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Access for Alphas 

◦ https://drive.google.com/file/d/1W3hrovaDRKXlOlnmNJgqnwKfVx1wgZ92/view

https://drive.google.com/file/d/1W3hrovaDRKXlOlnmNJgqnwKfVx1wgZ92/view


What is Alpha 1 Antitrypsin 
Deficiency 

◦ Is an inherited genetic disorder 

◦ Malfunctioning gene from each parent (ZZ)

◦ Resulting in low levels of A1AT ( the major antiprotease in plasma} 0-57mg/dL or 0-11 mcmol/L

◦ Produced in liver, protective of lungs

◦ Deficiency Can cause

◦ COPD : emphysema (damaged air sacs)

◦ Liver disease, cirrhosis (liver scarring), cancer

◦ Panniculitis ( an uncommon skin condition)

Source: https://www.accessforalphas.ca/

https://my.clevelandclinic.org/health/diseases/21175-alpha-1-antitrypsin-deficiency

https://www.accessforalphas.ca/
https://my.clevelandclinic.org/health/diseases/21175-alpha-1-antitrypsin-deficiency


Diagnosis

How

◦ A1AT serum level

◦ Genetic testing 

Recommendation

◦ Canadian Thoracic Society Guidelines (2012) for A1ATD target testing:   
◦ Test those with COPD diagnosed before 65 years or with smoking history of <20 pack years
◦ Those with family history
◦ Asthma patients with diagnostic uncertainty

◦ Individuals with unexplained liver disease

Source: https://cts-sct.ca/wp-content/uploads/2018/01/Alpha-1-GUIDELINE-2012.pdf

Source: https://www.accessforalphas.ca/

https://cts-sct.ca/wp-content/uploads/2018/01/Alpha-1-GUIDELINE-2012.pdf
https://www.accessforalphas.ca/


CTS Treatment 
Recommendations

◦ A1AT Augmentation therapy may be considered in nonsmoking or Ex 
smoking patients with COPD (FEV1 25%-80% predicted attributable to 
emphysema)

AND

◦ Documented A1AT level < 11 mcmol/L  (Normal 15.6-39.6 mcmol/L) 

< 57mg/dL (Normal 85-215 mg/dL)

◦ Source: https://cts-sct.ca/wp-content/uploads/2018/01/Alpha-1-GUIDELINE-2012.pdf

https://cts-sct.ca/wp-content/uploads/2018/01/Alpha-1-GUIDELINE-2012.pdf


The ONLY Treatment

◦ Augmentation Therapy                                                                              

◦ Slows/ halts progression of emphysema (AATD)

◦ Reduces exacerbations

◦ Reduces hospitalizations

◦ Prevents lung transplantation

Source: https://www.accessforalphas.ca/

https://www.accessforalphas.ca/


My Story 

◦ Undiagnosed 1999

◦ Infections MAC 2009

◦ Genetic testing

◦ CTS guidelines for treatment 

◦ serum level 24.4  mg/dL  ( 0-57mg/dL )

◦ FEV1  70% (Oct.2016),79% April 2017 ( below 80%)

◦ 2017  Life Changed



Postal Code Lottery

◦ British Columbia

◦ Quebec – possibility

◦ Health Benefits- Coughlin, Manulife

◦ Cost of treatment

◦ Angela Diano ED Alpha 1 Canada



Impact - THEN

◦ Very different  approach as a DRUG

◦ Respirologist prescription- multiple insurance forms

◦ Prolastin Direct

◦ Prescription to Pharmacy

◦ Innomar - Prolastin Scheduling

◦ Delivery to Innomar clinic (private)

◦ Administration in clinic or Nurse to patient’s home

◦ Product didn’t touch patients' hands

◦ Only Product available in Canada

◦ May 2017  Grifols product to July 2024







How We got Here

◦ Advocacy of Angela Diano on behalf of Patients 7 years

◦ Developing relationships

◦ Advocated get a CADTH plasma protein product review  

◦ Positive CADTH recommendation Spring 2022

◦ CBS  review and budget impact

◦ RFP for product

◦ All had to sign off

◦ Glassia (Takeda) CBS Formulary

◦ CBS leadership- Stakeholder engagement



CBS Stakeholder Transition

◦ CBS

◦ Takeda

◦ A1Canada-ED

◦ Transfusion Medicine Representatives –ON, BC

◦ Respirologists

◦ CTS

◦ Patient



Now          

◦ Physician forms – CBS, Patient Support 

Program

◦ CBS review process if denied

◦ Patient Support Program Coordination

◦ Clinic-Home-self infusion

◦ Innomar scheduling

◦ Transfusion Medicine/ Blood bank

◦ Patient

◦ Patient Pick up

◦ Transfusion Medicine/ Blood bank

◦ Store Product

◦ Transport to Clinic

◦ Self-infusion



Differences

◦ Alberta delivery trial

◦ Bayshore Pharmacy

◦ British Columbia

◦ Working through process

◦ Quebec - Hema-Quebec

◦ Submission for plasma formulary



Challenges

Respirologists

◦ Knowledge Gap

◦ Forms completion

◦ Workload

◦ No Incentive to transition?



Request for Patient Designated Plasma 
Protein and Related Products 



Request for Patient Designated 
Plasma Protein and Related 
Products



Order Form For Plasma Protein and 
Related Products Requiring Contracts



Challenges

◦Transfusion Medicine
◦ Life and Death situations-code bleed       

◦ Critical clinical area

◦ Workload

◦ No patient access

◦ Space

◦ Limited TMs

◦ Lab Information System change



Potential Solutions

◦ Consolidate Pick Up to most appropriate Transfusion Medicine Department/ 
BB

◦ Consider potential patient volume (Windsor >5/year, Burlington 5-6/year)

◦ “Distribution Modernization”



Challenges

◦Patients
◦ BC, private payor –no incentive

◦ Resistance to change

◦ Storage: Weight based dosing  

◦ Pick up of 3-month supply

◦ Fridge vs $100,000+ per year, co pay?

◦ Challenge to get to hospital patient condition, parking, walking, O2 etc

◦ Location of TM



The Numbers

◦ 2021

◦ 313 patients receiving augmentation therapy

◦        107 public payer

◦ 230+prescribed but had no access

◦ Dying while waiting

◦ 2024

◦ All have access

◦ Alpha 1 Canada estimates 400-500 patients

 would be receiving life prolonging treatment 

◦ 3-5 Alphas who relocated to BC/year can return home

Source: https://www.accessforalphas.ca/

 

  Edmonton, first home delivery

https://www.accessforalphas.ca/


What is the Impact

◦ Augmentation is the ONLY Treatment for the genetic disease

◦ Early diagnosis and treatment improves longevity

◦ Reduces risk of severe lung disease

◦ Reduces hospitalization 

◦ Allows Alpha 1 people to remain in their communities

◦ Supports family structure

◦ It allows us to live a full life
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