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Moderator 

I have the following relevant financial relationships to disclose:

ÅI am a paid employee of CADTH

ÅCADTH is funded by federal, provincial, and territorial 

ministries of health.

ÅApplication fees for three programs:

ÅCADTH Common Drug Review (CDR)

ÅCADTH pan-Canadian Oncology Drug Review (pCODR)

ÅCADTH Scientific Advice

Sarah Berglas

Patient Engagement Officer, CADTH



Panelists

I have the following relevant financial relationships to 

disclose:

Å I am a paid employee of Lymphoma Canada, a national registered 

charity.

Å Lymphoma Canada has received grant support from the following 

pharmaceutical companies during the past 2 years: Abbvie, Merck, 

Janssen, Gilead, BMS, Roche, Servier, Astrazeneca, Amgen, Teva, 

Novartis, Celgene

Elizabeth Lye

Director of Research & Programs, Lymphoma Canada



Panelists

I have the following relevant financial relationships to 
disclose:

ÅI am a paid employee of the Eczema Society of Canada 
(ESC), a registered Canadian charity dedicated to 
improving the lives of Canadians living with eczema

ÅESC receives funding from: corporations - including 
pharmaceutical companies; funding organizations - such 
as United Way; and donations

Amanda Cresswell-Melville

Executive Director, Eczema Society of Canada



Panelists

I have the following relevant financial relationships to 

disclose:

ÅI receive an honorarium for participation on the pan-

Canadian Oncology Drug Review (pCODR) Expert 

Review Committee (pERC) (CADTH). 

Valerie McDonald

Patient Member, pCODR Expert Review Committee



Panelists

I have the following relevant financial relationships to 

disclose:

ÅReceives honoraria for participation on the Drug Advisory 

Committee of Saskatchewan (Government of 

Saskatchewan)

ÅReceives honoraria for participation in CDEC (CADTH)

Allen Lefebvre

Public Member, Canadian Drug Expert Committee 



Panelists

I have the following relevant financial relationships to disclose:

ÅI am a paid employee of INESSS

ÅINESSS is funded by the ministry of health and social 

services of Québec.

ÅApplication fees for 2 programs:

ÅAssessment of drugs for listing

ÅAssessment of blood products for listing

Sylvie Bouchard

Director of Medication, INESSS



Role of HTA

Health Canada

Is it safe? Does it 
work?

HTA Agency
How does it compare 

to existing 
treatment options?

Ministries/Public 
Insurance Plans

Can we afford it?



Expert Committees (CDEC, pERC) 

Patient input presented, used in 

deliberations and reflected in 

recommendations 

CADTH Common Drug Review 

Pan-Canadian Oncology Drug Review

CADTH Review 

Team

Patient input used to 

inform review protocol, 

clinical and economic 

reports

Public Drug Plans

Shared with plans and 

shared at www.cadth.ca



Comité scientifique de 
l'évaluation des médicaments 

aux fins d'inscription 

Institut national dôexcellence en sant® 

et en services sociaux 



Why listen to patient perspectives 

and experiences



Elizabeth Lye:
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Patients and caregivers are directly impacted by illness 

and its treatments:

ÅLive with the daily and long-term effects of illness 

and treatments

ÅLived experience with the drug under review

ÅHave the most to gain (or lose) from 

reimbursement decisions



Why listen to patients?

Patient Organization: Eczema Society of Canada
Amanda Cresswell-Melville



Nothing for the patient, without the patient.



pERC listens for

ÅDay-to-day lived experiences of disease and 

treatments

ÅInformation/context regarding:

Åquality of life

Åadverse events

Ålogistical implications 

Åtrade-offs

Åsocio-demographics



Allen Lefebvre

ÅSystematic reviews: data and statistics, RCT

ÅPatient perspectives: 

o Personalize the data

o Remind us who we do this for

o Identify unmet needs in therapy

o Lived experience vs. clinical trials



Stakeholders engagement at INESSS

ÁStakeholdersengagementwasa foundationalelementof INESSS
creation.
ÁThe engagementof various stakeholdersis part of all INESSS

Directorates(Medication,Technology& SocialServices).
ÁStakeholdersparticipation can originate from involvement of

patients,users,patientsassociation,caregivers& citizens.
ÁStakeholders & patient engagement is important:
Áto bonify & complement the scientific evaluation process 

based of clinical results and scientific literature. 
Áto ensure fairness and acceptabilityof recommendations 

made by INESSS.



INESSS - stakeholder & patient 

involvement

ÁHassignificantlyincreasedin the pastyears
ÁIsincludedinLb9{{{Ωǎstrategicplan2016-2020
ÁNowa keyperformanceindicatormonitoredby INESSSdirection
ÁObjectives:
Á25%in 2019
Á50%in 2020

ÁIs included in the assessmentof therapeutic value as patient
perspective
ÁIsmanagedby INESSSpermanentemployees(±3)



Á In addition to the alreadyintegrated stakeholders& patients
engagementto the drugs evaluation process, patients can
alsobeengagedin the optimal useof medicationactivities.

ÁRecentexamplesof projectscompleted:
Á Optimaluseof immunoglobulinsin neurology
Á Statins,lipid-loweringagentsandcardiovascularriskreduction
Á Syndromic approach to the pharmacological treatment of sexually

transmittedandblood-borneinfections
Á Standardizationof practicesregardingbeta lactamallergies

ÁRecentexamplesof ongoingprojects:
Á Lymedisease: from diagnosisto treatment
Á Standardization(banding)androundingof dosesof antineoplasticagents

INESSS - stakeholder & patient 

involvement



Approaches to preparing 

patient input



Lymphoma Canada ïpCODR Patient Input
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How we collect input:

ÅUse a combination of an online surveys and phone 

interviews - structured questionnaire

ÅInclude multiple choice, rating, and open-ended 

questions

ÅPromote call for input through multiple channels:

ÅInternal email database

ÅSocial media

ÅNational and international patient groups
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What information we include:

ÅFocus on information that is most relevant to the drug-

indication combination under review:

Åline of therapy 

Åexperience with comparator treatments 

Åunmet need 

Åexperience with drug under review

ÅInclude aggregate data when possible

ÅUse patient quotes to provide examples

Lymphoma Canada ïpCODR Patient Input



Example 1: Nivolumab for Relapsed/Refractory 

Hodgkin Lymphoma
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ÅAggressive lymphoma ïcurable with chemotherapy

ÅYoung adults ïin school or early in career

ÅMultiple previous treatments include multi-drug 

regimens with high toxicity and autologous stem cell 

transplant

ÅPrognosis is poor; alternatives are supportive therapies

ÅNivolumab is a targeted drug therapy, with minimal 

toxicity that is given by infusion

ÅSingle arm clinical trial submitted for drug review



Å Seventy percent (70%; 71/101) of patients who completed the surveys 

were a teenager or young adult (13-39 years-old) at diagnosis.

Å The majority of patient respondents (61%) indicated that HL had a 

negative impact on their ability to work.

Å The most commonly reported financial impact of treatment was absence 

from work (69%).

Å Toxicity associated with previous treatments was a significant concern 

for many patients.

Å ñEffectivenessò of a new drug therapy was rated as most important to 

70% of respondents. 

Å Many patients (57%) also reported that ñminimal side effectsò or ñless 

side effects than current treatmentsò was very important to them.
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Example 1: Nivolumab for Relapsed/Refractory 
Hodgkin Lymphoma



Å For those who were experiencing symptoms before treatment, 50% 

reported that nivolumab was able to manage all their disease 

symptoms.

Å Nivolumab was well-tolerated and 33% of respondents reported they did 

not experience any side effects during treatment.

Å Nivolumab had a very positive impact on respondentsô ability to work, 

attend school, participate in activities, travel and their personal 

relationships.

Å Respondents were asked, based on their experience with nivolumab, if 

they would recommend this treatment to other HL patients. All 15 

individuals (100%) responded ñyesò. 

24

Example 1: Nivolumab for Relapsed/Refractory 
Hodgkin Lymphoma



Example 2: chemo + obinutuzumab for front-line 

treatment of follicular lymphoma
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ÅChronic lymphoma ïrelapsing and remitting; no cure

ÅMany patients do not receive treatment at diagnosis

ÅCurrent standard front-line treatment results in long 

remissions in many patients

ÅTherapy under review shows incremental improvement 

in PFS (approx. 5-7% at 3 years) with slightly higher 

rate of toxicity, same mode of administration

ÅRCT submitted for drug review
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Example 2: chemo + obinutuzumab for front-line 

treatment of follicular lymphoma

Å When asked if they would take std front-line treatment again if it 

was recommended, 79% selected ñyesò, 15% ñdid not knowò, and 

5% selected ñnoò.

Å Based on summary of RCT data: 38% would choose the 

experimental treatment, while 10% would choose the standard of 

care. 

Å 31% of the respondents would choose the treatment recommended 

by their oncologist and 22% did not know.

Å Longer survival (87%) and longer remission (79%) ñextremely 

importantò outcomes for a new front-line treatment

Å 44% ranked ñfewer side effects than current therapiesò as 

ñextremely importantò
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Example 2: chemo + obinutuzumab for front-line 

treatment of follicular lymphoma

Å Obinutuzumab was well-tolerated by all patient respondents and 

side effects reported were described as tolerable in most cases. 

Å The most difficult side effect to tolerate for respondents (67%) was 

fatigue.

Å All patients reported that chemotherapy + obinutuzumab managed 

most of their disease symptoms, including enlarged lymph nodes, 

fever, shortness of breath, anemia and night sweats.

Å When asked whether they would take this therapy again if it was 

recommended, all patients responded ñyesò.



Preparing Patient Input Submissions
What have we learned?

Patient Organization: Eczema Society of Canada
Amanda Cresswell-Melville



The Process

VPlan

VGather

VWrite

VReview

VValidate



PLAN

VPrepare your team

V Identify patients and caregivers



GATHER

VWhat type of data is appropriate, available and feasible?



WRITE

Select  

Synthesize 

Summarize 



REVIEW & VALIDATE



Approaches to using 

patient input



pCODR: Using Patient Input

pCODR:

Invites participation

Offers support 

Incorporates input

Invites feedback

Acknowledges contributions
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pCODR Supports for Patient Groups

ÅCancer Drug Pipeline Information for Patient Groups 

http://www.ccanceraction.ca/

ÅpCODR staff, training, CADTH symposium

ÅCADTH/pCODR website https://cadth.ca/pcodr/patient-

input-and-feedback
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http://www.ccanceraction.ca/
https://cadth.ca/pcodr/patient-input-and-feedback


Presentations to pERC

ÅOverview: who, conflicts, information gathering

ÅDisease experience: key concerns, impact on daily life

ÅCurrent treatments: how effective, how manageable

ÅExpectations: what is needed and why?

ÅExperience with treatment under review

ÅComparison with clinical trial

37



CDEC ïAllen Lefebvre

Process Overview: Where Patient Input Fits

ÅCADTH staff prepare reports: clinical, pharmacoeconomic,

current drug plan coverage, international decisions 

(EDRD)

Å3 discussants, always including 1 public member 

ÅPublic member summarizes and presents the patient 

perspective ïbased on patient input received not personal 

experience with the disease

Å2 public members on CDEC, all members have equal vote

ÅPublic member perspective



CDEC ïAllen Lefebvre

My Public Member Reports

ÅOverview: who, how data collected, conflicts

ÅPatient perspectives: disease impacts, experience with 

current therapies including drug under review

ÅGaps: what are the unmet needs?

ÅTop Issues: compare the key patient issues with data from 

the trials.  Does this drug fill any unmet need?

ÅCost rarely has any impact on my report



CDEC ïAllen Lefebvre

Key Questions for CDEC

Å Is the drug worth paying for? 

Å If so how much?

Key Elements of the Process

Å Recommendations relate to drug plan reimbursement, not 
treatment

ÅDecisions are based on evidence of benefit, not need

ÅCost effectiveness: relative to other drugs currently used

Å CADTH has no access to actual drugs costs, only public pricing

Å Population vs. individual



INESSS approaches

Á3 different levels of patient engagement identified at 
INESSS 

ÁIn the drugs assessment process, the patients and 
other stakeholders are partners as they are involved in 
the deliberative process 



Stakeholders engagement relevance

ÁWhich factors are taken into consideration to 
determine if stakeholders will be involved in a project 
under evaluation? 

ÁaǳƭǘƛǇƭŜǎ ǊŜŀǎƻƴǎΧ Ƴŀƛƴƭȅ ŦƻǊ ƛƴŦƻǊƳŀǘƛƻƴ ǘƘŀǘ ƛǎ 
not available in literature
ÁLinked to the complexity of the project under 

evaluation
ÁParticipation would be ideal in most projects but 

are limited due to capacity issues



Stakeholders engagement relevance

ÁPre-defined landmarks:
ÁCriticality of project in the health care system
ÁNew and innovative technologies
ÁEvaluation done for public reimbursement
ÁHigh cost

ÁDŜƴŜǊŀƭ ǇƻǇǳƭŀǘƛƻƴ ǎŜƴǎƛǘƛǾƛǘȅ Χ ŎƘƛƭŘǊŜƴ
Á±ǳƭƴŜǊŀōƭŜ ǇƻǇǳƭŀǘƛƻƴ ǎŜƴǎƛǘƛǾƛǘȅ Χ ǊŀǊŜ ŘƛǎŜŀǎŜǎ
ÁAbsence or limited information on the disease
ÁUncertain balance between risks & benefits
Á« willingness to suffer»

ÁSocial priority
ÁRe-assessment 
ÁControversial subject



INESSS process

ÁIn the drugs assessment process, patients and other
stakeholders are welcome to send comments as per drug
assessmenttimelinespublishedon our website:

ÁFora 7-weekperiodasper initial publishing
ÁLetters/videosfrom patients, patient advocacygroups

andhealthcareprofessionalarereceived
ÁDocumentation to be taken into considerationduring

variousstepsof drugassessment
ÁPatient comments collected are not made public, but

reported in the « Avis au ministre » in sections
entitled "Perspectivedu patient".



INESSS process

ÁIn the drugsassessmentprocess:
ÁCitizens participation to deliberative process of drugs

assessment:
ÁTwo(2) citizensarepermanentmembersof the CSEMI
ÁCitizensmembershave samerights and privilegesthan

other members on the committee and same vote
authority
ÁAbove mentioned documentation is read and

representedby the citizensmembers.



INESSS process

ÁIn the drugsassessmentprocess:

ÁIt is also possibleto initiate activitiesdirectly with patients
advocacygroups or patients in case of specific need to
obtainmore information
ÁExample: information required on the burden of a

diseaseor unmetneed

ÁRecentexample: consultationwith patients and caregivers
was organizedat fall 2018 to support the reassessmentof
the SpinrazaMC.
ÁSummarizedinformation wasincludedin the final « Avis

auministre»



What could be improved?



Improvements: Elizabeth Lye
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ÅConnect patient groups that are new to the pCODR

process with a group that has experience to assist in 

development of patient input

ÅProvide constructive feedback to patient groups following 

pERC review



How can the input process be improved 
from the patient perspective?

VAdvanced notice and longer timelines

Patient Organization: Eczema Society of Canada
Amanda Cresswell-Melville



VBetter understanding of how the input is 

used and weighted 


