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The BETTER project was designed to meet
some of the specific needs reported by people
with type 1 diabetes (T1D) and parents of
children with T1D. Its focus is to prevent and
treat hypoglycemic episodes and further
improve diabetes management, including with
the help of new treatments and technology.
 
The clinical research project is led by an
interdisciplinary team of professionals,
including academic researchers, physicians,
nurses, and dietitians. 

Patient partners (PPs) are a group of people
with T1D or parents of children with T1D who
work with the team to ensure that the best
interests of people with T1D remain at the
centre of the project’s work. 
The in-depth involvement of PPs is part of the
BETTER project’s identity and one of its
strengths. The research includes exploring how
this collaboration between professionals and
people with T1D contributes to the
advancement of knowledge.

Anyone interested in being part of the BETTER
project as a PP is highly encouraged to express
their interest; the ideal candidates are open-
minded and respectful of others and their
points of view. 

This Guide aims to provide information on
participation, financial compensation, and the
role of PPs in the BETTER project.
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1. 
FREE AND
VOLUNTARY
Participation is free and
voluntary. 

2. 
CHOICE OF ACTIVITIES
PPs are welcome to get
involved as much and in as
many activities as they
want. 

3. 
FLEXIBLE
INVOLVEMENT
PPs can get involved to
various degrees and at
different times, depending on
their interests, availability,
and skills (e.g.,
communications, writing,
new ideas, experience).  

4. 
MINIMAL INVOLVEMENT
Members of the team should
be able to count on one
another. A minimal degree of
motivation and commitment
is therefore expected.
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5. 
EVOLVING ROLE
The principles stated in this
document involve a certain
level of flexibility. One part of
the BETTER project is focused
on exploring the involvement
and participation of PPs.
Throughout their
participation, PPs are
welcome to share their
thoughts, concerns and
dissatisfaction regarding their
role, and to suggest solutions.

6. 
INDEFINITE TERM
The term of participation is
indefinite. PPs are asked
every year whether they
wish to continue or not.
They are also free to leave at
any time simply by
informing the coordinators. 

7.
HEALTHCARE PROTECTION 
If applicable, the patients’
decision to participate or stop
participating in the project will
not impact the quality of
healthcare provided by
physicians or healthcare
professionals who are also
involved in the project. 



1.
HOURLY RATE
PPs are paid an hourly rate
of $25 (taxable) for
participating in the
project’s activities; to
receive this compensation,
they have to submit a
statement twice a year.
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2.
REIMBURSEMENT
Transportation expenses are
reimbursed when PPs are
asked to travel to attend
meetings or participate in
activities.    

COMPENSATION
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1.
HELP IDENTIFY
AREAS OF RESEARCH
PPs can suggest research
topics or identify potential
issues and needs of people
with T1D (e.g., fear of
hypoglycemia, stigma,
difficulty managing blood
sugar levels during and
after physical activity),
based on their experience
with T1D and their
interests. 

2.
SHARE OPINIONS
PPs have the opportunity
to comment on the
relevance of the topics and
areas of study proposed by
the research staff. 

Depending on their availability and interests, PPs have the
opportunity to work closely with other PPs and research staff
at various levels of the BETTER project. Here is a description
of some of the different activities and tasks PPs can volunteer
for.

UPSTREAM 

ROLE
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4.
SIT ON THE STUDENT
PROJECT SELECTION
COMMITTEE 
PPs can be part of the
student project selection
committee for grant
competitions.

ROLE

5.
HELP WITH
ENROLLMENT
PPs can recommend
participants for the registry
or sub-studies.

6.
SIT ON THE PROJECT
STEERING
COMMITTEE 
PPs can delegate one of
their peers to sit on the
BETTER project steering
committee.

3.
RECRUITING AND
ONBOARDING  
PPs can help with the
recruiting and onboarding
of fellow PPs, students and
professionals who join the
project.
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8.
CO-WRITE OR REVIEW
PAPERS 
PPs can help with writing or
reviewing papers. If they
wish, they can be credited as
co-authors or collaborators
on the final paper.
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9.
ATTEND MEETINGS 
PPs can attend team
meetings, view documents,
suggest changes to the
agenda (if needed), comment
on presentations and
participate in discussions.
Meetings are planned every
six weeks, online or on-site
at the Montreal Clinical
Research Institute (IRCM).

7.
KEEP TRACK OF
PROGRESS 
PPs can track the progress
of research projects (e.g.,
suggest ways to improve
recruitment, review
recruitment forms to ensure
they are clear enough).

DURING THE DEVELOPMENT OF STUDIES AND
RESEARCH SUB-PROJECTS
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11.
TAKE PART IN THE
WRAP-UP 
PPs can participate in the
wrap-up and reflection on
their role in this project. They
are welcome to openly share
what they found rewarding
or problematic with the
research staff or other PPs.
Their contribution will help
to find solutions and improve
the process.

ROLE

10.
HELP RAISE
AWARENESS 
PPs can help organize
awareness events and
content (e.g., podcasts,
short videos, accessible
articles, articles about the
project, testimonials,
talking with other patients,
funding organizations and
patient associations,
information sessions,
webinars).  

AWARENESS AND FEEDBACK
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