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123 Queen St. W, Toronto, Ontario 

21st Century Pharmacare to Optimize 
Access to 21st Century Therapies 

Including Drugs for Rare Diseases 

CONFERENCE AGENDA 
November 8: Day 1—Designing Innovation to Patients 

7:30 a.m. – 
8:30 a.m. 

Breakfast and Registration – Dominion Ballroom (2nd Floor, 
Queen Tower) 

8:30 a.m. – 
9:00 a.m. 

Welcome and Morning Objectives 
Wayne Critchley, CORD/Global Public Affairs 

Patient Voice: Telling It Like It Is 
Anne Marie Carr, hATTR Patient Advocate 

9:00 a.m. – 
10:30 a.m. 

Panel A: Rare Disease Therapies (Yesterday, Today, Tomorrow)  
Moderator:  Durhane Wong-Rieger, CORD 

Panelists: David Page, Canadian Hemophilia Society; Jerry 
Teitel, St. Michael’s Hospital; Ed Koning, Fabry Patient 
Advocate; Chris MacLeod, Cystic Fibrosis Patient Advocate; 
Hanna Faghfoury, Mount Sinai Hospital/UHN 
Conditions and Therapeutic Interventions:   

• Hemophilia: From clotting factor concentrates 
monoclonal antibodies to RNAi to gene therapy 

• Fabry’s Disease: Enzyme Replacement Therapy, Oral 
therapy; Gene replacement 

• Cystic Fibrosis: Targeted CFTR Modulators, Combination 
Therapies, Next-generation Modulators 

Issues for Reflection and Discussion 
1. How easy or difficult has it been for Canadian patients to 
get access to new therapies, especially those that represent a 
“significant improvement” or “major breakthrough?” What has 
worked and not worked to allow “timely” access to each 



 

“best” therapeutic intervention as it becomes available? 
2. The P/T Expensive Drugs for Rare Diseases Working Group 
has just produced a “supplemental process” that would apply 
to most or many rare disease drugs.  What is your initial 
impression of how well this process could work for current and 
next generation drugs for your disease? 
3. How could a National Pharmacare program be defined to 
provide the right access to innovative current or future 
therapies for your or other rare diseases?  

10:30 a.m. – 
10:45 a.m. 

Refreshment Break 

10:45 a.m. – 
11:00 a.m. 

Plenary: Reflections on Provincial/Territorial Proposed 
Expensive Drugs for Rare Diseases Program 

Moderator: Bill Dempster, 3Sixty Public Affairs 
• Presentation of key elements 
• Implications for today’s Rare Disease Therapies 
• Recommendations for tomorrow’s RD Drugs 

11:00 a.m. – 
12:30 p.m. 

Panel B:  Not-so-Rare Therapies (Yesterday, Today, Tomorrow)  
Moderator:  Durhane Wong-Rieger, CORD 

Panelists: Lisa Machado, Canadian CML Network; Jim 
Whitlock, The Hospital for Sick Children; John Kuruvilla, Princess 
Margaret Hospital; Aleksandar Ivovic, Diabetes Patient 
Advocate; Joanne Lewis, Diabetes Canada; Louise Binder, HIV 
Patient Advocate; Nancy Durand, Sunnybrook Health 
Sciences Centre 
Conditions and Therapeutic Interventions:   

• Cancer: 1st generation chemo + radiation; 2nd 
generation monoclonal antibody; 3rd generation CAR-
T-cell therapy 

• Diabetes: Breakthroughs and Transitions in insulins and 
statins; next generation PCSK9; cell replacement 
therapy 

• Infectious Diseases: Breakthroughs and Transitions in HIV 
therapies and HPV vaccine 

Issues for Reflection and Discussion 
1. How easy or difficult has it been for Canadian patients to 



 

get access to new treatment or preventive therapies in this 
disease area, especially those that represent a “significant 
improvement” or “major breakthrough?”  What has worked 
and not worked to allow “timely” access to each “best” 
therapeutic intervention, as it becomes available? 
2. The P/T Expensive Drugs for Rare Diseases Working Group 
has just produced a “supplemental process” that would apply 
to complex/specialty therapies.  What is your initial impression 
of how well this process could work for current and next 
generation drugs for your disease? 
3. How could a National Pharmacare program be defined to 
provide the right access to innovative current or future 
therapies for your or other serious conditions? 

12:30 p.m.  – 
1:30 p.m. 

Lunch 

1:30 p.m. – 
3:15 p.m. 

Panel C: Canadian Support for Research and Development of 
Innovative Therapies 

Moderator: Wayne Critchley, CORD/Global Public Affairs 

How can we assure Canada is a desirable environment for 
research and development of innovative therapies including 
orphan drugs? An expert panel explores the implications of 
potentially facilitating and deterring factors and how these 
may be brought into alignment to foster innovation. 

Panelists: Kelly Robinson, Health Canada; Nicolas Garnier, 
Pfizer Canada; Siofradh McMahon, CCRM; Jane Farnham, 
Parent Advocate; Jason Field, Life Sciences Ontario 

Questions to frame opening comments and for discussion 
• Canadian institutions have made significant investments 

in genomics, personalized health, and cellular/genetic 
therapies research.  Are there sufficient incentives and 
supports to transform these into viable commercial 
products and services? 

• The modernization of Health Canada’s Regulatory 
Review of Drugs and Devices (aka R2D2) may help 
position Canada as a favorable locale for research on 
orphan and targeted therapies.  Nevertheless, Canada 
remains the only major developed country without 
orphan drug legislation.  Are there elements that we are 



 

still missing to make Canada competitive in this space? 

• Concerns have been raised as to the potential 
dampening effect of the proposed regulatory changes 
that will allow the pricing review board to set 
preternaturally low (non-negotiable) market entry 
prices, especially for highly innovative drugs.  To what 
degree will this “uniquely Canadian” approach deter 
companies from choosing Canada to conduct late-
stage drug development and early-stage clinical trials?  
Are there disadvantages to Canadian stakeholders if 
Canada moves from “tier 1” to “tier 2” or “tier 3” status 
in terms of testing and marketing of new therapies? 

• What do innovators in Canada need from the 
governments, policy makers, institutions, and others to 
optimize work in Canada? 

• How can patient associations cooperate with other 
stakeholders to attract innovative research and early 
access to therapies? 

3:15 p.m. – 
3:30 p.m. 

Refreshment Break 

3:30 p.m. – 
4:45 p.m. 

Panel D: Reimagining Innovative Access to Innovative 
Therapies, including Rare Disease Drugs 

Moderator: Bill Dempster, 3Sixty Public Affairs 

Panelists: Brent Fraser, CADTH; Aidan Hollis, University of 
Calgary; Fred Horne, Horne & Associates; Dylan Lamb-Palmer, 
PDCI Market Access; Andrea Souchen; Sobi, John Moore, 
AdamEzra Corporation 
Issues to frame opening comments and for discussion 
Globally, the pace of development and market entry of 
therapies that prevent, stop, and even cure debilitating and 
life-threatening diseases is accelerating.  However, while 
patients and clinicians are seeking accelerated access, 
service providers, insurers and payers are pushing back, 
especially on therapies approved with small and short clinical 
trials and introduced with high prices (albeit small budget 
impact).  How we might (collectively) determine the “right 
price” for a therapy targeted at a small patient population?  
When should that price be set, or should it be subject to re-



 

 

November 9:  Day 2—Delivering Innovation to Patients 

calculation?  This panel brings key stakeholders to consider 
how to transform drug review, drug pricing, and drug access 
to best meet the parameters of the therapies and the needs 
of patients and other stakeholders.  What are challenges to 
“right pricing” of innovative therapies in Canada to assure 
access and affordability? 

4:45 p.m. – 
5:00 p.m. 
  

Summary and Set-up for Day 2:  Toward Realistic Solutions for 
A National Pharmacare for Innovative Therapies 

Judith Glennie, PRISM 

Innovative therapies for rare and targeted patient groups are 
often approved with high uncertainty regarding their real-
world clinical and economic performance, in part, because 
they are directed to patients with high unmet or urgent need. 

These challenges can be minimized in two ways. First, by 
having one national pharmacare program that can pool risk 
and share costs.  Second, managed access programs can 
provide patient access under monitored conditions, collecting 
real-world evidence and updating the drug profile. 

8:00 a.m. – 
8:30 a.m. 

Breakfast and Registration – Dominion Ballroom (2nd Floor, 
Queen Tower) 

8:30 a.m. – 
9:00 a.m. 

Day 1 Reprisal: Key Elements of National Pharmacare and 
Supplemental Process for Complex/Specialized Drugs 

Durhane Wong-Rieger, CORD 
Progress Toward National Pharmacare: What We’re Hearing 

from Canadians  
Dara McLeod (on behalf of Eric Hoskins), Advisory Council on 

Implementation of National Pharmacare 

9:00 a.m. – 
10:30 a.m. 

Aligning on National Pharmacare for Innovative Therapies 
Moderator: Bill Dempster, 3Sixty Public Affairs 

While the specifics on what, how, for whom, and by whom a 
national program would encompass, most stakeholders 



 

seemingly concur on key principles re: access to essential 
medicines for most Canadians.  Is National Pharmacare also 
the opportunity to evolve a framework to assure all Canadians 
have equitable access not only to older essential medicines 
but also to significantly improved, potentially curative, 
innovative therapies?  This session focuses on unique and 
common perspectives of key stakeholders relevant to national 
pharmacare and challenges them to consider their resolution 
in providing access to innovative therapies.  

Panelists: Eric Tse, Shire Canada; Tammy Moore, HCCC, ALS 
Society of Canada; Martine Elias, Myeloma Canada, Durhane 
Wong-Rieger, CORD; Karen Voin, Canadian Life and Health 
Insurance Association 
Questions to frame opening comments and for discussion 

• What are Surveys across stakeholders telling us, and how 
much commonality and disparity in views are there? 

• Who and how should “all Canadians” be included in a 
national pharmacare program?  Should there be 
distinct programmes for “essential common” medicines 
and “targeted innovative” therapies?   

•  What are pro’s and con’s of keeping targeted (rare) 
drugs in private plans versus moving all these (a) public 
plan(s)?  

• What are innovative solutions for addressing the funding 
challenges of therapies with potentially high “up front” 
individual costs (assuming equity)? 

10:30 a.m. – 
10:45 a.m. 

Refreshment Break 

10:45 a.m. – 
12:00 p.m. 

Working Groups:  Case Studies - Making Market Access 
Programs (MAPs) Work 

 Moderators: Tania Stafinski, Judith Glennie, PRISM 
• Overview and instructions 
• Case study group work 
• Report back 
Participants will work in multi-stakeholder groups to apply 
principles and methods of designing and implementing 
Managed Access Programs within the context of National 
Pharmacare, CORD’s Proposal for Access to Rare Disease 
Drugs, and the proposed PT Process for Complex/Specialized 



 

 

  

Drugs: 
• Drugs for Rare Diseases 
• Gene Therapies 
• Complex (combination) Therapies 

12:45 p.m.  – 
1:30 p.m. 

Lunch 

1:30 p.m.  – 
2:15 p.m. 

Working Groups: Refining MAPs 
  Moderators: Tania Stafinski, Judith Glennie, PRISM 

Participants will refine their proposed MAPs based on 
feedback and other proposed MAP designs with the goal of 
improving feasibility and sustainability. 

2:15 p.m. – 
3:00 pm 

Summary and Wrap-up 
   Moderators: Tania Stafinski, Judith Glennie, PRISM 

• Review of key recommendations 
• Closing discussion 

3:00 p.m. – 
3:30 p.m. 

Conclusions and Next Steps 
Durhane Wong-Rieger, CORD 



 

The Canadian Organization for Rare Disorders acknowledges the contribution 
of all our Corporate Partners to improving the lives of patients and families 
with rare disorders.  
 
We are especially grateful to the following that have supported this 
conference.  
 


