
 

 
 
 

CADTH - Patient Community Liaison Forum  
September 7 2016, teleconference  

Attending:  Thank you to Durhane Wong-Rieger (Advocare) for chairing the teleconference.    

Alexandra Chambers (CADTH), Connie Côté (HCCC),  Ken Bond (CADTH), Helen Mai (CADTH), Janet 

Crain (CADTH), Louise Binder (CCAN), Marjorie Morrison (CCAN), Paulette Eddy (BMC),  Sarah Berglas 

(CADTH), Seema Nagpal (HCCC), and Tamara Rader (CADTH).  Adam Waiser, Health Technology 

Assessment Patient Engagement Navigator (CCAN/CADTH) attended as an observer. 

Apologies: Lynette Hillier (CCAN), Wayne Critchley (CORD).  

1. Welcoming remarks / approvals 

Agenda and summary of April meeting approved, with an addition to updates from all members.   

2. Updates from all members 

Best Medicines Coalition are preparing for their fall conference (Nov 16 – 17) in Toronto, which will focus on 
private insurance. Their June meeting focused on the pan-Canadian Pharmaceutical Alliance (pCPA).   
 
In October, BMC, CCAN and HCCC are each preparing responses to the consultation: Patented Medicine 
Prices Review Board (PMPRB) Guidelines Modernization: Rethinking the Guidelines.  
 
In August, CADTH completed the latest update to the Therapeutic Review process, including the formal 
inclusion of patient input.  In September, CADTH will be sharing a revised joint CDR / pCODR patient input 
template for feedback. A guide to support groups to provide input to CDR and pCODR is in development.  
 
Since June, a representative from pCPA now  able to attend CDR and pCODR pre-submission meetings, 
CDEC and pERC meetings, and Drug Plan Advisory Committee meetings, as an observer. The pCPA office 
now may receive full drug review information.    

 
In partnership with CADTH, Canadian Cancer Action Network (CCAN) has created a Health Technology 
Assessment Patient Engagement Navigator (HTAPEN) position to assist the cancer patient community in 
understanding and participating in HTA in Canada. CCAN is preparing to attend the World Cancer Congress 
in Paris (31 Oct – 3 Nov), presenting on strategies CCAN have used to enhance patient engagement in 
HTA.  CCAN also recently undertook a needs assessment of their members, with the report to be available 
later in September.  

 
CORD hosted a webinar and in office meeting with pCPA in June. On November 7- 8 CORD and Advocare 
are hosting Canadian Expert Patients in Health Technology Conference which will discuss access to drugs 
for rare disease, emerging technologies, including biosimilars, and value-based pricing.  Advocare attended 
HTAi in May involved on panels in patient engagement in HTA, and supported use of the patient input 
template (in Spanish) and approach in HTA in Columbia.  

 
Health Charities Coalition Canada is developing their next strategic plan, including patient involvement in 
setting priorities for health research.   
 

http://www.pmprb-cepmb.gc.ca/news-and-events/consultations/current-major-consultations/
http://www.pmprb-cepmb.gc.ca/news-and-events/consultations/current-major-consultations/
https://www.cadth.ca/about-cadth/what-we-do/products-services/optimal-use/therapeutic-review-framework
http://www.worldcancercongress.org/
http://www.worldcancercongress.org/
https://www.raredisorders.ca/save-the-date-information-session-with-pcpa/
https://www.raredisorders.ca/canadian-expert-patients-in-health-technology-conference/


 
 
 
 
 

3. CADTH stakeholder session, Toronto October 26, 2016 
As in previous years, CADTH will be hosting a half day information session for patients and clinicians. In 
September, CADTH will be asking for agenda suggestions via e-alert. Forum members’ suggestions 
included:  

- Progress made on CADTH objectives, such as number of drugs reviewed, work completed / 
remaining on pCODR CDR alignment, new initiatives introduced.  

- Explore and explain different approaches to patient engagement between CADTH drug and device 
portfolios, including impact for companion diagnostics.  

- Explore alternatives to  QALYs to  assess value, such as multi-criteria decision making.  

- CADTH perspectives on emerging technologies and new models for drug access such as coverage 
with evidence development, risk sharing, and post-market monitoring.   

 
ACTION: Send further suggestions directly to Ken or in response to the CADTH e-alert.  
 
4. CADTH tools for patients and clinicians  
CADTH has liaison officers, based in each province to support local decision-makers to find and use 
evidence to make practice, policy and funding decisions. In response to specific regional requests, CADTH’s 
knowledge mobilization liaison officer (KMLO) team work with local clinicians, local patient groups and/or 
patients of interested clinicians to create specific tools for clinicians to use with their patients, drawing on 
evidence within CADTH reports.   
 
The question was raised as to whether CADTH actively seeks patient input for device / diagnostic 
assessments.  CADTH confirmed that in addition to regular stakeholder feedback opportunities on large 
projects, CADTH also sought individual patient perspectives during the projects. To date, individual patients 
have been identified via patient groups familiar to CADTH and/or patients of clinicians working on the 
project, and/or via social media.  
 
5. Exploring options for better engagement between patient groups and CADTH committees / staff  
Based on their attendance at the CADTH symposium, one forum member suggested a need for  a better 
understanding by CADTH of how patient groups operate. Another member  indicated that patient groups 
need to understand better how conflict of interest declarations are used by CADTH.  Acknowledging that 
patient groups are all different, CADTH will explore this proposal and follow-up with forum members.  There 
may also be a role for the new HTA patient engagement navigator to create opportunities for greater 
interaction between patient groups and CADTH committee members / staff to continuing building mutual 
respect and trust.  
 
ACTION: Ken to discuss educational opportunities with the forum member prior to the December PCLF 
meeting 

 
6. Expanding / rotating forum membership 
This topic, along with a more detailed review and update of the forum’s terms of reference required more 
time to discuss than the end of the meeting permitted. 
 
ACTION: This to be the first topic for discussion in December.  In advance of that meeting, CADTH to 
recirculate prompts for forum members to reflect on success of the forum in meeting the objectives in the 
current terms of reference, and if and how these objectives may need to change as the landscape has 
evolved since the creation of the forum and terms of reference.   
 

https://www.cadth.ca/contact-us/liaison-officers


 
 
 
 
 

7.  Next steps and adjournment 
Louise Binder to chair the next meeting on 19 December, at 11 – 12 EST.  


