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Section 1 - General Information 

Name of the drug CADTH is reviewing and indication(s) Firazyr (lcatibant) for acute attacks of Hereditary 

of interest Angioedema in adults 

Name of the patient group HAE Canada Inc. 

Name of the primary contact for this submission: Della Cogar 

Position or title with patient group Founder of HAE Canada 

Email della.cogar@lbrightsidedentalcare.com 

Telephone number(s) Work: (204) 239-5814 Cell: (204) 857-2341 

Name of author (if different) Della Cogar, XXXXXXXX, Elisabeth Fowler 

Patient group's contact information: Email thowe@lhaecanada.org 

Telephone (613) 290-4189

Address 
1081 Carling Avenue, Suite 408, Ottawa ON KlG 

4Y2 

Website www.haecanada.org 

Permission is granted to post this submission Yes 

1.1 Submitting Organization 

HAE Canada is a national patient organization that provides education and support services for Canadian 
Hereditary Angioedema (HAE) patients and their families. Founded in 2010, its mission is to partner 

with physicians, nurses, and other healthcare-related professionals to ensure all HAE patients have 

access to timely and appropriate treatment to improve their quality of life. 

HAE Canada is governed by a national board of directors consisting of three regional directors, three 
directors-at-large, and one representative each from the physicians' and nurses' groups that treat HAE 

patients (Canadian Hereditary Angioedema Network and HAE Nurses of Canada). HAE Canada has a 
membership of 207 people, consisting of 149 patients, 36 family members, and 22 others (primarily 

friends and healthcare workers). HAE Canada has a very small but dedicated group of volunteers 

(currently less than 20) who organize regional events, produce educational materials, work with 
healthcare providers to establish guidelines for a comprehensive standard of care, and provide 

individual support services to HAE patients. 

1.2 Conflict of Interest Declarations 

a) We have the following declaration(s) of conflict of interest in respect of corporate members and joint

working, sponsorship, or funding arrangements:

As a small patient organization HAE Canada relies on funding from pharmaceutical companies to be able 

to provide services to its members. Since the organization began 3 ½ years ago, HAE Canada has 
received unrestricted grants from the following companies: CSL Behring, Viropharma and Shire Canada. 

Pharmaceutical funding has been used to cover the start-up and administration expenses of the 

organization (e.g. legal and accounting fees). The funding has also covered board meetings and 

teleconferences, meetings with the physicians and nurses who treat HAE, "HAE Updates" (regional 
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