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Should you have any questions about the National Population Health Study of 
Neurological Conditions (NPHSNC), or activities related to the project, please do not 
hesitate to contact:     Celina Rayonne Chavannes, MBA 
                                        Director, Research Initiatives/ 

Project Manager & Co-Chair, NPHSNC 
   Neurological Health Charities Canada 
   4211 Yonge Street, Suite 316 
   Toronto, ON M2P 2P9 
   Phone: 416-227-9700 ext. 3314 
   Mobile: 416-305-8380 

Email: celina@mybrainmatters.ca 
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What is the goal of the NPSNC? 
The goal of the NPHSNC is to gather data related to the impact of neurological conditions in Canada. The 
NPHSNC aims to identify incidence, prevalence and comorbidities, impact (both related to quality of life 
and economic), health service utilization and risk of onset and prognostic factors for neurological 
conditions.  Although NHCC member organizations will have the ability gather condition specific 
information, the ultimate goal is to find commonalities across the conditions. 
 
Which priority conditions included in this Study? 

 Amyotrophic lateral sclerosis 

 Alzheimer’s disease and related dementia 

 Brain Tumours 

 Brain Injury 

 Cerebral Palsy 

 Dystonia 

 Epilepsy 

 Huntington’s disease 

 Hydrocephalus 

 Multiple Sclerosis 

 Muscular Dystrophy 

 Parkinson’s disease 

 Spina Bifida 

 Spinal Cord injury 

 Tourette Syndrome 
Some stakeholders and researchers alike have asked about the inclusion of other conditions, such as 
autism and stroke. These conditions have not been deliberately removed from our priority list. The 
NHCC has researched some of the work going into other neurological conditions, through government, 
as well as private and public donations, and realized that this the conditions listed above are very much 
underfunded and under researched.  
 
It should be noted that the NHCC is gathering information on other work currently underway which fills 
the gaps in the neurological condition spectrum, and therefore will include work on conditions not 
included above. (See information below on stroke, migraine and autism) 
 
How were the conditions chosen to be included in the NPHSNC? 
As the patient organizations (i.e. members) are heavily involved in the Study, the NHCC could not make 
commitments on behalf of organizations which were not members. As such, in order to move forward 
and initiate the NPHSNC; organizations which were at the table when the agreement was signed were 
included.  It would have been difficult, if not impossible; to add new conditions to the projects that were 
approved and underway when additional organizations joined the NHCC. Member organizations which 
are not included in the research projects are invited to identify other source of data that would be 
appropriate to consider for the final report. 
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Why is the research process taking so long? 
Timeline: 

 June 2008 - NHCC members met with Government of Canada to discuss paucity of 
epidemiological information about neurological conditions in Canada 

 November 2008 – Speech from the Throne stated that the Government would take measures to 
tackle neurological conditions  

 November 2008 – NHCC partnered with the Public Health Agency (PHAC), the Canadian 
Institutes of Health Research (CIHR), and Health Canada to seek input from stakeholders and 
researchers about priority areas and potential methodologies for the Study 

 March - September 2009 – Online stakeholder consultation of 3,000 questionnaires, 2-day 
technical workshop involving 40 researchers and inventory of literature and data sources to 
inform the work of the study 

 June 5, 2009 – Honourable Leona Aglukkaq, Minister of Health, announces government’s 
commitment to 4-year $15M National Population Health Study of Neurological Conditions 

 January 2010 – Call for Study Letters of Intent, due February 5, 2010. 43 letters were submitted, 
10 applicants were invited to submit full proposals by April 15, 2010. The 10 proposals passed 
scientific review and were submitted for senior government approval.  

 November 2010 – January 2011 funding began for all 10 projects 

 In October 2011 funding was initiated for an additional three projects 
 

As described in the timeline above, the actual ‘research process’ started in late 2010. Much of the work 

that has gone into the development of the National Population Study, has involved ensuring that it 

covered the priority conditions, that the projects were scientifically sound and that together, the suite of 

studies would be an accurate representation of the state  of neurological conditions in Canada.  

What were the criteria for selecting NPHSNC projects? 
The proposals submitted for funding under this program were required, amongst others, to respect the 
following criteria: 

· National study to give a Canadian picture.  

· Range of characteristics of Canadians are studied – age, sex/gender, urban/rural, immigrant, 

official languages, north/south, community and institutional living, Aboriginal, etc. 

How can the smaller organizations gather information related to incidence and prevalence of their 
conditions? 
 The methodologies being evaluated by several of the projects in the NPHSNC of the more common 
conditions will, when validated, be useful to carry out studies of the less common conditions. 
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How was the $15 million spent? 
The $15 million dollars was approximately split as follows:  

 $1 million over four years went to the NHCC to cover personnel, travel, overhead, equipment, 

material and dissemination activities 

 $7 million over four years to fund the 13 research projects 

 $7 million over four years to PHAC to cover personnel, evaluation, the development and 

execution of the surveys, progress meetings and the microsimulation project 

What will happen at the end of the study? 
The last phase of the NPHSNC involves a one year Synthesis Progress. At this time, the reports from the 
17 projects will be synthesized and, among other things, key findings will be documented in a report to 
the Minister of Health. The NHCC has started a communications and government relations strategy to 
ensure that the information in the report will be explained in language and formats which are useable to 
the membership, our stakeholders, advocacy messages etc. 
 
What will be included in the final report to the Minister of Health? 
The final report will emphasize the shared impact of neurological conditions in Canada. However, the 
report will also include references to other studies that highlight specific information about neurological 
conditions which are not covered in detail by the NPHSNC. (For example the Canadian MS Monitoring 

System, which is funded by PHAC and being developed by CIHI - http://www.phac-aspc.gc.ca/cd-

mc/ms-sp/back-cont-eng.php) 
 

Why is stroke not on the list of priority conditions? 
Stroke has been identified as a priority area for the cardiovascular disease (CVD) prevention and 
surveillance program in the Public Health Agency of Canada for a number of years. 
 
In terms of surveillance initiatives, the Public Health Agency of Canada (PHAC) 1) has published a report 
on CVD including stroke (2009); 2) is working on including stroke in the Canadian Chronic Disease 
Surveillance System (routine surveillance system); and 3) has added stroke to the list of neurological 
conditions being surveyed in the Survey on Living with Neurological Conditions in Canada.    
 
1. The first CVD report of the “2009 Tracking Heart Diseases and Stroke in Canada” by PHAC, was 
developed and released in June 2009. Written in collaboration with the Canadian Institute for Health 
Information, Canadian Stroke Network, Heart and Stroke Foundation of Canada, and Statistics Canada, 
this report provides a comprehensive look at heart diseases and stroke to increase awareness about 
Canada’s progress in preventing CVD and their outcomes. The major purpose of the report was to 
provide new knowledge to the Canadian government and to the public, to inform their decision making 
towards reducing the risk of developing CVD (including stroke) and improving its outcomes among 
afflicted Canadians. The information presented in the report complements the Canadian Heart Health 
Strategy – Action Plan, which recommends increased gathering and dissemination of Canadian data on 
CVD in Canada. The report covers a broad range of topics, including up-to-date prevalence rates for 
heart disease and stroke, hospitalization, mortality rates, prevention, and economic impact, as well as 
the major risk factors for these diseases among Canadians.  It also provides provincial comparisons and 
highlights health inequalities.   Please see the following website to access the report: http://www.phac-
aspc.gc.ca/cd-mc/cvd-mcv/sh-fs-2011/index-eng.php  
                   

http://www.phac-aspc.gc.ca/cd-mc/ms-sp/back-cont-eng.php
http://www.phac-aspc.gc.ca/cd-mc/ms-sp/back-cont-eng.php
http://www.phac-aspc.gc.ca/cd-mc/cvd-mcv/sh-fs-2011/index-eng.php
http://www.phac-aspc.gc.ca/cd-mc/cvd-mcv/sh-fs-2011/index-eng.php
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2. With respect to adding stroke to the Canadian Chronic Disease Surveillance System for continuing and 
systematic tracking of the disease, to date, the Chronic Disease Surveillance & Monitoring Division has 
completed its preliminary feasibility study in five provinces. The validation study is in place and results 
are expected in the next fiscal year.  
 
3. In the meantime, to look at risk factors for stroke among Canadians, PHAC is conducting studies using 
Canadian Community Health Survey (CCHS) data, and Canadian Health Measures Survey (CHMS) data. 
More importantly, PHAC has been working closely with Statistics Canada in developing stroke questions 
for the Survey on Living with Neurological Conditions in Canada, such as: Have you ever been diagnosed 
with a stroke by a health care professional? How old were you when you were first diagnosed as having 
a stroke? How long did the effects of your stroke last? Consequently, along with the 14 other 
neurological conditions, PHAC will gather data on the daily impacts of stroke on those affected their 
families and caregivers, as well as their level of health care utilization.  
 
 
Why is migraine not on the priority list? 
Although migraine was not originally listed as a priority condition for this Study, questions related to the 
incidence and prevalence and impact of migraines are included in two surveys 1) the Canadian 
Community Health Survey and 2) the Survey on Living with Neurological Conditions in Canada. 
 
Why are neurodevelopmental conditions (autism) not on your priority list? 
Over the past year the Centre for Chronic Disease Prevention and Control at the Public Health Agency of 
Canada (PHAC) has been working internally to create a new surveillance unit and to begin the 
preliminary research to establish a baseline from which a new national surveillance system can be built.   
An extensive scan of the literature is underway to determine prevalence rates for Autism Spectrum 
Disorders (ASDs) in Canada and to compare them to international rates.  The Unit has also developed a 
detailed work plan and has plans to engage stakeholders and the ministries of health, education and 
community services in the provinces and territories (P/Ts) to better understand existing provincial and 
territorial programs, data sources, needs and gaps.  
 
In the initial phase, PHAC has and will continue to work collaboratively with P/Ts and stakeholder 
partners to:  
 
1.        Perform systematic reviews of existing surveillance programs in the provinces and territories to 
better understand existing programs, data sources, needs and gaps.  In addition, reviews will be 
conducted internationally with a view to identifying best and/or promising practices to contribute to the 
development of possible surveillance options for Canada;  
2.        Create an expert advisory committee and task groups to oversee the development of the new 
surveillance approach;  
3.        Begin discussions to move towards a standard case definition and data collection methodology;  
4.        Develop a national developmental disorders surveillance approach initially focusing on ASDs; and  
5.        Identify and plan projects, in interested P/T jurisdictions, to advance the development of a 
national surveillance system  
 
The goal of national surveillance on developmental disorders (with an initial focus on ASD) is to provide 
accurate, generalizable estimates of national prevalence and incidence rates to inform evidence-based 
national policies and public health initiatives within Canada.  National surveillance will also provide 
valuable information to identify potential risk factors and better describe and serve the population of 
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Canadians living with developmental disorders.  
 
What about veterans, marginalized groups, ethnic populations and First Nations, Inuit and Métis 
populations?  

First Nations, Inuit and Métis populations: 
One project deals specifically with these populations: Understanding from Within: Developing 
community driven and culturally relevant models for understanding and responses to neurological 
conditions among Aboriginal peoples (PI: Billie Allan). This project is undertaking a mixed methods 
approach to improve the understanding of how Aboriginal women conceptualize neurological 
conditions, the impact on their families and communities and the needed resources and supports 
to provide culturally safe and appropriate care.  Since Aboriginal women have been documented to 
be at increased risk for developing neurological conditions, that is associated with a 
disproportionate burden of ill-health (vs. non-Aboriginal women), there has been growing concern 
to conduct research in this field. The components of the study include three stages:  

 Contextualizing: literature review and environmental scan addressing neurological 

conditions in Aboriginal populations; 

 Conceptualizing: perspectives from Aboriginal peoples on experience, impact of 

neurological conditions at the individual, family, community and service levels; and 

 Applying to policy, programming and practice: the information gathered in the previous 

stages will be used to enhance awareness and transform policy, programming, service 

responses for Aboriginal peoples experiencing or impacted by neurological conditions. 

 
Other populations: 
The NPHSNC includes projects that focus on role of risk factors (including demographics, ethnicity) 
in the development and/or progression of neurological conditions.  These include:  

 The Canadian Longitudinal Study on Aging (PI: Christina Wolfson),  

 Systematic Review of Factors Influencing the Onset and Progression of Neurological 

Conditions (PI: Dan Krewski),  

 Canadian Primary Care Sentinel Surveillance Network (CPCSSN): Neurological Conditions 

(PI: Neil Drummond).  

 
Efforts to address the neurological health of veterans, though not part of NPHSNC, are already 
underway in Canada: 

 Canadian Institute for Military & Veteran Health Research http://www.cimvhr.ca/ CIHR via 

Cognitive Impairment in Aging Partnership Initiative - Fellowship for Veterans and Dementia 

(Institute of Aging in partnership with Ste. Anne's Hospital - Veterans Affairs Canada; St. 

Joseph's Health Care London Veterans Care Program; Capital Care Group Inc.) to build 

research capacity to advance clinical knowledge and practice in the field of Dementia and 

Veterans Care 

 
How will the NHCC ensure that all administrative data projects return their results to physicians to 
underscore the importance of good billing/record keeping to good research? 
As described above, at the end of the Study, the Synthesis Process and final report will be shared with as 

many stakeholders as possible. This will be achieved primarily through the NHCC website, NHCC 

http://www.cimvhr.ca/
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member organization websites and newsletters, the Public Health Agency of Canada information 

materials and other KTE initiatives.  

Currently, the following initiatives are underway to engage this group: 

 The Canadian Primary Care Sentinel Network (CPCSSN): Neurological Conditions is a project 

currently funded by the NPHSNC. Information gathered through this project will be shared 

specifically with physicians, through their information dissemination plan. 

 The NHCC is working on building relationships with the Canadian Medical Association  

 The Canadian Neurological Sciences Federation, an umbrella organization whose membership 

includes the Canadian Neurological Society, The Canadian Association of Child Neurology, the 

Canadian Neurosurgical Society and the Canadian Society of Clinical Neurophysiologists, is a 

member of the NHCC. The NHCC has been promoting the content of the Study to this group for 

the past two years. 
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IMPLEMENTATION COMMITTEE MEMBERSHIP 

 

Celina Rayonne Chavannes, Co-Chair (NHCC) 
 
Scott Dudgeon (NHCC), Alzheimer Society Canada 
 
Frances Gardiner (PHAC), Program Officer, Chronic Disease Surveillance Division 
 
Nathalie Gendron (CIHR), Assistant Director, Institute of Neurosciences, Mental Health and Addiction 
 
Joyce Gordon (NHCC), Parkinson Society Canada 
 
Bobbi Greenberg (NHCC), ALS Society of Canada 
 
Deanna Groetzinger (NHCC), MS Society of Canada 
 
Deanna Huggett (Health Canada), Senior Policy Analyst, Continuing Care Unit 
 
Susan Latter (Stakeholder Representative) 
 
Suzanne Nurse (NHCC), Canadian Epilepsy Alliance 
 
Jay Onysko (PHAC), Manager, Chronic Disease Surveillance and Monitoring Division 
 
Louise Pelletier, Co-Chair (PHAC), Director, Chronic Disease Surveillance Division 
 
Neetu Shukla (PHAC), Analyst, Collaboration and Development Section 
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SCIENTIFIC ADVISORY COMMITTEE MEMBERSHIP 
 
Chairperson:  
Dr. Garth Bray – Professor Emeritus, Department of Neurology, McGill University  
 
Members: 
Dr. Jean-Pierre Bouchard –Professor, Department of Medicine, Laval University  
 
Dr. Ron Keren – Professor, Department of Psychiatry, University of Toronto  
 
Dr. Kathy Kovacs-Burns – Associate Director, Health Sciences Council, University of Alberta  
 
Dr. Ian McDowell – Professor, Department of Epidemiology and Community Medicine, University of 
Ottawa 
 
Dr. Thomas (Jock) Murray – Professor Emeritus, Dalhousie University 
 
Dr. Scott Patten - Professor, Departments of Community Health Sciences and Psychiatry, University of 
Calgary 
 
Dr. Peter Rosenbaum - Professor, Department of Paediatrics, McMaster University 
 
Dr. Chris Shaw – Professor, Ophthalmology and Visual Sciences, University of British Columbia 
 
NHCC Co-Chairs: 
Celina Rayonne Caesar-Chavannes, Director, Research Initiatives, NHCC  
celina@mybrainmatters.ca 
 
Dr. Louise Pelletier, Director of Chronic Disease Surveillance Unit, Public Health Agency of Canada 
 

mailto:celina@mybrainmatters.ca
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RESEARCH PROJECTS 
 

 

Project PI Area(s) of Focus 

Neurological Conditions in British Columbia Kim Reimer Incidence, prevalence and co-
morbidities, Impact 

Validation of administrative data algorithms to 
determine population prevalence and incidence 
of Alzheimer's disease, dementia, MS, epilepsy 
and Parkinson's disease 

Karen Tu Incidence, prevalence and co-
morbidities, Health Services, 
Impact 

Understanding the epidemiology of 
neurological conditions and building the 
methodological foundation for surveillance 

Nathalie Jetté Incidence, prevalence and co-
morbidities 

CPCSSN Neurodegenerative Conditions Neil Drummond Incidence, prevalence and co-
morbidities, Risk , Health Services 

Neurological Registry Best Practice Guidelines 
and Implementation Toolkit 

Lawrence Korngut Incidence, prevalence and co-
morbidities 

Microsimulation Modeling of Neurological 
Conditions 

StatsCan Impact 

Canadian Community Health Survey: 
Neurological Conditions Household Component, 
Neurological Institutions Survey, and Survey on 
Living with Neurological Conditions in Canada 
2011-2012 

PHAC Incidence, prevalence and co-
morbidities, Impact 

Expansion of a Canadian Multi-Regional 
Population-Based Cerebral Palsy Registry 

Michael Shevell Incidence, prevalence and co-
morbidities 

The Everyday Experience of Living with and 
Managing a Neurological Condition – the LINC 
Study 

Tanya Packer/  
Joan Versnel 

Impact, Health Services 

Understanding from within: Developing 
community-driven and culturally relevant 
models for understanding and responses to 
dementia among Aboriginal peoples 

Melissa Blind Impact, Health Services, Risk 

Use and Gaps in Health and Community Based 
Services for Neurological Population: A Systems 
Analysis 

Susan Jaglal 
 

Health Services 

Systematic review of factors influencing the 
onset and progression of neurological 
conditions  
(2 Projects) 

Dan Krewski Risk 

Canadian Longitudinal Study on Aging: 
Neurological Conditions Initiative (CLSA-NCI) 
 

Christina Wolfson Incidence, prevalence and co-
morbidities, Impact, Risk 

Innovations in Data, Evidence and Applications 
for Persons with Neurological Conditions (ideas 
PNC) 

John Hirdes Incidence, prevalence and co-
morbidities, Impact, Health 
Services 

 


