over 63,000 times (22,000 times in French) between March 2017 
and January 2020. While results are not generalizable, about two-thirds of survey respondents were aware of at least one 
guideline or best practice resource supported or shared by PHAC. The most commonly referenced resources were 
CLyDRN, treatment guidelines for localized (early) Lyme disease on Canada.ca, international treatment guidelines shared 
on Canada.ca, and scientific publications from PHAC.  
 
Despite this, several key informants working with patient advocacy groups reported concerns that important information 
about treatment options was not reaching patients or health professionals. They noted that their organizations are often the 
first point-of-contact for individuals who have been bitten by a tick and are experiencing symptoms. These key informants 
felt that PHAC could take a more active role in ensuring that guidelines and best practice resources reach Canadians and 
health professionals, rather than waiting for Canadians to search for information on PHAC’s website.  
 

Quality 
Perception of the quality of PHAC’s efforts related to guidance and best practices varied widely between PHAC’s traditional 
public health partners and those representing people with lived experience of Lyme disease. This divergence is perhaps 
most notable in relation to CLyDRN. Several internal key informants, including PHAC’s research partners and partners from 
provincial-territorial public health units, spoke highly of the research currently underway through CLyDRN. However, survey 
responses and key informant interviews from representatives of patient advocacy organizations, persons with lived 
experience, and some researchers and subject matter experts indicated significant distrust of the quality of work from the 
research network, in part due to challenges with patient engagement.vi  
 

                                            
vi Issues related to patient engagement with the Canadian Lyme Disease Research Network are described in more detail under the Engagement 
and Partnerships section. 
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Survey responses reflect this strongly opposing view as well: less than half of respondents agreed that resources produced 
under this pillar were relevant, accurate, timely, or useful. When disaggregated, people with lived experience (75%) and 
groups representing them (42%) were most likely to disagree with positive statements on the quality of deliverables under 
this pillar. Conversely, health professionals and groups representing them (62%), as well as provincial, territorial, or 
municipal representatives (63%), were more like to agree to positive statements about quality. Some key informants across 
all groups noted a need to ensure that guidance and best practices shared by PHAC are consistent and reflective of the 
most recent scientific information. Suggestions to achieve this included assessing the strength of evidence informing those 
guidelines, and their limitations. 
 
Patient advocates, as well as some researchers and subject matter experts raised concerns that, in general, the quality of 
some work completed under the guidelines and best practices pillar was limited due to the fact that the scope of these 
resources did not address persistent symptoms post-treatment. For example, while the CEP tool was generally viewed 
positively across all stakeholder groups for management of acute Lyme disease, there is still no agreed-upon Canadian 
guidance for management of persistent symptoms or chronic illness.  
 

Use and Impact  
Given the early stage of implementation for most activities under this pillar, limited information was available to assess use 
and impact. In general, provincial partners noted that they benefitted from close relationships with PHAC and support from 
the NML for laboratory services. In particular, one partner reported that PHAC has supported development of local capacity 
within their region, enabling them to conduct diagnostics locally and reducing the delay in reporting. About half of key 
informants provided examples of the perceived impacts of activities under this pillar, including enhancements to capacity, 
collaboration, and information sharing among a network of vector-borne disease experts that predates the Framework.  
 
Despite this, several external key informants across multiple stakeholder categories noted that they had not yet seen 
impacts from PHAC’s activities under this pillar. This view was also reflected in survey responses, where less than one-
quarter agreed that resources under this pillar had enhanced information sharing (23%), diagnostic capabilities (18%), or 
had improved understanding of the groups that are at high risk for Lyme disease (17%). Disagreement was driven by 
respondents who identified as people with lived experience, groups representing them, and researchers working in the area 
of Lyme disease. Provincial, territorial, and municipal partners were moderately more positive, with just over four in ten 
agreeing to positive statements about the impacts of guidelines and best practices. The lack of research and guidance on 
evidence-based treatment of persistent Lyme disease symptoms was raised as a priority issue, particularly among key 
informants from patient advocacy groups, and reflected in open text survey responses. The Federal Framework states that 
“further research […] is required into the causes of these persistent symptoms and chronic illness, and the methods of 
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treatment.”42 While this is not the only goal of the third pillar, the Framework text established an expectation among external 
stakeholders that chronic illness would be addressed. While CLyDRN has initiated some work in this area, including active 
research studies, such as a Chronic Lyme Disease Survey Study launched in December 2020,43 feedback from key 
informants, including patient advocates and a few researchers and subject matter experts, suggests that the evidence gap 
remains. This ongoing gap in the area of management of persistent symptoms of Lyme disease may explain the perception 
of limited impacts among some stakeholder groups.  
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As previously stated, responsibility for implementing the  Federal Framework and addressing Lyme disease was shared 
across multiple federal departments, as well as non-governmental organizations and other levels of government. Given the 
multi-jurisdictional nature of the response to Lyme disease, engagmement and partnerships with external stakeholders play 
a significant role across all three pillars of the Framework. Furthermore, ongoing partnerships and engagement with patient 
advocates and people with lived experience was emphasized in the conference leading to the development of the 
Framework, in particular by Dr. Gregory Taylor, PHAC’s former Chief Public Health Officer (CPHO), and Dr. Daniel Gregson 
the past president of the Association of Medical Microbiology and Infectious Disease Canada (AMMI), emphasized that the 
conference was one step in a broader process of consultation necessary to develop the framework, and highlighted the 
importance of patient involvement in this process.vii Dr. Taylor closed the conference by addressing ongoing engagement 
with Canadians, stating that the conference itself "is not the end. We need to and will engage on an ongoing basis" for 
continued development. 44 
 
Internal planning documents from CFEZID indicate that their engagements and partnerships included a broad spectrum of 
activities. According to CFEZID’s 2018 stakeholder engagement strategy, engagement activities aimed to “ensure that all 
interested stakeholders are provided a variety of opportunities to share their expertise, input, and experience”. The strategy 
included activities such as requests for feedback, bilateral and multi-sectoral meetings, technical workshops with specific 
groups, stakeholder round tables, and online consultations. PHAC conducted engagement activities across this broad 
                                            
vii A complete summary of comments at the 2016 conference are in the “Conference to Develop a Federal Framework on Lyme Disease May 15-
17, 2016: Conference Summary Report”, available online at <https://www.canada.ca/en/public-health/services/publications/diseases-
conditions/conference-develop-federal-framework-lyme-disease-may-15-17-2016-conference-summary-report.html> 

Engagements and Partnerships 

Key Takeaways 
PHAC has enacted a spectrum of engagement and partnership activities, ranging from information sharing to direct 
partnerships for the development and delivery of programs. Those who participated in engagement activities felt they 
positively affected PHAC’s Framework activities. At the same time, there are still opportunities for improvement. PHAC 
has faced challenges effectively engaging with patient advocates and people with lived experience of Lyme disease.  
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spectrum, from information sharing to keep partners up-to-date on PHAC activities (such as the Lyme and Other Tick-borne 
Diseases Email Subscription List), to formal partnerships to create resources (including with industry partners like Marks, 
and civil society organizations like the Canadian Veterinary Medical Association). 
 
PHAC has established mechanisms to incorporate external partner input, including from industry, provincial and territorial 
partners, and some researchers. However, PHAC has struggled to effectively engage with non-traditional partners, such as 
patient advocates and people with lived experience of Lyme disease, despite direct interaction with these groups.  
 
Mechanisms for Engagement 

In the period covered by this evaluation, documentary evidence and feedback from key informants show that PHAC had 
organized various meetings, working groups, and activities to engage with external partners on shared work under the 
Framework, as detailed in Table 2. For example, PHAC organized the Lyme disease enhanced surveillance (LDES) working 
group, originally established in 2014, to support coordinated work on surveillance between 10 provinces and CFEZID, as 
well as the Public Health Network Communications Working Group, which supports alignment in public health messaging 
across jurisdictions. The LDES volunteer working group was disbanded in 2019, and its mandate taken over by the 
Communicable and Infectious Disease Steering Committee (CIDSC) Task Group on Tick-borne Diseases Surveillance, 
comprised of appointed CIDSC members.  
 
PHAC also organized sessions to support information exchange and collaboration with partners, including patient advocacy 
groups. In September 2017, PHAC held the first of two patient round tables, which was attended by 12 representatives from 
patient advocacy groups across Canada, and focused on how best to engage patients and patient groups in the 
implementation of the Action Plan. A second round table, held in January 2018, focused on collecting input for education 
and awareness campaigns. Later, PHAC coordinated multi-disciplinary stakeholder meetings to facilitate information sharing 
among a broad range of Lyme disease stakeholders, highlight projects currently underway in Canada, and encourage 
dialogue among participants. These stakeholder meetings were described by some key informants as the key mechanism 
for engagement. The most recent meeting in May 2019 was attended by 42 participants, including eight federal and 
provincial public health agencies, 13 research and health care professional organizations, and 13 groups from across 
Canada representing those with lived experience of Lyme disease, among others, including IDCCF researchers who 
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presented their work. While these multi-disciplinary stakeholder meetings 
were intended to be held on an annual basis, the 2020 meeting, which 
included a planned dedicated patient engagement teleconference to be 
held in advance of the event, was cancelled due to PHAC’s competing 
work on the COVID-19 response.  
 
IDCCF recipients also engaged with community-level organizations and 
people with lived experience directly on the projects themselves (Box 4). 
All IDCCF recipients were required to describe their approach to 
partnership and collaboration in their funding application, and included 
updates on their progress during project reporting to PHAC.  
 
In addition to the above formal mechanisms, PHAC also solicited extensive 
feedback from patient groups and others on activities under the education 
and awareness pillar. For example, in the summer of 2020, PHAC engaged 
with 29 individuals and groups, including people with lived experience, on 
updates to Canada.ca/Lymedisease. This engagement resulted in planned 
updates which have not yet been implemented. Direct engagement with 
patient groups also led to improvements to other awareness products 
targeting Canadians, such as the Children’s exhibit, and two instructional 
videos aimed at preventing tick bites and showing how to safely remove a 
tick.  
 
While PHAC has directly solicited input from patient advocacy groups with 
a focus on education and awareness activities, and mechanisms exist to 
facilitate information exchange with other external stakeholders in some 
areas of the Framework, including patient round tables and 
multidisciplinary stakeholder meetings, there are limited structures to 
support direct collaboration. Some external key informants noted that, 
while other federal government departments are involved in the 
implementation of the Framework, there is no inter-departmental body to 
steer collective actions. One federal partner noted that they would not have 

Box 4: Examples of IDCCF Project 
Engagement Mechanisms 

 
The Canadian Association of Schools of 
Nursing (CASN) established a national 
advisory committee for their IDCCF-funded 
project, including individuals and families 
with lived experience of vector-borne 
diseases. The project also included a call 
for submissions of personal stories from 
people with lived experience, which 
resulted in 12 submissions to be 
incorporated into CASN's online learning 
module. CASN also incorporated 
stakeholder feedback into review of their 
final products by launching a validation 
survey to multiple stakeholders across 
Canada to provide feedback on their 
educational guidelines, then conducted 
revisions based on this feedback and 
expert review before publication.  
 
The Centre for Effective Practice (CEP) 
established a clinical working group to 
support development of the CEP Toolkit. 
The working group included a Lyme 
disease patient representative. After the 
launch of CEP's clinical and patient toolkit, 
the organization conducted a survey of 
patient satisfaction. 
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the capacity to participate in such a body if it were to exist, as there are no dedicated resources to support a horizontal 
initiative.  
 
Table 2: Examples of Formal Mechanisms for Engagement, 2017-2021 
 

Engagement Mechanism Pillar Supported Description 

Lyme disease Enhanced 
Surveillance Working 
Group/ CIDSC Task 

Group on Tick-borne 
Diseases Surveillance 

Surveillance 

This working group was established in 2014 to support work on 
Lyme disease enhanced surveillance, is comprised of 
representatives from all 10 provinces, and chaired by CFEZID. This 
volunteer group was disbanded in 2019, and its mandate taken 
over by the “CIDSC Task Group on Tick-borne Diseases 
Surveillance”, which is comprised of CIDSC members upon 
appointment.  

Public Health Network 
Communications 
Working Group 

Education and 
Awareness 

The objective of this working group is to support alignment of 
messaging within the federal government and provides an 
opportunity to form partnerships with key provincial stakeholders. 

Annual Multi-Disciplinary 
Stakeholder Meetings Whole Framework 

The objective of this annual meeting is to facilitate information-
sharing among a broad range of Lyme disease stakeholders, to 
provide a forum to foster collaboration and highlight projects being 
done on Lyme disease in Canada, and to encourage dialogue 
among participants in order to bridge insight and action. Meetings 
were held in 2018 and 2019, but paused in 2020-21 due to COVID-
19.  

 
Quality and Impact  
 

Rubric Score: Progress Made, Further Work Warranted 
 
As detailed above, evidence shows that both formal and informal mechanisms are in place to support coordination and 
integrate external stakeholder perspectives into Framework activities, with a focus on direct engagement with patient 
advocacy groups to develop education and awareness activities. While some partners reported positive impacts associated 
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with engagement and partnerships with external stakeholders, evidence from surveys and key informant interviews points 
to ongoing challenges effectively engaging people with lived experience of Lyme disease and patient advocates.  
 
Evidence from surveys and key informant interviews demonstrates some advantages of the engagements and partnerships 
that took place over the period covered by this evaluation. For example, as described in the second pillar, by partnering with 
experienced NGOs and industry, such as Scouts Canada and Marks, PHAC was able to leverage these partners’ existing 
networks and capacity to advance Framework activities. Some internal key informants noted that direct engagement with 
patient advocacy groups demonstrates improvements in their relationship with PHAC after a history of distrust. Furthermore, 
survey evidence suggests that the majority of individuals or groups that were engaged in Framework activities agreed that 
these engagements and partnerships had improved activities under each of the pillars (Figure 6). 

 
Despite the generally positive assessment of the impacts of engagements and partnerships stemming from the Framework 
overall, survey evidence points to a mixed assessment of satisfaction with the quality and meaningfulness of engagement 
activities and partnership mechanisms. While a clear majority of survey respondents who participated in engagement felt 
that PHAC’s engagements and partnerships were timely (67%), slight majorities felt they were meaningful (55%) or included 

72%

63%

60%

41%

6%

15%

27%

18%

11%

15%

13%

21%

11%

7%

21%

Surveillance of Lyme disease implemented or supported by PHAC has
improved as a result of their stakeholder engagement/partnerships

Education and awareness activities related to Lyme disease
implemented or supported by PHAC have improved as a result of their

stakeholder engagement/partnerships in this area

Guidelines and best practices related to Lyme disease shared or
supported by PHAC have improved as a result of their stakeholder

engagement/partnerships in this area

Alignment of Lyme disease activities between PHAC and other
external partners (e.g., other federal departments, Provincial and

Territorial health authorities, stakeholders, etc.) has been enhanced…

Figure 6:  Survey Responses Describing Perceived Impacts Of  Engagement

Strongly agree or Agree Neither agree nor disagree Disagree or Strongly disagree Don’t know/Not sure
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a wide range of stakeholder (52%). Less than half of survey respondents agreed that the current mechanisms were 
appropriate to support the implementation of the Framework and Action Plan (41%), that engagements were inclusive of a 
wide range of stakeholders (44%), that engagements took stakeholder feedback into consideration (41%), or resulted in 
revisions to deliverables (44%). People with lived experience of Lyme disease, groups representing them, and researchers 
working in the area of Lyme disease disagreed more often than other groups with positive statements about quality.  
 
Key informants provided more context on why patient advocates and some researchers were dissatisfied with engagement. 
Most patient advocates and a few researchers and subject matter experts reported feeling that they were not consulted on 
a broad enough range of issues; specifically, they felt they were not sufficiently engaged in the surveillance and guidelines 
pillars. They felt that, when they were invited to provide input, decisions on how to use their input were made behind closed 
doors, and final products did not adequately credit their contributions. There was an overall sense among patient advocacy 
groups that they did not know how their feedback was used. Furthermore, patient advocates reported a desire to share in 
leadership for the establishment of an agenda to address Lyme disease; however, the current engagement mechanisms 
provided limited opportunities to raise their concerns. Many reported that the current mechanisms left them feeling tokenized 
and disrespected when they chose to participate.  
 
Poor relationships between patients and the scientific community during engagements slowed progress towards 
implementation of certain Action Plan objectives. For example, with respect to the Canadian Lyme Disease Research 
Network, patient advocates and some researchers and subject matter experts who participated in key informant interviews 
expressed a lack of trust in the Network among people with lived experience of Lyme disease, stemming from previous 
negative experiences with CLyDRN team researchers. Several key informants in this group reported witnessing or 
personally experiencing inappropriate comments from some researchers who are part of the Network, directed towards 
patient advocates. This challenge was referenced in CLyDRN’s 2020 annual report, which states there have been “major 
challenges […] developing relationships of trust and respect between patients and researchers.” There were some instances 
of conflicts existing between Network members, including between scientists and patient partners, and among patient 
partners themselves, which added stress and led to burnout among those members.” 
 
Internal key informants also reported challenges in engagement with patient advocacy groups. Several internal key 
informants agreed that solicitation of patient input was focused primarily on education and awareness activities. 
Furthermore, they noted challenges with the unique direct feedback approach used for the Lyme disease portfolio, reporting 
that they faced difficulties responding in a timely manner due to the large volume of input that was received. Finally, they 
noted that there was often disagreement about how and whether PHAC should address particular issues such as treatment, 
given PHAC’s mandate of focusing on prevention. Both internal and patient advocate key informants agreed that 
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longstanding lack of trust, the origins of which predate the Framework, and strongly opposing viewpoints between 
stakeholder groups created challenges for effectively engaging and partnering on Framework activities.  
 
While PHAC has made progress on expanding engagement and partnerships beyond their traditional partners, there are 
opportunities to improve collaboration, particularly with patient advocates. Some suggestions from patient advocates on 
opportunities to more effectively engage them include communicating to stakeholders how their input is used, publicly 
acknowledging stakeholder input on PHAC products, and including patient engagement at more stages of the development 
of products and priorities.  
 

Conclusions and Recommendations 
 

Implementation of Federal Framework and Action Plan  
Over the period covered by this evaluation, beginning with the introduction of the Federal Framework on Lyme Disease in 
2017 and ending four years later in March 2021, PHAC has initiated work to address the commitments made in the 
Framework and has advanced several items included in the Action Plan. In particular, PHAC has implemented all activities 
related to education and awareness as described in the Framework, and made clear progress on some activities related to 
surveillance, as well as guidelines and best practices. This work was facilitated by leveraging existing funding programs, 
such as the Infectious Disease and Climate Change Fund (IDCCF), to target Lyme and other vector-borne diseases. PHAC 
has leveraged partnerships with other federal, provincial, and territorial organizations, as well as non-governmental 
organizations and industry to support implementation of action items and better reach their target audiences. At the same 
time, PHAC faced challenges progressing on some action items where jurisdiction was shared, where there was scientific 
uncertainty, and where collaboration with patient groups was necessary. The COVID-19 pandemic likely exacerbated delays 
in certain deliverables due to competing demands on the time and resources of both PHAC and their external partners.  
 
Recommendation #1: Focus on implementing the action items that are still in the early stages of implementation, or for 
which more needs to be done to achieve full implementation 

 
As mentioned previously, PHAC has made clear progress on implementing many of the action items described in the 
Federal Framework and Action Plan. However, there are a number of areas where progress on action items has been 
limited (e.g., collecting surveillance on Canadians who do not meet the case definition for probable or confirmed Lyme 
disease, performing cost analyses associated with Lyme disease) or where further work is warranted (e.g., developing a 
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national tick-borne diseases surveillance system). PHAC’s abilities to complete some Framework activities have been 
(and may continue to be) delayed due to competing pressures and priorities resulting from the response to the COVID-19. 
In this context, PHAC should focus on fully implementing outstanding action items as soon as possible.  
 

Increasing Effectiveness of Lyme Disease Activities Moving Forward   
Across the three pillars, there was a high level of divergence in the assessment of quality and impact of activities between 
traditional partners and other stakeholder groups, including some researchers, patient advocates, and people with lived 
experience of Lyme disease. The impacts of these activities have been viewed by PHAC’s traditional public health partners 
in the scientific community and federal, provincial, and territorial partners as modestly positive, consistent with the early 
stage of implementation. Products were generally described as being accurate and of high quality among these partners, 
though some stakeholders identified opportunities to improve by implementing more timely, visually attractive, and dynamic 
tools for the public. While it is not possible to determine the extent to which products have reached an expanded audience 
of health professionals and Canadians, anecdotal evidence suggests that there may be opportunities to continue to leverage 
partnerships to actively promote and disseminate tools and resources produced under the Action Plan. People with lived 
experience, advocates, and some researchers raised concerns about the quality of PHAC’s deliverables for the Federal 
Framework on Lyme Disease, and reported significant unmet needs related to surveillance, diagnosis, and treatment of 
Lyme disease progression after the early (localized) phase.  
 
The Federal Framework and Action Plan states that work will continue only until 2022, however, PHAC’s involvement in 
Lyme disease and other tick-borne illness activities will continue past this date. In light of this, we offer the following 
recommendations to increase the effectiveness for activities moving forward: 
 

 
PHAC surveillance products help paint the national picture and demonstrate risk across jurisdictional borders; however, 
evidence suggests that products were not meeting stakeholders’ information needs. Some stakeholders suggested that 
interactive and dynamic tools could help improve use of surveillance products, such as risk maps. Timely updates to risk 
maps and enhancements to the visual depictions of risk areas to improve usability were also suggested. 
 

• Recommendation #2:   Work to implement more timely and dynamic surveillance tools. 
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Recommendation # 3: Enhance efforts to promote and disseminate awareness and education materials and guidance 
to existing and new knowledge users, including health professionals. 

 
PHAC has distributed surveillance, guidance, and educational resources online, through social media, in journal 
publications, and through NGO and industry partners, as well as through their Lyme and Other Tick-borne Diseases Email 
Subscription List. Despite this, there is a perception that some resources are hard to find and are not reaching their target 
audiences. PHAC can address this challenge by continuing to enhance efforts to promote and disseminate awareness 
materials to an expanded audience, including health professionals. 
 

Engagements and Partnerships 
PHAC engagement ranged from information sharing, dialogue with stakeholders, and direct solicitation of feedback, to 
collaboration with external partners. PHAC has collaborated with a range of partners, including international governments, 
industry, NGOs, researchers, and other federal departments in the conduct of its Framework activities, resulting in revisions 
and enhancements to education and awareness products, and expanded reach via external partners. Those who report 
being engaged by or partnering with PHAC feel that these activities have improved the quality of related pillar activities. 
 
While PHAC has participated in direct engagement with patient advocacy groups focused on education and awareness 
activities, and mechanisms exist to facilitate information exchange with other external stakeholders in some areas of the 
Framework, there remain opportunities to improve the processes related to engagement and partnership with patient 
advocacy groups.  
 
Recommendation #4: Consider enhancements to engagement processes and partnerships with patient advocacy 
groups related to tick-borne disease activities, as these continue beyond the completion of the Federal Framework. This 
may include clearly communicating actions that result from the engagement, and setting clearly defined roles and 
expectations for all participants. 

 
Regular and ongoing opportunities for patient involvement in Framework activities, which were emphasized in the 
conference leading to the Framework, has been largely on a project-by-project basis thus far, and this has not met the 
expectations of patient advocates. There is a continuing and longstanding lack of trust and strongly opposing viewpoints 
between patients and many working in the science community, the origins of which predate the Framework.  
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As PHAC continues to conduct patient engagement to address tick-borne disease activities following the completion of the 
Framework, PHAC should implement changes to their engagement process emphasizing a feedback mechanism whereby 
patient advocates can see how their input is used. Additionally, it may be beneficial to clearly define the roles each 
stakeholder group can expect to play in future Lyme and other tick-borne disease activities led by the Public Health 
Agency of Canada.  

 

Management Response and Action Plan 
 

Recommendation #1 

Focus on implementing the action items that are still in the early stages of implementation, or for which more needs to be done to 
achieve full implementation. 

Management response 
Management agrees with this recommendation.  
Action Plan Deliverables  Expected Completion 

Date  
Accountability Resources 
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IDPB/NMLB will 
continue to work 
towards the completion 
of Federal Framework 
Lyme Disease Action 
Plan activities currently 
underway. 

a) Report on pilot study using 
administrative health data 
(AHD) from MB to estimate 
the incidence/prevalence of 
all clinician-diagnosed Lyme 
disease case in the 
healthcare system and 
assess possible under-
reporting of Lyme disease 
cases in Canada.  
 

b) Complete feasibility 
assessment of Participatory 
Action Research as an 
approach to collect human 
data in Canada for people 
who do not meet the case 
definition for probable or 
confirmed Lyme disease. 
 

c) Develop approach to the 
analysis of the health care 
costs associated with Lyme 
disease in Canada. 
 

d) Develop surveillance plan 
and case definitions to 
expand current national Lyme 
disease surveillance to 
include three other tick-borne 
pathogens (Anaplasmosis, 
Babesiosis and Powassan). 

a) Complete 
 
 
 
 
 
 
 
 
 
 

b) December 2022 
 
 
 
 
 
 
 
 

c) September 2022 
 
 
 
 

d) September 2022 
 
 
 
 
 
 

Vice President, 
Infectious Diseases 
Programs Branch 
 
Director General, 
Centre for Foodborne 
Environmental and 
Zoonotic Infectious 
Diseases 
 
Vice President, 
National Microbiology 
Laboratories Branch 

Existing resources. 
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e) Share best practices from 

international public health 
partners with stakeholders.  

 

 
e) September 2022 
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Recommendation #2 

Work to implement more timely and dynamic surveillance tools. 

Management response 
Management agrees with this recommendation.  
Action Plan Deliverables Expected Completion 

Date 
Accountability Resources 

IDPB will continue to 
support knowledge 
translation activities, 
including the timely 
production and 
dissemination of 
various surveillance 
products and dynamic 
surveillance tools, for 
defined audiences.  

Publication of surveillance 
reports, infographics, and data 
that reflects the most up to date 
information available to PHAC. 

Complete Vice President, 
Infectious Disease 
Programs Branch 
 
Director General, 
Centre for Foodborne 
Environmental and 
Zoonotic Infectious 
Diseases 

Existing resources 

As part of the Web Optimization 
project, interactive risk maps 
were made available to 
Canadians on Canada.ca that 
allow Canadians to identify if 
they live in a risk area and 
guides them to what steps they 
can take to protect themselves. 
 

Complete 
 
Risk maps were 
posted to Canada.ca in 
January 2022 

Existing resources 
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Recommendation #3 

Enhance efforts to promote and disseminate awareness and education materials and guidance to existing and new knowledge users, 
including health professionals. 

Management response 
Management agrees with this recommendation. 
Action Plan Deliverables Expected Completion 

Date 
Accountability Resources 

With support from 
Communications and 
Public Affairs Branch 
(CPAB), develop a plan 
that outlines activities 
and initiatives to 
increase awareness of 
Lyme disease in 
Canada, risk areas, 
and knowledge and 
understanding of 
prevention behaviours.  

Development of a three-year 
(2022-2025) social marketing 
strategy and an annual 
communications plan, including 
organic social media. The 
strategy and plan will include 
timelines for associated 
activities. The marketing strategy 
will promote and share key 
messages to new and existing 
target audiences through 
enhanced tactics based on 
lessons from previous 
campaigns (led by the 
Communications and Public 
Affairs Branch, Health Canada). 
 
 

March 2022 Vice President, 
Infectious Disease 
Programs Branch 
 
Director General, 
Centre for Foodborne 
Environmental and 
Zoonotic Infectious 
Diseases 
 
Assistant Deputy 
Minister, CPAB 
(support) 
 
Director General, 
Public Affairs 
Directorate (support) 
 
Director General, 
Public Health Strategic 
Communications 
Directorate (support) 

Development of plan to 
be completed using 
existing resources. 
 
 
*Note: full 
implementation may 
require additional 
resources 
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Recommendation #4 

Consider enhancements to engagement processes and partnerships with patient advocacy groups related to tick-borne disease 
activities, as these continue beyond the completion of the Federal Framework. This may include clearly communicating actions that 
result from the engagement, and setting clearly defined roles and expectations for all participants. 

Management response 
Management agrees with this recommendation. 
Action Plan Deliverables Expected Completion 

Date 
Accountability Resources 

Strengthen IDPB’s 
approach to 
engagement to clarify 
goals, roles, and 
expectations for 
stakeholders, including 
persons with lived 
experience. 
 

Development and dissemination 
of an annual stakeholder 
engagement schedule to 
highlight opportunities for 
engagement, including goals, 
roles, and expectations, to 
support a predictable and 
transparent engagement 
approach. 

September 2022 Vice President, 
Infectious Disease 
Programs Branch 
 
Director General, 
Centre for Foodborne 
Environmental and 
Zoonotic Infectious 
Diseases 

Existing resources 
 

Enhance and expand 
communication with 
stakeholders on PHAC 
activities related to tick-
borne diseases. 

Provide regular updates on 
PHAC activities related to tick-
borne diseases, including 
engagement opportunities and 
outcomes, through PHAC’s Lyme 
and Other Tick-borne Diseases 
Email Subscription List and 
expand PHAC’s reach by 
promoting the service to new and 
existing partners and audiences.  

Complete 
 
 

Vice President, 
Infectious Disease 
Programs Branch 
 
Director General, 
Centre for Foodborne 
Environmental and 
Zoonotic Infectious 
Diseases 

Existing resources 
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Annex A: Status of Implementation 
 

Pillar Action Plan Commitment Limited 
Progress 

Progress 
Made, 

Further Work 
Warranted 

Key 
Deliverables 
Implemented 

Surveillance 

Integrate and disseminate innovative methods 
and best practices for human surveillance 
among an expanded group of partners 

 ✓  

Collect human surveillance data in Canada for 
people who do not meet the case definition for 
probable or confirmed Lyme disease 

✓   

Perform an analysis of the costs associated 
with Lyme disease ✓   

Develop a national tick-borne surveillance 
system that includes Lyme disease and other 
possible co-infections 

 ✓  

Education 
and 
Awareness 

Support partners to develop early detection 
and diagnosis education materials, with a 
focus on high-risk groups, to assist front-line 
health professionals and public health 
authorities in the prevention and diagnosis of 
Lyme disease 

  ✓ 

Develop a national tick and Lyme disease 
education and awareness campaign, in 
collaboration with partners, that addresses: 

1. Tick bite prevention and early 
intervention 

2. Recognition of Lyme disease 
symptoms, so that patients can seek 
help and front-line professionals can 
perform early diagnosis and treatment 

  ✓ 

Guidelines 
and  
Best Practices 

Establish a Lyme disease research network   ✓ 

Work with international public health partners 
to share best practices and disseminate 
domestically 

 ✓  

Continue to support front-line health 
professionals and provincial laboratories in the 
laboratory diagnosis of Lyme disease 

  ✓ 

Consult with provincial and territorial health 
care regulatory authorities on innovative, 
evidence-based approaches to address the 
needs of patients.1 

✓*   

1 While this item in the Framework focuses on treatment, PHAC has taken a different approach, one that is 
broader in its direction. As such, PHAC has not proceeded with work as described in the Framework for this 
action item, instead focusing on broad stakeholder engagement and outreach on a number of non-treatment 
related issues that are reflected in other Action Plan item commitments.  
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Annex B: Pillars and Deliverables 
 

Pillar Action Items Examples of Deliverables 

Surveillance  • Innovative methods for 
human surveillance 

• Human surveillance 
outside the case definition 

• National tick-borne 
surveillance system 

• Analysis of the costs of 
Lyme disease.  

• Lyme disease surveillance preliminary annual 
report and infographic (2018) 

• Lyme disease Enhanced Surveillance (LDES) 
• Lyme disease surveillance through the Canadian 

Notifiable Diseases Surveillance System 
(CNDSS) 

• Lyme disease surveillance content on 
Canada.ca/Lymedisease 

• PHAC risk maps and information on risk to 
Canadians on Canada.ca/Lymedisease 

• Innovative surveillance projects funded through 
IDCCF and CLyDRN (i.e., eTick.ca) 

• Scientific publications related to Lyme disease 
surveillance by PHAC-affiliated scientists 

Education 
and 
Awareness 

• Support educational 
resources to assist health 
professionals in early 
detection and diagnosis of 
Lyme disease 

• Develop a national 
awareness campaign  

For Canadians:  
• Resources for Canadians on 

Canada.ca/Lymedisease 
• Wallet cards and posters 
• Interpreter Kit on Ticks from Parks Canada 
• Tailored educational resources for Indigenous 

communities 
• Children’s travelling exhibit developed in 

partnership with Ingenium museums 
• Information about permethrin-treated clothing 

(distributed in partnership with Marks).  
• Social media awareness campaigns 
• Lyme and other tick-borne diseases email 

newsletter 
For Health Professionals:  
• IDCCF-funded tools targeting health 

professionals, including:  
o CEP’s “Early Lyme disease management 

in primary care tool 
o SOGC’s “Committee Opinion No. 399: 

Management of Tick Bites and Lyme 
Disease During Pregnancy”  

o CASN’s “Guidelines for Undergraduate 
Nursing Education on Climate Driven 
Vector-borne Diseases” 

• Resources for health professionals on 
Canada.ca/Lymedisease (i.e., description of 
clinical manifestations of early and late stage 
Lyme disease, information on diagnosis of Lyme 
disease, information on laboratory testing)  

Guidance 
and Best 
Practices 

• Establish a Lyme disease 
research network 

• Work with international 
partners to disseminate 
best practices locally 

• Support the laboratory 
diagnosis of Lyme disease 

• Consult with provincial and 
territorial health care 
regulatory authorities on 
innovative, evidence-
based approaches to 
address the needs of 
patients 

• Canadian Lyme Disease Research Network 
(CLyDRN) 

• International Web-Ex Meetings  
• International Treatment Guidelines (ILADS, 

IDSA, and NICE) shared on 
Canada.ca/Lymedisease.  

• Laboratory diagnostic guidelines from the 
Canadian Public Health Laboratory Network 

• Laboratory diagnostic reference services from 
PHAC labs including the National Microbiology 
Laboratory 

• Treatment Guidelines for localized (early) Lyme 
disease shared on Canada.ca/Lymedisease 
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Annex C: Methodology 
 
The evaluation reviewed PHAC’s activities in support of the Federal Framework on Lyme Disease and Action Plan from 
May 2017 to March 2021. The evaluation was guided by three evaluation questions: 

1. What progress has been made in implementing the Action Plan for the Federal Framework on Lyme Disease? 
2. How effective have PHAC’s activities under the Framework and Action Plan been at:  

a) Enhancing surveillance of Lyme disease in Canada; 
b) Improving education and awareness of Lyme disease among Canadians and health care professionals; and  
c) Sharing guidance and best practices to enhance the capacity of stakeholders (e.g., health care professionals, 

veterinary professionals, public health professionals, laboratories)? 
3. How have partnerships and engagement activities contributed to the effectiveness of PHAC’s activities under the 

Framework? 
 

Data Collection Sources and Methods 
The evaluation findings were based on the following data sources and data collection methods: 
 

 
 

 
OAE reviewed over 300 internal and public documents related to the program delivery, including but not limited to:  

• Annual Reports and Work plans 
• Examples of Deliverables 
• Emails 
• Meeting Records 
• IDCCF Recipient Reports 

Findings were identified through qualitative analysis of interview transcripts or notes in the NVivo software. 

  

Document Reviews 
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OAE reviewed administrative and performance data from 2017 to 2020 to assess progress in activities supporting 
the Framework.  These included the number of academic publications relevant to Lyme and tick-borne diseases, 
the number of laboratory diagnostic services completed, the number of tick exhibits organized, the number of 
physical awareness resources distributed, the reach of social media and web advertisements, as well as others. 

Performance Data Review 

 
OAE reviewed web analytics that measured the extent to which web content on Canada.ca/Lymedisease was 
accessed from May 2017 through March 2021. The metrics provided include site visits (total and unique), page 
views, visits by region (province or territory), visits by page on the Lyme disease site, ways visitors reached these 
pages, and number of downloads of digital Lyme disease education and awareness materials. 

Web Analytics 

 
OAE selected key informants to represent a broad range stakeholder groups. Key informants were invited for 
interviews based on recommendations from internal and external interviewees (e.g., snowball sampling). OAE 
conducted interviews with 47 key informants, including:  

• PHAC Employees (10) 
• Representatives from Patient Advocacy Groups (12) 
• Federal, Provincial, Territorial, and Municipal Partners (11) 
• Professional Associations (6) 
• Researchers (3) 
• Subject Matter Experts and Academics (3) 
• International Partners (2) 

Findings were identified through qualitative analysis of interview transcripts or notes in the NVivo software. 

Key Informant Interviews 
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Limitations 
OAE identified evaluation findings by comparing and combining information gathered from the various sources listed 
above. The use of multiple sources of information is meant to increase the accuracy and authority of any conclusions 
made in this report. Still, many evaluations face conditions that limit their accuracy and may be important to consider. The 
following table lists the limitations for this evaluation and actions taken to address them. 
 

 
OAE distributed a sharable survey link to 288 stakeholders familiar with PHAC’s activities for the Federal 
Framework, and to 450 subscribers of PHAC’s Lyme and other tick-borne diseases email subscription list. The 
survey received 91 completed responses during the period of June 14 to July 23, 2021. Respondents included:  

• People with lived experience of Lyme disease (46%) 
• Health Professionals (12%) 
• Other (11%) 
• Researchers working in the area of Lyme disease (10%) 
• Groups representing people with lived experience of Lyme disease (7%) 
• Other Federal Government Representatives (4%) 
• Provincial, Territorial, or Municipal Government Representatives (4%) 
• International Government Representatives (3%) 

 
The survey included questions about the quality, use, and impact of PHAC’s activities related to the three pillars 
of the Framework and to PHAC's partnerships and engagement activities.  
 
OAE analyzed quantitative survey results in Excel by grouping survey responses by evaluation sub-question and 
summarizing the results in tables and charts. The analysis also involved calculating proportions and patterns of 
responses based on the affiliation or type of survey respondent. Responses to open-ended questions were 
analyzed by theme using the NVivo software.  

Survey 
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Limitation Impact on the evaluation How OAE addressed the limitation 

Activities under the Federal 
Framework will be ongoing until 
March 2022, while this evaluation 
only looked at progress on activities 
up to March 2021. 

Some intended activities and results 
under the Framework have not yet 
been achieved, meaning the 
evaluation could not assess their 
impact and effectiveness. 

Activities that are still ongoing were 
clearly identified in the evaluation 
reports.  

The evaluation only assessed 
PHAC’s role in implementing the 
Federal Framework on Lyme 
Disease. However, tackling Lyme 
disease in Canada is a responsibility 
shared between multiple federal 
departments, and with regional and 
local governmental and non-
governmental partners.  

The evaluation report will focus 
exclusively on PHAC’s role and 
activities in implementing the Federal 
Framework. The report will not be 
able to describe how partner 
organizations may have further 
advanced Framework commitments 
beyond what was done by PHAC.  

The evaluation took into 
consideration efforts made by PHAC 
in partnership with federal, provincial, 
territorial, and non-governmental 
organizations to deliver on the actions 
described in the Framework. 

Limited number of responses to the 
stakeholder survey (91 completed 
responses). 

The evaluation could not present 
conclusions about the perceptions 
from certain groups of respondents, 
due to the small number of responses 
received. 
 
The evaluation could not present 
conclusions about certain aspects of 
the impact or effectiveness of 
Framework activities, due to limited 
responses received on particular 
questions. 

Survey results were compared with 
information from other sources, such 
as interviews and document reviews. 
Observations that were consistent 
across multiple sources of information 
were highlighted, as they are more 
likely to be accurate and reliable.  
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Interview and survey participants 
were selected using a snowball 
sampling strategy. 

OAE evaluators did not have the time 
and capacity to conduct as many 
interviews as the total number of 
names received through this 
sampling strategy. As such, key 
informants and survey respondents 
who participated in this evaluation 
may not be representative of all 
possible views on the impact and 
implementation of the Framework. 
 

OAE set up group interviews to allow 
multiple key informants associated 
with the same organization to share 
their feedback.  
 
Interview responses were compared 
with information from other sources, 
such as interviews and document 
reviews. Observations that were 
consistent across multiple sources of 
information were highlighted, as they 
are more likely to be accurate and 
reliable. 
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Appendix D: Evaluation Rubric 
 

Pillar/ 
Evaluation 

Element 

Assessment Criteria 
Little Progress – Priority for 

Attention 
Progress Made – Further Work 

Warranted 
Key Objectives/ Deliverables 

Achieved 
Pillar 1: 
Enhancing 
Surveillance of 
Lyme Disease in 
Canada 

• Some limited enhancements 
to the surveillance system 
(tools, methods) have been 
implemented, but there 
remains significant work to 
complete the activities 
specified in the Action Plan. 

• Surveillance, tools, and 
methods are not highly 
accessible, or are only 
reaching a limited group of 
stakeholders. 

• Stakeholders report that 
there is limited value in the 
surveillance, tools, and 
methods produced and 
shared by PHAC, or 
otherwise indicate marked 
challenges with their 
timeliness, accuracy, and 
relevance. 

• Targeted audiences are not 
using PHAC’s surveillance 
products, are using them in a 
limited number of ways, or 
report them having a limited 
impact on their work.  

• Significant opportunities for 
improvement were identified. 

• There has been clear progress 
made towards implementing an 
enhanced surveillance system, 
but work still needs to be done 
to complete some or all of the 
commitments in the Action Plan.  

• Surveillance tools and methods 
are being shared, but some 
gaps have been identified.  

• Stakeholders see some value in 
the surveillance tools and 
methods produced and shared 
by PHAC, and do not report 
significant issues with 
timeliness, accuracy, or 
relevance.  

• Targeted audiences use some 
of PHAC’s surveillance products 
and report some impact on their 
work, but indicate substantive 
opportunities to improve. 

• There has been significant 
enhancement to the surveillance 
system and the Action Plan is 
implemented in full or beyond 
commitments described therein.  

• Surveillance tools and methods 
are widely available and 
reaching an expanded group of 
stakeholders.  

• Stakeholders see a high degree 
of value in the surveillance, 
tools, and methods produced 
and shared by PHAC, and they 
are generally seen as timely, 
accurate, and relevant.  

• Targeted audiences use 
PHAC’s surveillance products 
for a variety of different 
purposes and can identify a 
number of impacts on their 
work.  

• Few opportunities for 
improvement were identified.  
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Pillar 2: 
Improving 
education and 
awareness of 
Lyme disease 
among 
Canadians and 
health care 
professionals; 
and, 

• There is limited evidence of 
educational resources for the 
general public, including 
high-risk populations, or 
health professionals, as 
specified in the Action Plan.  

• A limited portion of the 
general public health 
professionals, and other 
stakeholders have seen or 
accessed educational 
resources.  

• Stakeholders do not see 
much value in the 
educational resources 
produced for the general 
public or health care 
providers, or have observed 
significant issues with the 
information contained in 
them.  

• Not many health care 
providers, Canadians, or 
other stakeholders use the 
available educational tools 
and resources, or do not see 
them as factoring into their 
awareness, understanding, 
and knowledge of Lyme 
disease or related 
behaviours. 

• Significant opportunities for 
improvement were identified. 

• There has been clear progress 
made towards developing 
educational resources, but work 
still needs to be done to 
complete some or all of the 
commitments in the Action Plan.  

• An increasing number of people 
are receiving and accessing 
information about Lyme disease, 
but there are some groups who 
have not been adequately 
reached.  

• Stakeholders see some value in 
the educational materials 
produced and supported by 
PHAC and do not report 
significant issues with 
timeliness, accuracy, or 
relevance.  

• Targeted audiences and 
stakeholders use some of 
PHAC’s educational resources 
and indicate some impact on 
their awareness, understanding, 
and knowledge or behaviour, 
but point to substantive 
opportunities for improvement. 

• Educational materials for the 
general public and health 
professionals have been 
developed in full, as described 
in the Action Plan, or progress 
beyond commitments described 
therein.  

• Educational materials are widely 
available and reaching the 
general public, including high 
risk populations, and health 
professionals.  

• Stakeholders see a high degree 
of value in the educational 
resources produced and 
supported by PHAC; the 
information communicated in 
these products is generally seen 
as quite timely, accurate, and 
relevant.  

• Targeted audiences and 
stakeholders report using 
PHAC’s educational products, 
and can identify impacts on their 
awareness or behaviour.  

• Few opportunities for 
improvement were identified. 

 

Pillar 3: Sharing 
guidance and 
best practices to 

• There has been limited 
development of guidance 
and sharing of best practices 

• There has been some clear 
progress towards the 
development of guidance and 

• PHAC has established a 
research network, is working 
with Canadian and international 
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enhance the 
capacity of 
stakeholders 
(e.g., health care 
professionals, 
veterinary 
professionals, 
public health 
professionals, 
laboratories)? 

information, as compared to 
the goals described in the 
Action Plan.  

• There is limited activity by 
PHAC in guidance 
development and sharing, 
sharing best practices, or 
capacity building for key 
stakeholders.  

• Stakeholders do not see 
much value in PHAC’s 
knowledge exchange 
activities or guidance, or 
report significant issues with 
the information shared 
therein.  

• There is limited use of 
guidance by laboratories and 
health professionals, and 
stakeholders do not feel the 
best practices and guidance 
produced and shared by 
PHAC has affected their 
work in a significant way. 

• Significant opportunities to 
improve support for 
stakeholder capacity, as well 
as information sharing on 
guidance and best practices 
were identified. 

sharing of best practices, 
including a research network, as 
described in the Action Plan, but 
work is still needed to fully meet 
some or all of these goals.  

• PHAC has shared guidance and 
best practices information with 
key stakeholders, but there is a 
sense that these activities could 
be enhanced or improved.  

• Targeted audience sees some 
value in the best practices and 
guidance shared by PHAC and 
do not report significant issues 
with timeliness, accuracy, or 
relevance.  

• Targeted audiences are 
referring to PHAC’s guidance 
and knowledge sharing venues 
and can identify some 
enhancements to their capacity, 
but note substantive 
opportunities to improve.  

public health partners to 
disseminate best practices, 
supports P/T labs and health 
professionals to diagnose Lyme 
disease, and works with 
partners to integrate evidence-
based approaches to address 
the needs of Lyme disease 
patients.  

• Guidance and best practices are 
widely shared by PHAC with key 
stakeholders.  

• Targeted audiences see a high 
degree of value in the guidance 
and best practices developed 
and shared by PHAC, and see 
them as being of high quality. 

• Many targeted audiences use 
the knowledge exchange 
venues and guidance to inform 
their work. They are able to 
describe positive impacts on 
their capacity.  

• Few opportunities to improve 
support for capacity of 
stakeholders and guidance and 
best practices information 
sharing were identified.  

Evaluation 
Element: 
Partnership and 
Engagement 

• There has been limited 
stakeholder participation 
through either partnerships 
or engagement on the 
various pillars of the 
Framework. 

• There has been a moderate 
level of stakeholder 
participation, either through 
partnerships or engagement, on 
the various pillars of the 
Framework. 

• Robust stakeholder engagement 
and partnership is taking place 
to implement the Framework 
and Action Plan.  
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• Few mechanisms are in 
place to support partnership 
and engagement.  

• Stakeholders did not see 
much value in participating in 
engagement and partnership, 
nor were they able to identify 
ways in which the various 
engagements and 
partnerships affected the 
activities in the three pillars 
of the Framework.  

• Significant opportunities to 
improve PHAC’s 
engagement and partnership 
activities with respect to 
Lyme disease were 
identified. 

• A number of mechanisms are in 
place to support partnership and 
engagement, but there are 
some important opportunities to 
expand these.  

• Stakeholders see some value in 
participating in engagements 
and partnerships, and are able 
to identify some ways the 
various engagements and 
partnerships affected the 
activities in the three pillars of 
the Framework.  

• A number of opportunities to 
improve PHAC’s engagement 
and partnership activities with 
respect to Lyme disease were 
identified. 

• Numerous mechanisms are in 
place to support these 
partnerships and engagements.  

• Stakeholders view their 
participation in engagement and 
partnership activities as 
valuable, and report noticeable 
impact on the activities in the 
three pillars of the Framework 
due to these.  

• Few opportunities to improve 
PHAC’s engagement and 
partnership activities with 
respect to Lyme disease were 
identified 
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