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Hello, it’s a great privilege for me to be with you today. Thank you for inviting
me.

Actually, | feel a bit like some kind of extra-terrestrial, standing here in front of
you with the mission of connecting patient partnership to patient classification
systems.

(pause)

| can almost hear you thinking: “How on earth could these be connected?”

And to be honest with you, not much has been done yet. But there’s real
potential — and that’s what I’ll talk to you about today.

So... please bear with my “alien accent”!

And you know what? | set myself a little challenge: | hope that after today, at least
one of you will think it’s worth the try... and maybe even adopt an alien in your
team.

So... let’s start by looking at what partnering in health really is.



IT STARTS
WITH EACH

AND EVERYONE
OF US

Being a partner in health starts with your own health. Your body is like a car —it’s
what you drive through life. If the mechanic warns you not to take curves at 120
because your suspension is weak, you can adapt... or not, and risk scrapping
your car — and paying for it later. Health works the same way.

The difference is, no one really gets “driving lessons” for their body (well, except
the professionals) — and if you scrap your transportation device, unlike a car, you
don’t get another one. That’s why partnership begins with asking questions,
paying attention, and taking care of yourself as best you can — or getting help
when you can’t.

You can also get involved in health by shaping how the system runs: what
services are offered, how future professionals are trained, and what research
should focus on. And you can help raise awareness, like car owners who share
tips online.

Think of new EV owners forming forums and groups to support each other. In
healthcare, it’s the same: people who’ve learned a lot — either by taking great
care of themselves or by living through serious “breaks” — have real potential to
help others better understand how to engage in their own health.



Who are they ?

~

What do they bring? 1

People with lived experience, who, personally or as a caregiver, have dealt with
psychological, physical or social issues.

What they bring?

A valuable, complementary, and cross-disciplinary perspective. They help identify
challenges and opportunities, and highlight blind spots in the system.

It's a meeting at the intersection of experiential, clinical, administrative, and
scientific knowledge, which allows for deeper and more enriched discussions,

better policy directions, and decisions that make more sense for everyone.

Where does it come from?



Worldwide key milestones of partnership history

TOWARDS

ZERLAND INSTITUTIONAL
PARTERSHIP
MODEL DEVELOPMENT

The history of patient partnership didn’t happen overnight — it grew step by step.
It started in the 60s with patient rights movements — that’s when the moto
Nothing about us without us imposed itself as the way to talk about partnering
with patients.

In the 90s, we shifted from decisions for patients to decisions with patients, with
models like the expert patient in the UK, the patient resource in France, and
patient-centered care in the US.

By the 2010s, partnership was written into policies — in Canada, France, and
even recognized by the WHO. Today, partnership is part of education,
governance, research, care as well as prevention.

But is it applied in what you guys do on a daily basis?
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Not very much...When we look around the world, there a many examples where
they talk about patient partnership but...it’s not really partnership. Most of the
time, patients are simply asked to fill in surveys or provide answers for statistics.
In other words: they give their opinion but have no influence at all on how the
questions where built, were they the right ones to address what counts for
peolple? Were they understandable? And the answers...how do patients see the
data analysis vs how professionnals do? So...... a survey or a focus group is not
patient partnership.




Moving from patients as data q to patients as partners

Redefining
Healﬂy Care

Even though there aren’t many, some examples are worth mentioning.

In Sweden, patients sit on the governance committees of the national breast
cancer registry, where they helped introduce indicators on quality of life and
rehabilitation — not just biomedical data.

In the Netherlands, some hospitals working on Value-Based Health Care brought
patients into the teams deciding which outcomes to measure.

In England, in organizations like the National Institute for Health and Care
Excellence, patients and caregivers are included in guideline committees and in
the appraisal of new technologies. They don’t just react after the fact: they help
define which outcomes matter, what should be measured, and how evidence is
interpreted.

These examples are still rare — yet they show what’s possible when patients
move from simply filling in statistics to actually shaping the conversation on what
should be measured, and why.

Let’s see how things evolved in Quebec.




HISTORY OF THE PARTNERSHIP IN QUEBEC (highlights)

FORMALIZE

PARTNERSHIP BODIES EMANCIPATION OF

PARTNERSHIP IN ALL
SPHERES OF
INVOLVEMENT

CO-DEVELOPING
SCIENCE AND GOOD
PRACTICES

In Quebec, partnership took off with the Strategy for Patient-Oriented Research and the cr
Montreal Model — now an international reference.

From there, partnership grew into a co-developed science, with best practices shaped tog
In 2021, Quebec’s SPOR Support Unit gave a vote of confidence to its patient partners groi
become the first provincial patient-partner community fully self-managed.

And today, we see more and more recognition of what partnership can bring. Patients are
teams, research chairs have been created in partnership with patients and communities, i
increasingly present on strategic health system committees.

This all shows the progress Quebec has made — moving towards real inclusion of patient:
in health decisions, research, education, and clinical practice.
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In many places, people don’t distinguish between patient advocates and patient
partners. But their roles are very different. Advocates defend and promote rights;
partners act within organizations, co-constructing solutions that make sense in
real life — with all imposed figures, limits, and obstacles.

For example, at a recent conference, a patient advocate insisted the government
should guarantee any care or service to every patient. As a patient partner, my
view is different: the government cannot promise that. It’s public money — there
are limits. What matters is being transparent, making hard choices, and setting
priorities together.

And it’s possible: during COVID, patient partners among the most vulnerables
have drawn the line on ventilators. Contrary to what many expected, they did not
ask to be prioritized — they disconnected themselves. These were hard but
necessary conversations. Health cannot rest only on doctors’ or policy makers’
shoulders. Itis a shared responsibility: your body, your car, your responsibility.
So... how are patient partners involved in the health system?
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They work with all stakeholders in the health ecosystem to ensure that decisions proc
solutions that are as effective and aligned with patients' needs as possible.

In Quebec there is about 2500 health partners involved in the system
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And they are engaged across the system — from governance to care where their
presence is growing. An innovation worth expanding is peer support, there’s been
research about it in clinical teams treating cancer and it works.

| discovered it by myself during my own cancer journey. At that terrifying moment
before diagnosis, the only real help | got was from a woman in relapse. She
simply normalized my experience and made it less dramatic. When | told her |
was scared to death about chemo, she said: “It’s not fun, but you’ll have good
days. It’s not like in the movies.” | thought, she must know what she’s talking
about.

After my first chemo, | saw she was right. | even felt stronger than the week
before — because fear and sleepless nights had drained me more than
treatment itself. Wouldn’t outcomes be better if patients started day one in
better shape? That’s what inspired the idea of a research project — and then
Quebec's Breast Cancer Foundation adopted it and brought it to life.

Since 2021, seven trained cancer survivors now answer calls from women who
are afraid, newly diagnosed, or already in treatment. They normalize what women
are going through, guide them to reliable info, and help them navigate the
system. And it works: anxiety drops by 46% after just one call.

But that’s easy...It direct care, hands-on, the impact is obvious and quite instant.

10



Let me give you a more abstract example, closer to some of your realities.

10
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The question of building trust in data and Al was raised in a research project on
secondary use of health data in cancer. Patient partners suggested adding a
prospective study within the main one — to analyze how patients respond to
information about it.

We all know Al and big data are powerful. But without patient trust, they won’t
deliver.

In this case, we talked about putting posters to inform patients about accessible
information on the subject. There was a debate about the looks of the posters.
Professionals wanted a very medical, corporate look. Patients wanted something
punchy and fun. The results of the prospective study showed patients were far
more attracted to the punchy version.

In this example, patient partners pushed the team to break out of the usual
mold, and the result was a more effective, more human way to reach people.

11
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Quebec IT systems are in constant evolution. In the past three years, new
committees have finally brought the patient’s voice directly into digital health
design and decisions. A working group was set up to tackle all sort of issues such
as instant access to lab results or letting patients add notes to their health
record. With coaching, everyone learned to set boundaries, self-regulate, and
make the collaboration as rich as possible.

And even though at first, it felt as if people came from different planets, over time
they’ve learned to work together — and today about twenty patient partners are
actively involved.

12



What co

Now let’s imagine what patient partnership in your teams might look like.
Imagine a team working on criterias to classify patients in maternity care. Patient
partners could ensure categories don’t overlook real issues — like self-
capacities that will inform you about how women can or cannot apply
recommendations and therefore might come back and end up costing more.
Let’s say your patient partner says, “You know they’re asking women to eat all
these healthy foods while breastfeeding, but with $70 a week to feed my family, if
| do that | won’t pay rent.”

Wether it’s that or something else, they might bring informations that will help
you better shape your criterias so they really inform predictability and decision
making about what ressources to allocate to which group of patients.

13
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Now think of a team building an Al system to monitor recovery after surgery. If
you bring a patient partner on board, they could help you check whether the
alerts are clear, whether the scores make sense, and whether the whole thing
feels trustworthy.

They might even bring you elsewhere with questions like : ‘If this system is
tracking my progress, why not share some of that information with me at my
bedside?’

Insights like that can help make the tool not only technically strong, but also
meaningful and useful for the people it’s supposed to serve.

14



Now think of resource allocation.

When deciding where money should go, bringing patients in from the start
changes the conversation. They might ask, “Wait — this procedure costs that
much? Why spend here when it makes no real difference for us compared to
another option?”

In big health debates, everyone claims to speak “for patients” — yet patients are
absent. Let’s stop speaking in their name and let them in the room.

Because when patients are part of the equation, decisions become more
transparent, collective, and meaningful for the whole community.

15



In value based healthcare now...Value-based healthcare links costs to outcomes
— but who decides what counts? With patients in the room, the focus shifts.
Let’s say regarding length of stay. What if patient partners would say : “Going
back home matters very much to me and I’'m ready to do whatever not to stay in
the hospital too long.” Suddenly, the system measures what truly creates value.
And it’s not just theory — it’s been done here in Quebec. Erin Cook, presenting
this week, has done it in her hospital.

Now, as we’ve seen, partnership can happen in specific projects, but also ata
broader scale — up to the governance of the health system itself. And that’s
what happened in Quebec

16



Full of Good Intentions...

10 reforms in the interest
of the patient since 1971

Since its foundation in 1971, Quebec's healthcare system has undergone 10
reforms almost one whenever government changed. They all have been carried
with the best possible intentions towards the patients but it was only in the last
one that leaders thought it was a good idea to bring patients around the decision
table. In December 2023, the Government adopted a law that merged 33 regional
systems into one large agency serving the entire population. For the first time,
patient partnership was written into law. And it was just a beginning.

17



2024

8 5 O PEOPLE CONTRIBUTED TO THE REFLECTION EXERCISE ° °

For the first time in Quebec

Health partners and representatives of user
committees were invited to the committees
of almost all the working groups

18

In january 2024, a group of 14 people from diverse expertises where assigned to
The Transition Committee which had to think about a plan of transformation for
the system. For the first time at such highly strategic instance a patient partner
was assigned....it was me...when | received the call from the Deputy Minister |
thought | had done something terribly wrong...You can’t imagine how my jaw
dropped when | realized why he was calling me. Anyway...that’s another story.

Under that committee 12 working groups had to think about specific issues and
make recommendations. In the transition committee, I’m really happy to have

insisted on the fact that patient partners had to sit at the table of those working
group too.
It made a difference.

18



TOGETHER, FOR SUSTAINABLE TRANSFORMATION AND RESULTS THAT
MATTER
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the Transformation Plan. * Adopting a rigorous but pragmatic preparation

communications

This is the final product of the year of work it took everyone to fullfill the job of
consultation they had to do for their recommandations to be the reflect of what
really counts. The transition committee ended up with twelve recommandations.
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Adopt and communicate the vision of population responsibility
focused on value creation, defined by the achievement of the
fivefold objective, to promote its appropriation by the network's
teams and by citizens and support their commitment to the
transformation.

Deploy an approach and mechanisms that integrate the
perspectives of users, patients and citizens at all levels of decision-
making.

Strengthen  prevention, public  health  contribution, and
collaborations with community and intersectoral partners within
each of the local service networks.

To guarantee simplified, equitable and timely access to a range
of relevant local services, defined and known to the population in
each of the local territories.

Consolidate and adapt local governance structures according to the
specificities of the territories in a logic of population responsibility
focused on value creation, defined by the achievement of the
fivefold objective.

Network teams working with populations with similar needs to
promote the integration of service trajectories and the application of
best practices at the clinical and operational levels.

As you see partnership is at the center of everything — one the pillars is DECIDE
with and in the interest of people and the second recommandation is about
integrating patients and citizen at all levels of decision making. If it ended up that
way, it’s because of thos twelve patient partners out of all the 830 or so people
who worked on all topics. Their involvement had such impact that each and every
reports submitted underlined the importance of having the voice of patients
around the table. | think this speaks quite loud about once you tried it, you don’t

want to go back.

20



\ialue-based population responsibility

Going deeper into the Transformation Plan

Population Responsibility and Value-Based Healthcare have now been merged.
Traditionally, population responsibility meant maintaining or improving the
health of people in a given territory. With rising costs, the question is: how do we
get people on board without shifting the whole responsibility on them? Maybe by
listening to what truly matters to them? and by sharing clear, transparent
information about the system’s limits? That’s how the idea of Value-Based
Population Responsibility took shape — linking responsibility for population
health, with the voices and priorities of the people themselves.

Where once only policymakers sat at the table, the Transformation Plan made it
clear: citizens whose lives are shaped by these decisions must also be there.

21
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The Transition Committee’s work directly inspired Santé Québec who also
worked with patient partners on their Strategic plan, and traces of the
Transformation plan | just talked about can be seen here too.

Its mission states: to offer and coordinate quality care and services that are
accessible and adapted to the population’s needs.

Among the guiding principles: Work together, listen, and be transparent. And
across all four priorities, you can connect the dots.

Again...The patient’s voice has been heard.
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TABLEAU SYNOPTIQUE

STRATEGIE NATIONALE DE PREVENTION

EN SANTE 2025-2035
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‘contribuer & améliorer Ia santé et e bien-étrel
£
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leur champ
d'action et leurs ressources.
Innovation: Fonder les actions sur les
savoirs scenifiques el expérientels, ainsi
que les nouvelis approches, méthodes
ou technologies pertinentes, afin  évoluer
les.

it

LES ORIENTATIONS ET LES

dfférents besoins et réalités.
rence : Assurer une communication

AMBITIONS COLLECTIVES clair des résultats pour garantr
wdes orfenta a bilisation de fa poputation ef des

rassembler ¢t & responsabliser ous gartenites

les acteurs de 13 o018 pour travalfier Partenariat avec les citoyennes.

davantage en peévention, Elles se traduisent
en 19 ambitions collectives qul viennent

et citoyens: Renforcer le partenariat avec
les citoyennas et citoyens pour identifier

catalyser les eff les enjeux, solutions, ains!
@ atteindre. Que metire en peuwe el évaluer Jes actions
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L
Votre of.
gouvernement

“la "
méfaits sont en régression
* Les interventions cliniques préventives sont

‘acoessibles & toutes et 10us &n teemps opportun

Un modéle
d’action intégré

ORIENTATION 2
SENGAGER POUR DES
GENERATIONS EN SANTE,
AUJOURD'HUI ET DEMAIN
Ambitions collectives.

* Tous les parents ont les ressources

6 COMPiences (equises Pour 2ppuyer
e développement de lewrs enfants

* Les enfarts et les jeunes évoluent

dans un contexte favorable & leur
développement optimal

* Le niveau de bien-ire est dlevé pour

toutes et tous
1SONMES ViVaNt en contexte
it disposent des moyens

ORIENTATION 3 _
PRESERVER ET BATIR
DES MILIEUX DE VIE SAINS
ET DURABLES
Ambitions collectives
* Toutes et tous ont accés 3 la nature et peuvent
pratiquer des activités de plein air
* Les environnements naturels et batis favorisent
un maode de vie actl, sain et sécuritaire
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tavoriss e vinte-gnsemble

» Toutes fes personnes qui travailent bénéficient
de conditions qui assurent leur santé
et leur séeurité

* Les communautés déploient des actions qui
protégent la santé et réduisent les effets des
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GUIDING PRINCIPLES
Partnership with Citizens:
Strengthening collaboration
with citizens to identify issues,
co-create solutions, and
implement and evaluate
prevention actions.

Also, in the recent National Health Prevention Plan, patient partners were
involved — and one of its guiding principles is to partner with citizens.

Patients have been heard.
Now... where does a government start when it decides to involve patients? That’s
exactly where the Position Paper created by the Experience Community can help

set the wheel in motion.
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POSITION PAPER s B
ON PARTNERSH IP From public policy to

population health:
Partnership, a wise choice to
create value for the benefit
of the community

NOVEMBER 2024

TO CONSULT THE FULL
DOCUMENT OR ITS SUMMARY

We took a step back to assess the state of health partnership across the ecosystem, to ref
been learned, but also identify the gaps and blind spots, to finally put forward recommenc

first time in a paper like this, the roles were reversed: it was led entirely by patient partners
professionals were helping the patients.

Here’s what came out of it.



1.Legitimize health partnership
2.Build a dedicated provincial structure
3.Co-create a provincial quality strategy

4.0pen the system to the population and innovate with them
5.Demystify partnership and train stakeholders

The five areas of engagement were identified — and we noticed issues. It
became clear that we needed a shared understanding of what partnership is,
and what it is not. We needed to align our practices so they don’t contradict each
other. We must dedicate the right resources, give partnership proper recognition,
and involve the population in their own health.

These recommendations include concrete courses of action, grounded in the
experiential knowledge of about fifty people who have been deeply engaged in
partnership for many years.
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__International Children’s Advisory Network

We’ve talked a lot about partnership — and | bet no one thought about kids. But
yes, kids too.

Last summer, some of them from here took part in writing an international paper
on partnership with youth



1IN HEALTHCARE

Montréal July 18 2025
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All 76 wanted to bring it back to their 11 different countries, the fruit of their
reflexion. And in that paper, IT’'S ALL THEIR IDEAS.
So, What do they want?
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About this Position Paper Yo Voice in Health Decisions

This position paper was co-developed by 76 young people aged 12 to 23 from 11 countries, clu n-Making Gi
during the 2025 iCAN (International Children's Advisory Network) Summit held in Montréal at ot only
from July 14 to 18. Young people should be fully ;

ol ol commu
Through a co-construction process with peers and adult allies, youth identified four key i "f’d m‘ the development of ity (e.g., via social m
priorities to strengthen the development of meaningful partnerships in health with young " nce over
people. Their voices reflect diverse realities, but a shared goal: to be recognized as active . d
contributors to the health systems. e s . ::n

The following recommendations are a call to action for leaders, professionals, and -making e 4 ocial communiti
ble par hips with youth on health-related matters. . education, and
Real decisi
involving ospitals,  schools,
communities, and the healthcare

Dialogue system at large must be

The dialogue continuum calls for constant EEE e FCR G
communication reciprocity between young
people, patients, and medical professionals. It mal

ioritizes human i ional safety, through club:

Acces:
in health

ibility

and over ical or repetiti
feedback tools in order to guarantee that young
people's voices are truly heard and respected. B lnledger?le_ﬁealth

+ GoBeyond Surveys

= Use Youth-Eriendh A Replace repetitive, impersonal questionnaires
2 & with more dynamic and open formats that allow
young peaple ta express themselves freely. Use
conversations, interviews, or storytelling
approaches tailored to each individual.

Education &
Training

ation and suppart to 1
hared understanding 2

= Co-Create Feedback Tools with Youth
Engage young people in designing surveys and
qguestions so that they reflect their language,
lived experience, and emotional needs —
avoiding cold or ambiguous terms, and allowing
responses in their own words.

Ensure professionals actively listen to youth,
without discounting, making assumptions or
passing judgment. Relationships ought to be
intimate rather than business-related. It should
promote continuity, trust, and peer support,
particularly for young people who receive
ongoing or repeated care. Young people should

must have access to
an und ndable healthcare
system and be aware of their own
health conditions in erder to fully
participate. The goal of education
and training should be to give
young  people  the skills,
information, and self-assurance
they need to take charge of their
own health, the health of their
peers, and ultimately their role as
collaborators  in  the larger
healthcare system.

also realize that healthcare personnel are
people with their own limitations and
difficulties. Realizing this promotes respeet for
one another and reasonable mutual
expectations.

They want partnership that feels real — accessible, desirable, supported.
They want to be involved, not just questioned.

They want dialogue that continues, not one-off consultations.

They want a seat at the table — even at policy level.

And they want decision makers to step into their world, to see their reality.
Three things struck me most:

They want to learn about health early.

They want partnership recognized — even certified.

And they want it to be safe, empowering.

So really, that’s not so different from what their adult colleagues want. It’s the
next generation saying: This system will be ours tomorrow. Bring us in before it’s
too late to get us on board!”
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Much progress has been made ® ‘,"

Ly

The best is yet to come

So whether it’s at home, in the community, or all the way up to system
governance — if we want people to truly take back ownership of their health and
get involved, they must first feel capable of doing so. And to make that possible,
we all need to work hand in hand to make partnership a more common practice.
And before saying it’s not possible, just remind yourself: If it’s about patients,
then patients should be part of it! And don’t be afraid... because the moment you
adoptyour alien, the best is yet to come!
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Links to all documents discussed
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