
 

 

                                       Posting Date: January 22, 2019  
    

 

 
Director, Registry 
Status:  Full Time, Continuing 
Location: Toronto, ON 
 
 
 
About Us: 
 
Cystic Fibrosis Canada (CF Canada) is a national charitable not-for-profit corporation established in 1960, and 
is one of the world’s top three charitable organizations committed to finding a cure for cystic fibrosis (CF). 
 
Our vision is a world without cystic fibrosis. We help all people living with cystic fibrosis by raising funds to 
support world-class research without regard to the researcher’s locale. We support high quality 
individualized CF care in all areas of Canada and we promote public awareness of CF while advocating for 
access to drugs for all those who need them. CF Canada has invested more than $244 million in leading 
research, innovation and care. As a result, Canadians with cystic fibrosis have one of the highest median 
survival rates in the world. CF Canada dedicates its efforts in four key areas: Healthcare, Research, Advocacy, 
and the Canadian CF Registry. 
 
For additional information on Cystic Fibrosis Canada and our work to improve the lives of Canadians living 
with cystic fibrosis, and ultimately to find a cure for this devastating disease, please visit 
www.cysticfibrosis.ca.  
 
 
Overview: 
As the Director, Registry you will play a key role in the management, operation and development of the 
Canadian Cystic Fibrosis Registry (Registry), lead Registry projects and promote awareness of the Registry. In 
addition, you will lead a team which includes a Data Analyst and a Data Coordinator to support the goals of 
the organization.  

In this senior role, you will report directly to the Chief Scientific Officer (CSO) and work closely with other CF 
Canada colleagues. This position is based out of our national office in Toronto, close to the Eglinton TTC 
station.  

 
Qualifications: 

 Graduate degree in bioinformatics or statistics/biostatistics an asset; 
 Experience in program/database management; 
 Strong understanding of statistics and data analytics;  
 Experience in data analysis; biological or clinical data analysis an asset; 
 Experience working with large data sets an asset; 
 5+ years of experience in R programming required. In particular, knowledge of manipulating 

data frames and merging complex datasets and creation of functions is preferred;;  
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 Excellent analytical and computer skills, including a high level of proficiency in Microsoft Office  
(i.e. Excel, Word, and PowerPoint); 

 Ability to communicate effectively to multiple stakeholders/organizations; 
 Experience in leading a team towards achieving organizational goals and priorities;  
 Excellent administrative, organization, verbal and written communication skills; 
 Effective time management and attention to detail; 
 Ability to multi-task, work independently, take initiative and prioritize work; 
 Function as a member of a team and work cooperatively with other team members; and 
 Bilingualism (English & French) is an asset. 

 
 
Responsibilities: 
Program Management 

 Work closely with the CSO in the planning, design and execution of Cystic Fibrosis Canada’s Registry-
related strategic directions and business priorities; 

 Manage the administration, maintenance and operation of the Registry including upgrades and 
enhancements; 

 Collaborate with the Medical Director, Registry and supervise the Registry systems and the Registry 
team (Analyst and Coordinator); 

 Lead and manage projects to expand the Registry; 
 Act as an in-house expert on the Registry; 
 Manage the relationships with service providers, consultants, legal counsel as it relates to the 

Registry; 
 Ensure data integrity and validation of the Registry data; 
 Conduct and prepare statistical data analyses and documents for projects and research studies that 

include the Registry Annual Report, Clinic-specific reports and other ad-hoc data requests; 
 Manage data queries and access to the Registry, including the data request review process with the 

Registry Review Panel; 
 Write and submit grant proposals in support of Registry projects; 
 Liaise and respond to Registry inquiries and questions from CF clinics and other organizations; 
 Improve awareness of the Registry and dissemination of the Registry data/statistics; 
 Write and review Registry documents; 
 Educate the organization and CF community about the Registry; and 
 Develop new partnerships and relationships that promote the Registry.  

 
Program Involvement – CF Canada Programs 

 Engage and provide resource support to other CF Canada programs. 
 

 
How to Apply: 
 
Please submit your resume and cover letter to hr@cysticfibrosis.ca. Please indicate “Director, Registry” 
in your subject line, and include your salary expectations.  
 
While we wish to acknowledge all applicants, only those selected for an interview will be contacted.   
 

Cystic Fibrosis Canada is committed to making the recruitment process accessible to all candidates. 
Accommodations for disabilities are available upon request. 
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For additional information on our values (Excellence, Accountability, Caring & Teamwork), Cystic Fibrosis Canada 
and the courageous fight being waged against this disease, please visit www.cysticfibrosis.ca. 
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