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Alpha-1 Canada advocates for Canadians affected by 
Alpha-1 Antitrypsin Deficiency, providing education to 

patients and the healthcare community to increase 
awareness and testing for this genetic disease.



Learning Objectives

Augmentation therapy for Alpha-1 patients is a blood product and 
should be supplied by a national blood operator. 

Endorsements leverage awareness efforts as well as appeals for access 
to therapies.

Patient advocacy organizations should consider partnering with patient 
registries. 



From a medical, biological and biopharmaceutical 
perspective there is no rational difference between 
augmentation therapy and the other plasma-derived 

products that Canada’s national blood operator 
distributes. Canadian Blood Services (CBS) is entrusted 

with managing the nation’s blood supply and blood 
products – augmentation therapy for Canadian Alpha-1 
patients is a blood product and should be provided by 

Canadian Blood Services. 



Health Canada has approved 
augmentation therapies so they 

could be made available to 
Canadians that require it; so as 

the blood operator,  Alpha-1 
Canada believes that Canadian 

Blood Services should have 
this blood product on its 

plasma products list because a 
safe and secure supply of 
blood and blood-related 

products are cornerstones of 
the health care system. 





The 2018 Health Canada Plasma Expert Panel 
report reaffirmed that the Krever report 
references the longstanding principle in 
Canada that blood and Plasma Derived 

Products (PDPs) be available free of charge to 
Canadians.  

Angela Diano, Executive Director, first informed  
the Canadian Blood Services Board of 

Directors in December 2017 that access to 
augmentation therapy is not equally available 

to patients across Canada; this directly 
contradicts that principle.  

Alpha-1 Canada has continued to work with 
CBS and the Provincial Territorial Blood 

Liaison Committee (PTBLC) to ensure access 
to this plasma-derived therapy be equally 

accessible to all Canadians. 



Canadian Blood Services needs to provide 
access to augmentation therapy in 

uniform fashion across the country so 
that a genetically vulnerable population is 

not disadvantaged by economic and 
regional disparities. 



Endorsements from healthcare organizations, that are not Alpha-1 
associations, strengthen and leverage appeals for access to 

augmentation therapy. 



The power of patient 
registries should not be 

underestimated. Registries 
provide data that patient 
organizations cannot and 

that data is integral to 
appealing for access to 

therapies. Patient groups 
need to consider 

partnering and promoting 
Alpha-1 registries. 

www.alpha1canadianregistry.com



Alpha-1 Canada could not provide the advocacy and 
services that we do, without the generous support of our 

core funders. 

▪ Annual Patient Education Days
▪ Lobbying Provincial, Territorial & Federal 

Health Ministries
▪ Toll-free National Patient Information Line
▪ Bilingual Website
▪ Partnering with the Alpha-1 Canadian 

Registry

▪ Managing patient database of 1000+ Alphas 
across Canada  

▪ Working with physicians & patients to 
navigate the health care system

▪ Contributing to a National Rare Disease 
Strategy Framework

▪ Collaborating with national healthcare 
associations for awareness campaigns



For further information about our programs and services please visit 
www.alpha1canada.ca

or contact Angela Diano, Executive Director
angela.diano@alpha1canada.ca


