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1 Introduction / learning objectives

3

2 Patient engagement: a definition

Overview

Patient engagement at every stage

Trivia game!



Identify the ways in which youth and families can contribute to developing 
your p ro je c t  id e as  

De fine  t he  ways  t ha t  yout h  and  fam ilie s  can  b e  re fle c t e d  as  m e m b e rs  o f 
t he  re se arch  t e am  on  a  gran t  ap p lica t ion

Id e n t ify t he  cha lle nge s  and  b arrie rs  t o  yout h  and  fam ilie s  in  fu lfilling gran t  
ap p lica t ion  re q uire m e n t s  and  p o t e n t ia l ap p roache s  t o  sup p ort ing p a t ie n t  
p a rt ne rs  

De scrib e  t he  cons id e ra t ions  sp e c ific  t o  d e ve lop ing gran t  ap p lica t ions  fo r 
re se arche rs  working wit h  yout h  and  fam ily p art ne rs  from  group s  who  a re  
fre q ue n t ly und e r-se rve d  b y, and  cha lle nge d  t o  p art ic ip a t e  e q u it ab ly in , 
he a lt h  re se arch
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Learning Objectives

2

3
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What do we mean by 
patient engagement?



CIHR defines a "patient partner" as an 
overarching term encompassing individuals 
with lived experience of a health condition, 
including patients, caregivers, family, and 
friends. 

CIHR definition of 
patient partner



What is patient partnered research?
• CIHR definition:  “patient partner” 

describes when patients contribute to the 
research process and research ‐re la t e d  
a c t ivit ie s, d iffe re n t  from  t h e  t ra d it io n a l, 
m ore  p a ssive  ro le , a s re se a rch  p a rt ic ip a n t

• In vo lve d  in  con d u c t in g  re se a rch  a c t ivit ie s, 
at all stages  o f t h e  re se a rch  p roce ss, 
in c lu d in g  su p p o rt in g  g ra n t  a p p lica t io n s, 
a ssist in g  w it h  p a rt ic ip a n t  re c ru it m e n t  a n d  
p e rfo rm in g  re se a rch  d isse m in a t io n  
a c t ivit ie s



What’s the big deal about

Who is better placed to understand the 
impacts, challenges, and realities of a 
condition than patients, families, and 

caregivers? 





Why is patient engagement in research 
important?

 “From an ethical perspective, meaningful patient engagement: 

• grounds research in a deep understanding of the health situations and the living or 
lived experiences of actual patients, including groups that are typically under -
represented in research, to make research more relevant and usable by those 
patients; 

• promotes research methods that are culturally safe, respectful, and appropriate ; 
• legitimizes research in the eyes of the community that the research is intended to 

benefit; 
• strengthens capacity of patients  to shape research that matters to them; 
• builds relationships among patients and others involved in research that are 

mutually respectful...”

https://cihr -irsc.gc.ca/e/51910.html



IAP2 Spectrum of Public Participation: www.iap2.org/resource/resmgr/pillars/iap2_spectrum_2024.pdf 

Levels of engagement

Empower

Collaborate

Involve

Consult

Inform

Obtain patient feedback on analysis, alternatives 
and/or decisions

Work directly with patients throughout the process to 
ensure that concerns and aspirations are consistently  
considered

Partner with patients in each aspect of the decision 

Place final decision making in the hands of 
patients



Special considerations for partnering 
with youth and families

• Youth are often in transitional periods in their lives - impact on time 
commitment

• Respect youth autonomy (especially with regards to decision making) 

• Power imbalances are more pronounced for youth partners

• Caregivers are not restricted to parents (e.g., grandparents, siblings, foster 
parents, friends)

• Caregiving is not static - demands change rapidly





Patient engagement at 
every stage





Idea conception

Engaging with patients & families:

• Is this  a priority  for  patients?
• Is there  an unmet  need?
• Are  there  research  gaps that  you  could  address?
• Does  your  research  have  the  potential  to  improve  patients’  

lives?



Group brainstorming

What are some of the 
potential questions or challenges  

t o  p a t ie n t  e ngage m e n t  t ha t  you  t h ink could  
com e  up  d uring s t age  1: 

conce p t ua liza t ion  o f your id e a



Stage 2: Developing your 
research proposal

• Refining the research question
• Deciding on methods and outcomes
• Bringing together collaborators



Stage 2: Developing your research proposal

• Is my/our research question impactful to patients 
and families?

• Have we selected outcomes that are important and 
relevant?

• Do our methods and measurement instruments 
create any barriers for potential participants ?

• What should  patient  engagement  look  like  in  
answering  these  questions ?

Considerations for engaging 
with patients & families



Stage 2: Developing your research proposal

• Research proposal for an extension of a project about 
family -centred care for children with rare diseases

• Steering Committee - patient/family partners (5), 
clinician (1), researchers (3)

• Additional patient partners  (3)

A real-life example



Stage 2: Developing your research proposal

• Co-leaders on all major decisions

• Group decision on leadership and contribution 

approach

• Working Together Agreement
“Members of the Co-Designing Inclusive Pediatric Rare 

Disease Research project came together to create a 
Working Together Agreement...to build trust and 

transparency in their engagement”

Steering Committee



Stage 2: Developing your research proposal

• Contributors to important decisions 

• Clear communications of expectations (all sides), 
confidentiality 

Additional patient partners



Group brainstorming

What are some of the 
potential questions or challenges  

t o  p a t ie n t  e ngage m e n t  t ha t  you  t h ink could  
com e  up  d uring s t age  2: 

d e ve lop m e n t  o f t he  re se arch  p rop osa l?



Stage 3: Writing your 
grant proposal

• Turning your ideas into a written draft

• Seeking feedback from research team 

members



Stage 3: Writing your grant proposal

• Have you communicated your patient engagement 
strategy and how it is embedded in your research?

• Are the roles of your patient partners clearly explained 
and feasible?

• Have you budgeted for patient engagement?
• Is your proposal written in language that is 

understandable to reviewers?

Considerations for engaging 
with patients & families



Stage 3: Writing your grant proposal

• Budget enough time for feedback

• Continue building communication

• Your actions are key to building trust

What researchers should 
think about



Additional barriers for groups 
under-represented in research
• May require additional outreach to recruit, and time for 

relationship building

• Researcher familiarity with issues of EDI and social justice

• Being the ‘token minority’

• Partners from low -income families may require additional time, 
financial support

Stage 3: Writing your grant proposal



Group brainstorming

What are some of the 
potential questions or challenges  

t o  p a t ie n t  e ngage m e n t  t ha t  you  t h ink could  
com e  up  d uring s t age  3: 

writ ing t he  gran t  p rop osa l?



Stage 4: Submitting the 
grant proposal

• Identify the CIHR role that patient partners 
will play in your application

• Familiarize yourself with CIHR grant 
requirements for patient partners

• Support patient partners to fulfill their CIHR 
grant requirements



Stage 4: Submitting your grant application

Co-Applicant
Co-Principal 

Applicant Collaborator

Independent 
researcher

Shares responsibility 
for direction of project

CIHR levels of engagement

Cont rib u t e s  t o  t he  
p rop ose d  ac t ivit ie s

Provid e s  a  sp e c ific  
se rvice

Knowle d ge  
use r



Application requirements for 
patient partners

ResearchNet account, PIN

Eq uit y & d ive rs it y q ue s t ionna ire

Ap p lican t  Pro file  CV or Canad ian  Com m on  CV (CCV)

Most  s ign ifican t  con t rib u t ions

1

2

3
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Stage 4: Submitting your grant application



⚬Definition of a Knowledge User

⚬Phase s  o f t he  gran t  ap p lica t ion  & 

d e ad line s

⚬“How t o”

⚬Ge ne ric , ad ap t ab le  t o  sp e c ific  

gran t  ap p lica t ions

Guide for Patient Partner Co-Applicants

Stage 4: Submitting your grant application



Barriers & challenges

Stage 4: Submitting your grant application

Application content

Technology / platform

Language

1

2

3



1 Technology / platform

• Set up ResearchNet account, get a PIN
• Complete the EDI questionnaire
• Full application: CV, Most Significant Contributions, 

review personal information, consent 

Multiple steps

Optimized for desktops
• De signe d  b y (and  assum e s  com p le t ion  b y) com p ut e r use rs
• Many p a t ie n t  p art ne rs  use  p hone s / t ab le t s
• Cannot  assum e  acce ss  t o  Microsoft  so ft ware

Stage 4: Submitting your grant application



2 Application content

• Personal statement
• Positions and Honours
• Contributions to Knowledge Creation, Knowledge 

Sharing, and/or Knowledge Translation
• Other relevant information (optional)

Applicant Profile CV

Most Significant Contributions
• Akin  t o  a  cove r le t t e r

Stage 4: Submitting your grant application



“Briefly describe how & why you a re  ab le  
to contribute  to this  proje c t. Re le vant 
fac tors  may inc lude  as pe c ts  of your 

tra ining; your pre vious  and /or curre nt 
work and  e xpe rie nce  in this  a re a  or 

re la te d  a re as ; your expertise or living 
experience ; and /or pe rformance  in this  

or re la te d  fie lds ...”

Instructions from CIHR
Personal statement

Positions & Honours

“Lis t the  pos itions /role s  you have  he ld  
(or curre ntly hold ) tha t a re  re le vant to 

this  applica tion...
List any relevant achievements/ 
honours.  The s e  may be  pe rs ona l, 
community- bas e d , acade mic , or 

profe s s iona l.”

Stage 4: Submitting your grant application



Instructions from CIHR cont’d

Contributions to 
Knowledge Creation, 
Knowledge Sharing, 
and/or Knowledge 
Translation

“Briefly describe your most 
significant contributions to 
knowledge creation and/or 

knowledge 
sharing/translation.” 

Stage 4: Submitting your grant application



“De s cr ibe  how ... you a re  a ble  t o             
I con t r ibut e  t o t h is  proje c t ”

  Achie ve m e nt  /  honours

  Tra in ing /  m e nt ors hip

  “Cont r ibut ion  t o know le dge                   
I   t ra ns la t ion  a c t ivit ie s ”

Applicant Profile CV

Most Significant Contributions

Repetition in requirements

Stage 4: Submitting your grant application



Tips for supporting patient partners to 
complete application requirements

• Provide guidance

• Assign a contact person from your team

• Actively assist with writing / uploading documents

Stage 4: Submitting your grant application



Instructions - Most Significant Contributions

Fleisch -Kincaid Grade 
Level

Recommended grade 
level for consent forms

15.9 8

Language3

Stage 4: Submitting your grant application



Tri -agency CV

1.Personal statement

2.Most significant contributions and experiences

3.Supervisory and mentorship activities

• must not exceed five pages (six pages for French)
• write as much as you need for each section (1 through 3), as long as  you do not go over the 

total page limit. 



Describe why you are well suited for your proposed role relevant to the application. 
For example, you may include:

• Collaborations or past performance in the field or related fields.
• Expertise related to the specific topic or related topics.
• Impact of your research, and its benefits to society and science.
• Leadership activities and skills.
• Lived or living experience.
• Previous work, progress, or productivity that provide context to the results of 

your research activities which support your current application.
• Recognitions (e.g., prizes, awards, community letters).

1. Personal 
statement



Describe up to ten important contributions or experiences that relate to your application. Contributions described in the pre vio us section can be used 
here.

• Explain the impact, significance, usefulness, and your role in each contribution or experience. A contribution does not have to be a single publication 
or report. This can include a collection of related publications.

        For example, you may include:
         Articles and other publications (e.g., communications, monographs, memoirs or special papers, review articles, conferen ce/symposia/workshop 
         proceedings, government publications, reports documenting industrial contributions or contributions to professional pra ctice, posters, abstracts,
         preprints).

• Assessment and review activities (e.g., journal review, conference review, funding assessment).
• Community service or involvement that leverages expertise (e.g., membership on expert/advisory committees, journal editorship s, community 

sharing circles, community gatherings, engagement events).
• Contributions to Indigenous leadership, self -determination, and capacity -building in research.
• Creative outputs (e.g., art, exhibitions, performances, publications, presentations, and film, video, and audio recordings).
• Dataset creation, curation, sharing, or re -use.
• Equity, diversity, inclusion, and accessibility advances in the research ecosystem.
• Event and volunteer activities.
• Intellectual property (e.g., patents, copyrights, trademarks, trade secrets).
• Knowledge mobilization, including knowledge translation and communication of research results to specialist or non -specialist au diences, including 

policymakers and the public (e.g., magazine/newspaper articles, media interviews, blogs, social media, policy briefs, public lec tures).
• Methodologies, knowledge systems, cultural practices and approaches (e.g., Indigenous knowledge and science).
• New companies or organizations created to further the promotion/use of research.
• Partnerships or collaborations within or with Canadian or international research or non -research communities or non -profit / pub lic / private sector 

organizations (e.g., through research networks, large collaborative projects, community -engaged research/citizen science, non -academic career 
information, voluntary work).

• Policies, guidelines, regulations, laws, rights, standards or practices.
• Products, technology, processes, services, or advice useful to specific organizations (from the private, public, or non -profit s ectors), communities, or society.
• Software or tool development for use by researchers or others in the private or public domain.

2. Most significant contributions and experiences



Describe how you have helped mentor or train future generations. This can include the 
development of highly qualified personnel for careers within and outside of academia.
For example, you may include:

• Creation of safe, equitable, and inclusive research environments, practices, and 
norms.

• Development and delivery of training workshops outside of research or course 
requirements.

• Mentorship (formal or informal) of highly qualified personnel, Early Career 
Researchers, colleagues, collaborators, relevant partners, other professionals, or 
community members.

• Outreach and engagement with students, youth, or members of the general public , 
including through in -person or online targeted activities or capacity building.

• Supervision of highly qualified personnel in the research process.
• Training in methodologies, knowledge systems, or cultural practices and 

approaches in the research context (e.g., Indigenous knowledge and science).

3. Supervisory and mentorship 
activities



Group brainstorming

What do you see as potential challenges and 
b arrie rs  fo r p a t ie n t  p art ne rs  wit h  t h is  Tri-

Age ncy Narra t ive  CV ?



Key messages
1. Le arn  t he  b as ics  o f p a t ie n t  e ngage m e nt  (we b inars , se lf-

p ace d  le a rn ing m od ule s , e t c .) Pe op le  a re  b ringing t he ir live s  
in t o  t h is !

2. Pa t ie n t  e ngage m e nt  is  im p ort an t  a t  e ve ry s t age .
3. Don’t  b e  a fra id  o f b e ing cha lle nge d  - answe r hone s t ly and  

e xp la in  your op in ion .
4 . Be  p re p are d  t o  sup p ort  your p a t ie n t  p a rt ne rs  t o  fu lfill CIHR 

gran t  re q uire m e n t s .
5. Com m unica t e  t he  re su lt s ! The y a re  inve s t e d  in  t h is  work t oo .





Collaborators

Dr. Beth Potter
Priscilla Medeiros
Nicole Pallone
Biba Tinga
Bilqis Williams
Andrea Yu



Thank 
You

Andrea Chow
achow@uottawa.ca

Maureen Smith 
maureen_smith@rogers.com

@maureenchats.bsky.org
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