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NEUROLOGICAL REGISTRY BEST PRACTICE 
GUIDELINES AND IMPLEMENTATION 

TOOLKIT 

• Neurological conditions are will become an increasing 
healthcare burden for Canadians 
 

• Information on many of the conditions is limited or 
unavailable 
 

• Patient registries are a key source of data to assess the 
burden of neurological conditions 

 
• The WHO’s World Health Report identified 5 core 

competencies for long term patient care.  One of these 5 core 
competencies was the development of information and 
communication technologies including registries to ensure 
continuity of care. 

 

 



BACKGROUND 

• Objective 

• Create comprehensive registry guidelines and a toolkit for 

development and implementation of neurological disease 

registries in Canada 

 

• Phase 1: Registry Development Literature Review 

 

• Identify existing registry methodology and published 
guidelines documents 

• Lead: Nathalie Jetté 



BACKGROUND 

• Phase 2: Consensus Guideline Development 
 
• Engage Stakeholders across neurological conditions and utilize 

information gained in Phase 1 to develop comprehensive 
registry guidelines  

• Patient focus groups to inform the process 

• Lead: Tamara Pringsheim  
 

• Phase 3: Registry Toolkit Development 
 
• In consultation with stakeholders, and in compliance with 

guidelines, develop template documents and accessible tools 
for registry development and implementation  

• Lead: Lawrence Korngut 
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L E A D :  D R .  N A T H A L I E  J E T T É  

LITERATURE REVIEW 



INTRODUCTION AND RATIONALE  

• Purpose: To identify existing registry best practices 
and other relevant resources 
 

• Determine what and how much information is 
presently available 
 

• Gather information about established standards, 
common practices, and best practices 
 
• Determine whether practices are consistent across registries  

 

• Identify potential toolkit items 





 



Gliklich RE, Dreyer NA, eds. 

Registries for Evaluating Patient 
Outcomes: A User’s Guide. 2nd ed.  
September 2010. 



FEASIBILITY 

• 90 full text  24 included 

 

• Factors that negatively affect feasibility 

 

o Confidentiality and privacy issues 

o Participation Issues 

o Issues related to multiple centers and locations 

o Data quality 

o Financial and funding constraints 

o Lack of time, effort, resources 

o Potential bias 



HOW TO INCREASE LIKELIHOOD OF 
FEASIBILITY? 

 

• Predefined purpose for registry 
• Is a registry the right methodology? 

 

• Need adequate support 
• Plan ahead, and with great detail 

 

• Funding 
• Adequate and sustainable 

 

• Consider whether  population based data collection is 
indicated 



HOW TO INCREASE LIKELIHOOD OF 
FEASIBILITY? 

 

• Minimal data set (complete enough to fulfill 
purpose of registry but limited enough to ensure 
feasibility) 

 

• User friendly data entry (standardized, easy to 
access, focused data collection strategy, etc) 

 

• Integrated data systems 

 

• Collaboration between registries (if applicable) 

 



METHODOLOGICAL COMPARISONS 

• 34 full text  7 included 

 

• Physician versus patient driven registries 

 

• Physicians driven registries:  
• Physicians have potential to gather large amounts of clinical 

and demographic information 

• Recruitment of patient by a physician = most successful 
recruitment strategies** 

 

• Patient driven registries:  
• Provide access to potentially large patient populations in a 

cost-effective manner 

• But tends to produce lower quality data and higher potential 
for errors 

 



PERCEPTIONS - PARTICIPANTS 

• Predictors of 

participation 

 

• Satisfaction with care 

• Age (under 65 years) 

• Male gender 

•  Education 

• Recruiting site 

• Ethnicity (white; US 

data) 

• Predictors of non-

participation 

 

• Concerns about 

privacy 

• Concerns about 

additional face to 

face visits  

• Ethnicity (non white) 

Participants have a strong desire for information beyond the specific 

study  when registering 



PERCEPTIONS - PROVIDERS 

• Motivated to 
participate if: 
 
• Effort minimal 

• Data entry efficient 
and simple 

• Operation cost is low 

• Results and outcomes 
relevant to clinical 
practice or research 
interests 

• Their input is sought 
early on and 
throughout the process 

• Inhibitors to 
participation: 
 
• Mandatory 

participation 

 



RECOMMENDATIONS CONSIDERING 
PERCEPTIONS TO ENSURE SUCCESS 

 

• Key to address participant concerns about 

data access and type of data stored 

 

• Key to address concerns about data security 

and privacy (not a single individual but a 

committee) 

 

• Consider effective software platform with clear 

procedures supporting registry infrastructure 



L E A D :  D R .  T A M A R A  P R I N G S H E I M  

FOCUS GROUP 
OVERVIEW 



PURPOSE 

• Examine patient perspectives about registries in 
order to: 
 

• Augment literature regarding patient perceptions 
 

• Increase likelihood that future registry development 
will be informed by opinions, priorities and concerns 
of patients and caregivers 
 
• Guidelines and Toolkit recommendation to coincide with 

patient perceptions 
 

 

 

 

 

 



FOCUS GROUP PARTICIPANTS 

Focus Group 

Participants 

Neurological Condition Role 

Parent or 

Caregiver 

Person Living with 

Neurological 

Condition 

Group A  

(n=9) 

Epilepsy  

Hydrocephalus  

Muscular Dystrophy 

Tourette Syndrome 

9 0 

Group B 

(n=8) 

Dystonia 

Epilepsy 

MS 

0 8 

Group C 

(n=10) 

ALS 

Huntington’s 

Parkinson’s 

3 7 

Total 27 12 15 



REASONS FOR/INTEREST IN 
PARTICIPATING IN A REGISTRY 

 

• To help others living with neurological conditions 

 

• To develop “big picture” about a particular 

conditions 

 

• To develop best practices about treatment 

 

• To have access to credible, useful information 

 



FACTORS THAT WOULD INFLUENCE 
PARTICIPATION 

 

• Have a clear purpose that is clearly communicated 

 

• Give opportunities to participate in ethical, meaningful 

research 

 

• Be well managed and sustainable 

 

• Ensure participation is not too onerous 

 

• Allow participants to withdraw at any time 



TYPES OF INFORMATION COLLECTED 

• Participants were generally more comfortable: 
 
• Sharing medical information than with sharing personal information 

• Sharing information if they understand why it is necessary 
 

• No one was willing to share SIN 
 

• Some were concerned about Stigma/discrimination 
associated with sharing genetic information 
 

• Group discussed opt out option for information items 
vs full participation 



MOTIVATING FACTORS CONSISTENT 
WITH LITERATURE 

 

1. Altruistic attitude - The perception of benefit to the 
greater good even beyond immediate individual 
benefit or the potential for individual benefit. 

 

2. Data will be used by responsible people for legitimate 
purposes 

 

3. Advances in research and the possibility of elucidation 
of treatment or cure and subsequently improved 
quality of life. 
 

Concerns about privacy also coincided with literature 

 



CONCLUSION 

• People support and will participate in registries if: 

 

• They are convinced of the registry’s value 

 

• The registry generates knowledge that will 

 

• Help health professionals better treat conditions 

• Lead to improvements in prognosis and quality of life 

 

• Focus Group manuscript prepared and submitted 

to research journal for publication 

 



L E A D :  D R .  L A W R E N C E  K O R N G U T  

IMPLEMENTATION 
TOOLKIT 



REGISTRY TOOLKIT – INITIAL SEARCH 

• Template documents for ethics submissions  

 

• Report on REB/IRB requirements variance between 

provinces. 

 

• Template policies and procedures to ensure 

consistent registry implementation across Canada 

so that data collection is secure, valid, high quality, 

and will produce comparable results.   

 



CONSENSUS MEETING 2 FEEDBACK 
Category Number of 

Resources 

Found 

Number of 

Resources  

Retained 

Following 

Meeting #2 

Data Collection, Storage and Curation 53 2 

Patient Recruitment and Registry 

Sustainability 

9 15 

Ethical and Legal Considerations 40 29 

Quality Assurance and Registry 

Evaluation 

10 10 

Validation, Interpretation and Linkage 

of Registry Data 

9 9 

Online Registries 2 0 

Total 138 65 



WHERE DO WE GO FROM 
HERE? 



1. Guideline oversight 

2. Toolkit maintenance 

3. Case report/data set metaregistry 

4. Seek funding for common infrastructure/technology 

5. Collaborate 

6. Data linkages 

7. Reduce cost 



The Canadian Cerebral Palsy Registry  

 

The Canadian Neuromuscular Disease Registry (CNDR) 

 

The North American Research Committee on 

 Multiple Sclerosis (NARCOMS) Registry 

 

The Ontario Stroke Registry 

 

The Quebec Myotonic Dystrophy Registry 

 

The Rick Hansen Spinal Cord Injury Registry (RHSCIR) 

 

Canadian Hydrocephalus Clinical Research Network (under development) 

The Southern Alberta Dementia Registry (under development) 

The Sudden Unexplained Death in  

Epilepsy (SUDEP) Registry (under development) 

 



 

 

 

 

Join us! 



YOU CAN ACCESS THE  
TOOLKIT WEBSITE AT 



HOME PAGE 







REGISTRY DESIGN 



REGISTRY QUALITY 



REGISTRY IMPACT 





RECOMMENDATIONS 



REFERENCES 



TOOLKIT 
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THANK YOU  
Contact information:  
Dept Clinical Neurosciences 
University of Calgary 
480060, 4th Floor Administration 
Clinical Neurosciences 
South Health Campus 
4448 Front Street SE 
Calgary, AB, T3M 1M4 
Phone: (403) 956-2462 
Lawrence.korngut@albertahealthservices.ca 


