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Message from MUSCO’s
Partner Foundations

Foundations like ours and the people who donate to them are always looking to maximize the impact they have
on families, parents, children and the people who support them. It is important for us to be able to see the
positive repercussions of what we do on their day-to-day lives. This year especially, we appreciated just how
powerful community can be when facing the unknown. Moving forward, we hope to be able to continue to rely
on this sense of agility and solidarity to find new avenues to address pressing issues.

In this third year of the MUSCO Initiative, we are more grateful than ever for the invaluable contributions
of Claude Pinard who, during his tenure with the Mirella & Lina Saputo Foundation, translated the Saputos’
vision into action with remarkable determination and conviction, thereby empowering us to make a real and

lasting difference.

Together, let’s continue to be resilient, resolved and ready to build a better tomorrow for all young patients

and their families.

Mo £ M%@ﬁ st Ut

Maud Cohen David Merrett Renée Vézina
President and CEO Chairman of the Board of Governors President
Shriners Hospitals for Children

Canada
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Message from MUSCO’s
Partner Hospitals

Needless to say, this past year has been dominated by COVID-19, the virus that has profoundly changed all
our lives. This historic moment in time has made it clearer than ever how important it is to put people at the
heart of everything we do, whether that involves our teams or the children and families we serve. We kept this

priority top of mind all year long as we forged ahead with purpose and resilience.

The MUSCO Initiative aims first and foremost to improve the quality of life of parents and patients and to
increasingly ensure human beings are, more than ever, the focus of our efforts. This helps us ensure that families’
needs are always taken into consideration and the expertise of our teams is valued and enhanced at every turn.

To determine to what extent MUSCO is succeeding in this regard, a qualitative study has been launched to
gauge the impact of these efforts on patients and their families, as well as on those who contribute to the various
departments of our institutions. The eagerly awaited results of this study will be released next year. We will use
this information to guide us in our thinking and keep us headed in the right direction.

Caroline Barbir Jacques Boissonneault Dr. Pierre Gfeller

President and CEO Hospital Administrator President and Executive Director
& Shriners Hospitals for Children - McGill University Health

Marie Enfant Rehabilitation Centre  Canada Centre (MUHCQC)
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Message from Our
Donating Partner

It will never work. Not everyone believed in what we wanted
to do. And, yet, three years later, the MUSCO Initiative is still
here, and the momentum we have created thus far is worth
celebrating. Our governance structure is built around families
and professionals who come together to learn more about their
respective realities, which often turn out to be very similar
to their own. Ultimately, nurses, physicians, other healthcare
professionals, administrators and donors are all here to serve
families. And that’s a commitment that is firmly embedded in
MUSCO’s DNA.

This year, I am stepping down as Executive Director of the
Mirella & Lino Saputo Foundation after eight years in the posi-
tion. I leave not without regret but with an immense feeling of
pride in having gotten the MUSCO Initiative off the ground, in
having believed in it and in bringing others on board. I would
like to congratulate and thank the teams who are the driving
force behind the various projects, who give it their all and who
are our best ambassadors. Like us, they believe in the power
of collaboration.

But my deepest gratitude goes out to families, for their enga-
gement and their trust, which I am certain our teams will
continue to earn. They and their children are the reason we are
determined to pave the way to new solutions, breathe life into
MUSCO?’s core values, fight for what we believe in and work
together to achieve our common goals. These new approaches
are something to rejoice in. Not only do they make life better
for young patients and the people who love them, but they
also drive innovation and efficiency in health care. Here’s to a
bright and healthy future ahead for MUSCO and for our kids!

-l

Claude Pinard
Outgoing Executive Director
Mirella & Lino Saputo Foundation
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Message from the
Advisory Pole

As mothers and fathers of children with special needs or as
patients ourselves, we often experience moments of doubt and
powerlessness. And yet we soldier on.

It is out of this desire to move forward as a group, and try to
make life easier for the children and parents we see in hos-
pital hallways or on social media, that we have all joined a
committee like the MUSCO Advisory Pole. Because we believe
that it is by giving a voice to these families that we can come
up with real solutions.

Thank you to all those who have made the MUSCO Initiative
possible and for creating a space where we can share our ideas,
express our thoughts and be heard.

Angélique Bélec Caroline Marie Fidalgo
Patient Expert Patient Expert
Patient Mother of Alex Olivier

Daniel Bélec Linda Moreau

Patient Expert Patient Expert
Father of Angélique Mother of Nia
Cristina Cando Stéphanie Renaud Beaudin
Patient Expert

Mother of Nayla

Patient Expert
Mother of Nathan

Isabelle Courchesne
Patient Expert
Mother of Angélique



Virtual meeting for the Patient
Continuum of Care Project

Foreword

A year of forging bonds, fostering team adaptabi-

lity and strengthening shared resources, all while
working remotely

What began as a makeshift measure has morphed into our
new normal and will remain that way for the time being, even
post-vaccination. COVID-19 has upended how we live and
work, and the MUSCO Initiative is no different. Our projects
have been delayed as a result. We had to wait six months to
start recruiting for a genetic counsellor, a new shared resource
working with families both at CHU Sainte-Justine and at the
Shriners Hospitals for Children - Canada. Likewise, the Marie
Enfant Rehabilitation Centre’s plans to loan space to community
organizations have been put on hold in response to health and
safety restrictions.

Given the issues arising from the
remote work arrangements and
public health protocols, how
were we to keep up our activities
and encourage collaboration
between teams and participants
who are already running in
emergency mode? It comes
down to individual commitment.
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Showing tremendous versatility, our driven and determined

teams found some ingenious workarounds so we can continue
to make progress on our projects. For the Patient Continuum
of Care Project, which was supposed to have an observational
component in which professionals and families would be
interviewed, the My Way research team (a subgroup of the
workinggroup) managed toadjusttheir protocolsinaverytimely
manner. Discussions with interviewees shifted from in-person
to over the phone, and a retrospective approach was embraced
to include the pre-COVID-19 situation in the analysis period.
In addition, although parents serving on the Advisory Pole had
new family organization issues to deal with as a result of the
pandemic, they were quick to suggest that virtual meetings be
held more frequently, deeming that twice a year in the current
context was insufficient considering what they had to discuss.

Against the backdrop of the pandemic, we managed to strengthen
the MUSCO coordination team. Our manager is now working
with a communications and project manager who has taken the
lead on several projects that had yet to be implemented, specifi-
cally the Educational Technology Project and the Relay Project,
thus considerably raising MUSCO’s visibility and bringing sev-
eral communications projects to fruition. In total, with the inter-
establishment navigator recruited in Year 2 and the newly
hired genetic counsellor, the Initiative is now staffed by four
shared resources: two working to advance MUSCO’s overall
mission and supervise the various projects, and two focusing on
specific projects targeting families and healthcare professionals.
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Contributors working to further
MUSCO’s projects
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Patient Experts serving on the Advisory Pole

................................................................

Shared resources

................................................................

Projects advanced

Executive Committee meetings

Advisory Pole meetings

Steering Committee meeting

3 Full Committee meetings



Priorities and Highlights

MUSCO in the digital age

After strategizing with the Atypic communications consultants,
we realized that we needed to make the MUSCO Initiative
clearer and more visible to families and especially to contribu-
tors and healthcare professionals. Based on these conclusions,
a communications plan was set out to define the communica-
tions strategy, tactics and target audiences, with a focus on five
objectives: (1) clarify what the MUSCO Initiative is, (2) engage
teams, (3) inform families, (4) centralize information and (5)
inspire. In accordance with this strategy, the decision was made
to develop a website, create a LinkedIn page and send out
newsletters to connect with current and potential contacts.
These new tools were developed in collaboration with the com-
munications teams at our partner hospitals and foundations.
The website — musco.ca — was launched in June 2021, featuring
a host of useful information about MUSCO and our projects.
Our newsletter is sent out four times a year to the MUSCO
community. The first issue was distributed in March 2021 to
more than 300 subscribers. Our LinkedIn page had close to
100 followers by the end of our reporting year.

MUSCO’s LinkedIn page
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Amid the pandemic, like most institutions, a number of our
projects took on a virtual format to reach out to more
patients and families. Our annual event, which for a second
year in a row concentrated on cerebral palsy, comprised a half-
day of presentations, which were attended remotely by more
than 130 online participants. A workshop to onboard Patient
Resources serving on MUSCO working groups was also a
virtual affair, with 25 people gathering in the cloud to discuss best
practices for listening to patient and family voices when devel-
oping projects to meet their needs. A guide was subsequently
drafted on the topic, a copy of which was requested by several
institutions, including the Villa Medica Rehabilitation Hospital.

Note that some projects that have been spearheaded since the
launch of the MUSCO Initiative had already intended to develop
digital tools to make information more available on aremote
basis for families. This was the case, for example, with the Quality-
of-Life Survey Project for which the AMIKO application
was developed. This new platform allows Sainte-Justine
orthopedics patients to fill out pre-appointment question-
naires about their experience using the device of their choice,
whenever and wherever is most convenient for them.

Respurces
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https://musco.ca/
https://www.linkedin.com/company/initiativemusco/?originalSubdomain=ca

Facilitating new ideas beyond MUSCO’s

project portfolio

The MUSCO Initiative fosters communication among profes-
sionals to encourage dialogue and new ideas even outside
MUSCO project development. If an approach is consistent with
the values and stated purpose of MUSCO, our shared resources
can contribute to strategic discussions, working groups
and efforts to potentially facilitate the development of new
projects that fall outside the initial budget. Our goal in this is
to determine how we can help connect people who want to
work together. During the year, our manager was approached
to facilitate conversations on two topics in particular. The first
had to do with potential projects related to the existing collab-
oration between the Technopdle’s Movement Lab at the Marie
Enfant Rehabilitation Centre and the Shriners Hospital’s Gait
Lab. Researchers at both facilities engaged in initial discussions,
and another meeting with an expanded group is set to take place
in September 2021. The second focused on hip surveillance to
bring together representatives of MUSCO partner hospitals
to identify whether an interinstitutional approach could help
heighten awareness about this issue. In neither case is our
involvement financial in nature. Instead, our role concerns the
possibility of creating opportunities for professionals to talk and
come up with new projects.
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Peter Glavas, MD, during the Cerebral Palsy,
Let’s Talk About It! virtual event

Similarly, the inter-establishment navigator was called on
to attend a series of meetings held at the new Complex
Young Spine Clinic set up in June 2020 by representatives of
CHU Sainte-Justine and the Shriners Hospital. The purpose of
this clinic was to enable various stakeholders to review cases
and files that require a coherent approach to establish consistent
intervention protocols, during a single meeting to which the
family can be convened. Our role as a facilitator in this case was
to help plan these meetings to ensure all four partner institutions
were represented. The seeds for a collaborative relationship
were also sown between the inter-establishment naviga-
tor and the Intermediate-Complexity Coordination and
Navigation (I-CCAN) Service offered at the Montreal Children’s
Hospital (MCH). The support provided through I-CCAN is similar
to that available through the inter-establishment navigator, only
on an intra-institutional basis. But in both cases, the objective is
the same: to make it easier for patients and families with complex
needs to obtain access to the right services. Communication
efforts between the two aim to coordinate the services
provided to the patients seen at the MCH and other institu-
tions. The Inter-establishment navigator was key in helping the
I-CCAN coordinators and the representatives of the clinics in
the other institutions work together to coordinate multi-site
appointments for patients.



When MUSCO working groups meet, the ideas that emerge
but are not necessarily acted on within the scope of a
given project aren’t discarded. For example, during the
Advisory Pole’s brainstorming session on defining the nature
of the Educational Technology Project, a need was expressed
for rehabilitation exercise videos. The Executive Committee did
not move forward with this suggestion because of an existing
app developed by the firm Physiotec. However, MUSCO teams
passed along the feedback about adopting an instructional focus
geared more toward young patients, and two rehabilitation
professionals at the Shriners Hospital have since started working
with Physiotec to see how they can make this happen.

2020-2021 Annual Activity Report

Measuring the impact of our actions

We hit the midway point of our initial five-year term during
Year 3. The impacts of our work may appear over varying time-
frames, but it is important for each of our projects to be assessed
using the appropriate indicators, not only to gauge whether
the response of professionals and families is positive but
also to guide and adjust project parameters over the short
and medium term. Therefore, for the second year in a row,
a survey was sent to families and participants who attended
the MUSCO annual event. MUSCO contributors who took part
in the onboarding workshops for Patient Resources serving on
our working groups received a survey as well. Relevant data was
compiled, and surveys were also sent to families and professionals
to measure the impact of the new role of the MUSCO inter-
establishment navigator.

However, although indicators have been identified for each
of the projects, not all of them have been populated. This has
been contingent on project status and the teams’ ability to
compile the corresponding data. For MUSCO’s training projects,
the Executive Committee has supported the idea of holding a
workshop on qualitative performance indicators related to
the patient experience in order to integrate this variable into
the impact analysis and empower teams to seek out this type
of information. Discussions are already underway with the
quality control teams of our partner institutions to flesh out the
content of this new workshop, which will be offered to MUSCO
contributors as of Year 4.

From a broader perspective, beyond the realm of individual
projects, measuring the impact of the MUSCO Initiative as
awhole, both on families and on the professionals whose work
culture may be affected, is a worthwhile undertaking. We teamed
up with the consultants at Niska to make this happen. We
developed the relevant change pathways and liaised
with the hospitals’ research ethics bodies to ensure the
program assessment efforts qualified as a continu-
ous improvement approach, following which the first
individual qualitative interviews and discussion groups
were held in June, with others forthcoming in Year 4.
The study is therefore officially in progress, and the future
results will help review and realign the priorities for the Initiative
to achieve our end goal of improving the quality of life of
patients and families.

11
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2020-2021
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Project Status Report

Like last year, the 2020-2021 action plan ( APPENDIX1 ) features some of the projects that were begun in the
first two years of the Initiative. These are either ongoing projects, with various steps that are unfolding from
year to year (the Patient Continuum of Care Project, for example), or projects for which a previous edition
has already been carried out but that are designed to repeat yearly with different content (e.g., the Annual
Event Project).

In total, we worked toward furthering 18 projects in 2020-2021:

joint projects major projects

Of these 18 projects:

STATUS OF MUSCO PROJECTS
YEAR 3

@ completed (3)
@ Wwell underway (12)

@ racing threats (1)

Facing obstacles (2)

Note that the project status colour coding is used in the
page footer of the timeline for each project description.

Projects Developed During the Year



Give families access to optimized
in-hospital parent support services

B status

*

Actions taken in 2020-2021

A brainstorming activity was held with the members of the Advisory Pole to identify the priority needs
of families with regard to in-hospital parent support services, thereby changing the original scope of this
project, previously entitled “Respite and Financial Aid.” The feedback received indicated that the needs
were greatest during hospitalization and long-term stays, and during multidisciplinary appointments
where the child’s presence is either unnecessary or counterproductive. A working group was set up for
the initial assessment in order to specify the approach to be taken with this project. During the first
two meetings, the group formalized its structure, established a profile of existing hospital services and
articulated families’ needs. The goal of these activities was to determine whether existing services fully

meet these needs.

Actions planned for 2021-2022

The assessment phase will be ongoing to identify potential areas for improvement based on the results
of the analysis. The options remain open: the project may lean toward creating training modules for
complex care or developing a shared relay squad serving the various institutions. Potential solutions will
be fleshed out in Year 4, confirming which, if either, of these options is feasible. The working group will
adapt its efforts in line with the selected approach, and a project lead will be appointed.

M Musco’simpact

4

%

Patients and families
There is no impact on families thus far in that the project has yet to be implemented. However, the Patient
Resource sitting on the working group has had an opportunity to share her experiences and thoughts as

to how services could be improved.

Collaboration

The working group in place for the assessment phase is made up of representatives of volunteer and child
life services from MUSCO partner hospitals. The discussions are very enlightening and thought-provok-
ing, providing those present with information on the resources and methods currently used by other
departments. Members of the group are very open and responsive to new ideas.

Additionally, a few members of the Chantier Répit team (study of the respite situation in Quebec com-
missioned by the organization Solidarité de parents de personnes handicapées (DPPH) and led by the
Pollinis Design agency) have joined this group. MUSCO’s manager also sits on Chantier Répit’s own
working group, thus enabling a mutually beneficial collaboration.

i, Indicators
The indicators are not documented since the project has yet to be launched.

\dea

planning
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Develop educational technology

B status

*

Actions taken in 2020-2021

A brainstorming session was organized with the members of the Advisory Pole to determine families’
priority needs, and an inventory of existing tools made it possible to indicate which ones aligned with
these needs. Two ideas for as-yet-unmet needs were singled out by the Executive Committee due to
their innovative approach: a notepad to keep track of a patient’s life events and an approach focused on
self-esteem. In an effort to clarify the project scope, a working group was set up during the ideation phase,
which was carried out with the help of an external partner (Yapouni). Over the course of two subsequent
meetings, the group’s structure was formalized and the ideation mechanisms defined. The purpose of
this project is to map out the major events in the life of a child with a musculoskeletal disorder and the
corresponding difficulties experienced by their families and others.

Actions planned for 2021-2022

The working group and the Yapouni team will continue with these ideation efforts. The mapping exercise
will be finalized in order to identify areas that require more attention. This will make it possible to
work on the concept for an app or tool and outline the features it should contain. These details will be
articulated in Year 4 to determine the feasibility of moving forward with this project. Depending on the
selected course of action, the working group will adapt and a project lead will be identified.

M Musco’simpact

4

%

Patients and families

There is no impact on families thus far in that the project has yet to be implemented. However, the Patient
Resource sitting on the working group has stated that the experience has been positive for her, making
her feel more confident in a group setting and letting her contribute to a project to improve the lives of
children who are going through a difficult period.

Collaboration

A new partnership with the Yapouni consulting firm, which specializes in developing games and enter-
tainment resources for use in pediatric settings, has been initiated. Yapouni representatives had already
been working with the teams of some of MUSCO’s partner hospitals. They are guiding the project ideation
phase. The working group is composed of representatives of each of the partner institutions, including
a psychologist, social workers and an occupational therapist. These efforts are helping to catalogue
the various tools being distributed or developed in each of the hospitals and to discuss best practices
embraced by the various teams.

Indicators
The indicators are not documented since the project has yet to be launched.

\dea
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MARIE ENFANT REHABILITATION CENTRE

3 Create a space for discussion and reflection in the
a Bchnopoles Living Lab to allow patients and families to
concretely participate in improving their living conditions

E Status

*

Actions taken in 2020-2021

Amid the pandemic, the Marie Enfant Rehabilitation Centre has had to enforce strict guidelines in keeping
with public health restrictions. As a result, some of its non-core activities have either been delayed
or backburnered. The Living Lab is one of these casualties: it was not set up as planned this past year
because recruiting efforts for the position of partnership manager, central to the project coordination

efforts, were stalled.

Actions planned for 2021-2022

Given the current situation and the organization’s commitment to getting this project off the ground,
the Marie Enfant Rehabilitation Centre plans to repost the partnership manager job, and efforts will be
ongoing to determine the overall direction the project will take. Note that this will also be influenced
by discussions to be held by the Advisory Committee for the Rehabilitation Clinical Research Support
Project, which also focuses on helping to develop the strategic priorities for Marie Enfant. The plan for
Year 4 is to proceed with the formal launch of this project in order to complete its implementation within

MUSCO?s initial five-year timeframe.

M Musco’simpact

4

Patients and families

There has been no impact on families thus far, but the Marie Enfant Rehabilitation Centre is committed
to continuing its efforts to ensure this project comes to fruition. The goal is to give families the
opportunity to participate in these discussions to develop projects within the Technopoéle framework
that are closely aligned with their needs and the needs of patients.

Collaboration

No partnerships have yet been developed, although the project by its very nature embraces a collaborative
approach akin to that advocated by MUSCO. The project will see physicians, professionals, community
organization representatives and industry stakeholders join together with families to bring the various

areas of expertise together around the same table.

i, Indicators
The indicators are not documented since the project has yet to be launched.

\dea
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MARIE ENFANT REHABILITATION CENTRE

Assist community organizations in their efforts to fulfill
their missions to help patients and families

*

4

%

Status

Actions taken in 2020-2021

Support for community organizations is another project whose development has been affected by
COVID-19 and the strict public health restrictions in place at the Marie Enfant Rehabilitation Centre.
The project was launched in Year 2, and the “Pied-a-terre” space was starting to be used for activities held
by community organizations, with requests in the pipeline to touch on such topics as caregiver burnout
and coaching for providers to adapt services in line with families’ multicultural needs. However, the
room had to be shut down in response to the pandemic and continued to be unoccupied throughout the
year. In June, however, the situation changed, when outside visitors were once again allowed to enter
Marie Enfant on weekends. Given the room’s location near the main entrance, it was requisitioned as a

COVID-19 screening area for visitors.

Actions planned for 2021-2022

Admission protocols are still limited for external partners, but the progress in the public health situation
suggests that the space may once again revert at one point to use by community organizations. Further
thought needs to go into determining how the project can evolve from here, especially in a virtual format.
Additional connections can be made in this regard with non-profits who might be interested in this option.

MUSCO’s impact

Patients and families
Since there were no activities organized in connection with this project in the past year, there are no
measurable impacts on families to report. However, Patient Experts from the Advisory Pole could once

again be asked for their views on how this project might unfold.

Collaboration

Given the forced closure of this room, opportunities to collaborate with community organizations were
limited during the year. Once circumstances are more conducive to investing time in continuous
improvement projects, more can be done to explore how these partnerships could be resumed.

i, Indicators
With the project currently on hold, there are no indicators to report.

\dea
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Keep the Advisory Pole
running smoothly

a Status
w

Actions taken in 2020-2021

It was initially agreed that the Advisory Pole would meet twice a year so as not to be too demanding
on member families. However, during the year, the members themselves expressed the desire and the
need to add a third date to the calendar. During these meetings, members discussed current and upcom-
ing MUSCO projects as well as subjects such as telemedicine, communication with families during the
pandemic and the issue of bringing an extra person to appointments, be it another child or parent. Two
committee members were recruited during the year, but two also left, citing a lack of time and changes to
family circumstances. The number of Patient Experts therefore held steady at seven. The MUSCO teams
rolled out a new approach for holding meetings to provide a permanent forum for discussing issues and
brainstorming ideas where all members can voice their opinions.

Actions planned for 2021-2022

Efforts are ongoing to recruit Patient Experts. Although some members had to step down during the
year, new members were recruited and other families were approached about the possibility of joining
the Advisory Pole. MUSCO contributors are repeatedly asked to let the inter-establishment navigator
know if there are any parents or patients they feel would be good candidates. Ultimately, the goal would
be to have 10 members to buffer against absences and resignations as they arise. Note that an increase in
the inter-establishment navigator’s clinical workload led to a delay in recruiting efforts for new Patient

Experts and Patient Resources.

M Musco’s impact

4

Patients and families * Collaboration

A number of members indicated their interest
in being Patient Resources for MUSCO projects.
They were able to take advantage of the work-
shop for onboarding Patient Resources serving
on MUSCO working groups, thereby making
them more aware of how to maximize their con-
tributions to continuous improvement projects.

Indicators

e 7 Patient Experts serving on the Advisory Pole

e 3 meetings (November 10, February 23 and June 8)
e 60.3% attendance rate at meetings

\dea planning Start

When asked about this aspect, a number of
Advisory Pole members indicated that they
would be interested in contributing to intra-
hospital continuous improvement projects
outside of MUSCO, depending on the specific
focus and their availability. Advisory Pole mem-
bers will therefore be kept informed of exter-
nal opportunities as they arise so they can get
involved if they wish.

\n Progress
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Make quality-of-life surveys available
at the AGIS! Centre of Excellence

B status

*

Actions taken in 2020-2021

Given the pandemic and work-from-home protocols in place at Sainte-Justine, the IT teams in charge of this
project were busy focusing on computer security issues during the year. Although they had less time to devote to the
project, they did manage to make some progress. The AMIKO' application was launched in September 2020 and is
now up and running, sending quality-of-life surveys to families via email. Automated messages and reminders request
their input, which the platform lets them enter on an anywhere-anytime basis, in preparation for an appointment
in the orthopedic clinic. Discussions were also held during the year about managing the process of uploading the
survey results to patients’ clinical files.

Actions planned for 2021-2022

Families can now fill out a quality-of-life survey on the platform, which can then be viewed by a professional
during their appointment. There is no longer any delay while the survey answers are transcribed by a research
assistant. The next and final phase of the project will be to create an interface linking the various modules (AMIKO,
Centro, Chartmaxx, etc.) in order to centralize information gathering for each platform. Now that the application is
operational, the prospect of developing new surveys may also be entertained if deemed appropriate.

M Musco’s impact

Patients and families

The development of the AMIKO application has made it possible to ensure the timely reception of patient infor-
mation and thus improve overall medical services. The application is also more flexible for families, as they can fill
out the survey at a time that is convenient for them. This makes it easier to answer questions in more detail and
take the time to think about and check the information they provide (e.g., by looking at themselves in a mirror).
They can also indicate their preferred language (English or French) and use the device of their choosing.

Collaboration

The application was developed specifically to be exportable to other hospitals if the opportunity arose. Because
this is a project under the MUSCO umbrella, discussions have already been held with the Shriners Hospital to
determine the extent to which their teams might be interested in taking advantage of this new tool. Further talks
in this regard are currently underway as part of the Orthopedic Care Database Project.

Indicators
o 15 quality-of-life surveys converted from paper to digital format

n Pl‘ogress

\dea planning Start

AMIKO: Application MUSCO Issue de Kentico pour les patients suivis en Orthopédie.
AMIKO visuals were designed to be consistent with the MUSCO brand identity.



Outline a clear and transparent communication
process for the continuum of patient care
between partner institutions

E Status

*

Actions taken in 2020-2021
Progress made in this project in Year 3 primarily centred around efforts to work with ethics committees
and adapt the My Way research protocol to the realities of COVID-19.

In order to support the deliberations of the working group attached to the Patient Continuum of Care
Project, the integrated My Way study (the aim of which is to qualify and quantify the current continuum
of care situation and conduct a post-implementation assessment of macro solutions) had to adapt its
methodology to take lockdown restrictions into account. The research team had designed the study
around patient shadowing and on-site questionnaires administered by professionals. This pivoted
to contacting families over the phone, and a pre-COVID-19 component was added to the protocol.
Additionally, given the volume of data to be gathered and processed in order to move forward with the
project despite the constraints arising from the ongoing possibility of new lockdown measures, the
research team will now be able to receive support from local research teams, the cost of which will be
covered in the Initiative’s budget, pursuant to a pending agreement between the institutions in question.

Finally, the discussions and interactions with the various bodies involved have resulted in ethical approval
from Sainte-Justine (also recognized by the MUHC) and an internal green light from the Clinical Research
Committee at the Shriners Hospital.

While this was happening, patient journeys that had been mapped out in Year 2 were updated during
a virtual workshop in February 2021 to work in potential modifications resulting from COVID-19.
A subsequent workshop was held in June 2021 to go over potential “quick wins” that could facilitate
continuum of care, while awaiting macro solutions to be discussed in light of the results of the My Way study.
This dialogue was based on issues previously identified by the working group and front-line observations
by the MUSCO inter-establishment navigator.

Actions planned for 2021-2022

Moving forward, efforts will focus on obtaining the approval of the ethics bodies at Shriners head-
quarters and on having the institutions concerned sign the agreement to support local research teams.
Data collection will be able to begin at CHU Sainte-Justine, with the recruitment of families (identification
of suitable profiles, working from operating lists) and the presentation of the protocol to the appropriate
departments and bodies to administer the various questionnaires. Efforts will also be carried out by the
inter-establishment navigator, with the support of the project’s working group, to determine how to
implement the quick wins identified during the June 2021 workshop.
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M Musco’simpact

@ Patients and families
The impacts on families are not measurable as yet but will be once the quick wins or macro solutions

have been implemented.

* Collaboration
New members, including professionals from the Montreal Children’s Hospital and a Patient Resource,
have been attending the working group meetings and the workshops, which means more people have
been lending their insights to the discussions. Moreover, between the entities of this working group,
the local research teams, the My Way study teams and the Meilleur Monde social design studio, the range

of stakeholders collaborating on this project is now quite extensive.

|||. Indicators
e 2 working group meetings
o 2 workshops (February 11 and June 17)
e 3 maps updated during the February 11 workshop (during COVID-19)
e 11 quick wins identified during the June 17 workshop

In Progress
\dea planning start
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Recruit inter-establishment navigators (IENs)
to assist patients and their families

B status

*

Actions taken in 2020-2021

Efforts are underway to better assess the current IEN’s impact. In the coming year, this impact will be
measured to determine whether it is time to recruit a second shared resource or if it is better to wait.
The volume of referrals received related to the clinical component of the role is likely to increase. The
process component will be more significant in Year 4, with the launch of data collection for the Patient
Continuum of Care Project in the various institutions that have given ethics approval for the project.

1. Clinical

In Year 3, the IEN observed a growing number of referrals from departments of MUSCO partner insti-
tutions. It is important, however, that this role not supersede that of existing pivot resources. The IEN
works directly with families only when necessary. Her efforts are generally geared toward supporting
the work of professionals who are there to help and assist families. Requests in this regard mainly come
from the Shriners Hospital and Marie Enfant and are related to outpatient clinics and surgical trajec-
tories. Most of the cases involve cerebral palsy, skeletal dysplasia or neuromuscular disorders, where
multidisciplinary coordination is required between the four partner institutions.

2. Process

The IEN works alongside the professionals who approach her for help in supporting families. As such,
she provides an eyes-on-the-ground perspective of the issues involved in inter-institution transfers.
These observations are an invaluable source of intelligence for the Patient Continuum of Care Project
group. They were also instrumental in preparing the workshop on quick wins for this project in June.

3. Engagement

The IEN continued to lead the Advisory Pole meetings and liaise with members on an ongoing basis.
She also played an active role in moderating the Patient Resource onboarding workshop for MUSCO
working groups. Because of the increase in workload related to the clinical component, progress was
slow in terms of recruiting Patient Experts (one recruitment) and Patient Resources during the year.

At the end of Year 3, the previous IEN returned from maternity leave. Given the growth in the number of
requests and the changes in the position, the Executive Committee was approached about the possibil-
ity of incorporating the second IEN, which was planned for in initial MUSCO budget. At the Executive
Committee’s behest, indicators and data related to the position were analyzed, and the professionals and
families using these services were sent a satisfaction survey, the purpose of which was to help contemplate
whether to add this second position.
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Actions planned for 2021-2022

After a series of recruitment phases and a maternity leave, the inter-establishment navigator posi-
tion achieved a certain stability during the past year. The IEN organized a number of introductory
meetings, both in person and virtually, in all four institutions, to explain this new role, which involves
three components: (1) the clinical component, (2) the process component and (3) the engagement
component ((APPENDIX 2 ).

M Musco’simpact

Patients and families

A satisfaction survey was sent to families who have dealt with the IEN, although it is important to bear
in mind that the IEN’s efforts are geared primarily toward supporting professionals in liaising with
various institutions.

The overall satisfaction rating was very positive (“completely agree”) with regard to easier navigation,
better follow-up, faster and more efficient uptake, reduced mental burden and greater engagement in the
continuum of care. The results related to a better understanding of the healthcare system were somewhat
less enthusiastic (“agree”).

Collaboration

By virtue of the central nature of the role, the IEN is a key player in facilitating collaboration between
MUSCO?’s partner institutions. Depending on the cases in her workload, she is also called upon to
collaborate with partners in the broader healthcare and social services system, including CLSCs and
other rehabilitation centres such as the Lethbridge-Layton-Mackay Rehabilitation Centre. These
facilities can contact her directly for cases concerning patients being seen in two or more MUSCO partner
institutions in addition to their own.

A satisfaction survey was also sent to the professionals who work with the IEN. The scores were highest
for questions related to inter-hospital communication and the potential for this new type of position to be
an asset for the healthcare system. The presence of the IEN therefore seems to be a beneficial innovation
in the eyes of the professionals who responded to the survey. The IEN would appear to provide a helpful
solution in terms of connecting respondents and improving the flow of information.

The role of the IEN must nevertheless be defined more clearly, based on the support provided in under-
standing and refining practices. Efforts must be made to ensure this new position is complementary to
that of existing teams and not a workaround for a lack of resources.

Projects Developed During the Year



|||l Indicators
e 125 patients supported (30 active files a month on average)

o Family satisfaction survey results (14% of respondents — n=1):

When asked if the IEN helps ensure easier navigation, better follow-up, faster
and more efficient uptake, reduced mental burden and greater engagement in the
continuum of care, the answer from most respondents was “completely agree.”,
Respondents said they “agree” that the IEN helped them gain

a better understanding of the healthcare system.

o The results of a satisfaction survey administered to professionals

served by the IEN (34% of respondents - n=23) showed:

\dea

69.57% completely agree or agree that the IEN helps them gain
a better understanding of the realities in other institutions.
86.96% completely agree or agree that the IEN helps facilitate
communication between the hospitals.

86.95% completely agree or agree that the IEN is useful

in helping families.

82.61% completely agree or agree that the IEN helps them
refine their practices.

91.31% completely agree or agree that the new IEN position

is an asset for the healthcare system.

\n Progress
planning Start
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CHU SAINTE-JUSTINE

Create a database of patients receiving
orthopedic care at CHU Sainte-Justine

B status

*

Actions taken in 2020-2021

A collaborative pathway took shape with the creation of a working group of representatives from
CHU Sainte-Justine and the Shriners Hospital. The teams from both institutions met to find solutions
to aligning their respective research databases in order to combine and analyze anonymized data more
easily. A meeting about ethical and research considerations helped identify the first stages required to
get the project off the ground. Another meeting of the respective IT teams reviewed technical feasibility,
especially as regards the fit between the quality-of-life surveys administered by the hospitals to patients.

Actions planned for 2021-2022

To start, a proposal will be presented to the ethics committee at the Shriners Hospital in relation to
prospective data collection operations. It concerns systematically asking for patient consent to avoid
having to recontact them for permission to use their anonymized data for research purposes. The IT team
at the Shriners Hospital will also continue their efforts to integrate the quality-of-life surveys developed
at CHU Sainte-Justine and potentially interface their systems with the AMIKO solution developed as
part of the Quality-of-Life Survey Project. This will be done in tandem with CHU Sainte-Justine, whose
teams will provide project development support.

M Musco’s impact

%

Patients and families

There is no impact on families just yet, as the project has only just been launched. The expected benefits
for families will likely be observed over the longer term, with additional research projects developed
using the gathered data and other information.

Collaboration

The CHU Sainte-Justine and Shriners Hospital teams worked together more closely on this project in
Year 3, with each indicating their willingness to adjust to the other’s practices. The research and eth-
ics teams had discussions about their respective practices and limitations, with the goal of identifying
a mutual way forward. The IT team at CHU Sainte-Justine shared their expertise and tools with the
Shriners Hospital team. The AMIKO application, developed by CHU Sainte-Justine, was built to be
usable by partner institutions, which speaks to the commitment to sharing resources and transferring
knowledge from one partner to the next.

Indicators
The indicators are not documented since the project has yet to be launched.

\dea
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1 O MARIE ENFANT REHABILITATION CENTRE

Support clinical research
1 1 in rehabilitation

B status

*

Actions taken in 2020-2021

In Year 3, the Rehabilitation Clinical Research Support Project replaced Projects 10 and 11 (Rehabilitation
Equipment and Technical Aids, respectively) ( APPENDIX 3 ). Given that there are other sources of
funding available to acquire equipment, the Marie Enfant Rehabilitation Centre reconsidered these
projects’ focus. Since the opening of the Technop6le, Marie Enfant has been seeking to broaden the scope
of its mandate as it pertains to the advancement of knowledge and to raise its profile as an expert in
key rehabilitation areas. Marie Enfant has also been asked by the provincial government to elevate its
expertise in neurorehabilitation to a level comparable to that of major U.S. facilities, specifically to meet

the highly specialized needs of myelitis patients.

These efforts require equipment upgrades, optimized clinical research infrastructure and the recruitment
of highly qualified clinician scientists. This shift in focus has been okayed by the MUSCO Executive
Committee, and an Advisory Committee is now being assembled. Its role will be to provide strategic
guidance on rehabilitation research and candidate profiles. These discussions have already led to a first
recruitment: senior clinician scientist Danielle Levac, who is a firm believer in collaboration and an avid
proponent of the active participation of patients in their own care. She will receive startup funding from
MUSCO and the TransMedTech Institute to develop innovative solutions and personalized applications
that aim to make rehabilitation activities fun for children.

Actions planned for 2021-2022

The Advisory Committee will evolve as new external partners, families and representatives of MUSCO
partner institutions are welcomed to the fold. New meetings will be set up to help draft the profiles of
the two new clinician scientists to be recruited and to discuss the strategic priorities for the Technopole
and the Marie Enfant Rehabilitation Centre.

2020-2021 Annual Activity Report 27




28

M Musco’s impact

@ Patients and families
In addition to its efforts to add family representatives to its ranks, the Advisory Committee will provide
guidance in aligning community efforts and family needs, so that patients can benefit fully from
equipment that is acquired and new approaches that are developed within the Technopole, thus ensuring
they receive the best and most adapted care.

é!{o Collaboration
The Advisory Committee comprises multiple partners and contributors representing CHU Sainte-Justine
and the Marie Enfant Rehabilitation Centre, the academic community and the Mirella & Lino Saputo
Foundation. They will be joined by other members, including external experts, professionals from
MUSCO’s partner institutions, and parents or patients, who will strengthen the committee’s overall
composition. The fact that the project is being developed under the MUSCO umbrella opens up a wide
range of partnership opportunities.

i, Indicators
o 2 Advisory Committee meetings
e 1 clinician scientist recruited

In Progress
\dea planning start
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CHU SAINTE-JUSTINE

'I 2 Support the coordination of CHU Sainte-Justine’s
URCO? clinical research

B status

*

@

Actions taken in 2020-2021

During Year 3 of the Initiative, URCO research assistants had to demonstrate agility in adjusting to the
realities of the pandemic to keep working toward their mission and continue reaching out to families.
They carried out these duties remotely while staying in contact with patients to further improve protocols.
Like last year, they will be able to leverage MUSCO’s involvement to mobilize other sources of funding
to cover some of the expenses related to these research efforts, complementing the support provided
directly by MUSCO. Assistance received from the Canada Research Continuity Emergency Fund helped
reduce the Initiative’s contribution.

Note: As regards the new MUSCO position of genetic counsellor (shared by CHU Sainte-Justine and the
Shriners Hospital, as part of the DNA Sequencing Project), the related salary costs impact the budget
for this project on the CHU Sainte-Justine side, as the counsellor’s duties are both clinical and research-
related in nature.

Actions planned for 2021-2022
With the anticipated easing of public health restrictions on the horizon, the research assistants should
be able to resume in-person conversations with families and start back with meetings aimed at advancing

the projects and protocols they are working on.

M Musco’s impact

%

Patients and families
The ongoing activities of the research assistants has made it possible to further flesh out protocols in
order to be more responsive to the needs of patients and their families.

Collaboration

Alongside their clinical research with URCO, the research assistants contribute to other MUSCO
projects and help to pursue opportunities for collaboration. Some of the assistants have contributed to
the Quality-of-Life Survey Project, while others have attended Orthopedic Care Database Project meet-
ings to expand on the partnership with the Shriners Hospital, and others will be involved in the Patient
Continuum of Care Project by helping data collection operations for CHU Sainte-Justine.

i, Indicators
At least 5 new protocols were introduced during the year, bringing the total number to over 4o.

\dea
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SHRINERS HOSPITAL FOR CHILDREN - CANADA

Fund the Shriners Hospital for Children - Canada
genome sequencing project for bone diseases

B status

*

Actions taken in 2020-2021

A nucleic acid extraction system was acquired in Year 3 to complement the sequencer and further elevate
the productivity of the molecular diagnostic laboratory. In addition, the sequencer has made it possible to
develop and validate various gene panels, specifically for metabolic bone diseases and arthrogryposis.
It is useful for both research and clinical applications. Two research protocols were submitted for
ethical review with regard to sequencing. The first protocol, which involves the collection of urine-derived
stem cells, was approved. The second, which is also on track for approval, would allow the systematic
recruitment of patients who consent to having their DNA used.

In addition to the use of the sequencer, the collaboration with CHU Sainte-Justine concerning the
recruitment of a genetic counsellor took shape. After several discussions with the HR teams at both
hospitals, a new shared resource was hired in November 2020. She divides her time between the Shriners
Hospital and CHU Sainte-Justine, thus contributing to improving families’ experience and exploring

various research thrusts.

Actions planned for 2021-2022

Sequencing operations will continue in the clinic, and other gene panels can be developed and validated.
Depending on ethics committee rulings, additional research projects could be introduced and patients
recruited. The MUSCO genetic counsellor, whose role and responsibilities are now clearly defined, will
continue her activities at the Shriners Hospital and CHU Sainte-Justine.

M Musco’simpact

Patients and families

The nucleic acid extraction system has a number of clinical benefits for patients and their families.
Genome sequencing helps identify certain mutations related to a patient’s symptoms, and this informa-
tion then helps establish a diagnosis and a course of treatment. From a research perspective, the system
is vital in taking current knowledge to the next level, especially with a previously unidentified mutation
in a family exhibiting symptoms. The benefits of this project will therefore impact patients and families
both now and over the longer term.

In addition, having a genetic counsellor at MUSCO makes it possible to devote more clinical time
specifically to patients with musculoskeletal disorders. This helps reduce wait lists for families
at CHU Sainte-Justine and lets patients at the Shriners Hospital reap the benefits of this new source

of expertise.

Projects Developed During the Year



* Collaboration
The jointly recruited MUSCO genetic counsellor has quickly become a go-to resource, especially for
the Shriners Hospital. They have never had this type of specialist on staff, and they now say they could
not get along without her. This partnership has brought upon a new approach and a new outlook for
institutions in terms of joint family services and joint research projects. Note: an employee loan
agreement was drafted and signed specifically for this position so that the genetic counsellor could have
access to patient files in both hospitals to facilitate collaboration. The structure is therefore in place

should other similar opportunities to share resources arise.

|||l Indicators

e More than 115 DNA samples sequenced

e 2research protocols in development concerning the sequencer

e 1 patient recruited for a sequencing-related research project

e Specifically as regards the MUSCO genetic counsellor:
e More than 140 patients seen in the CHU Sainte-Justine clinic (November 2020 to June 2021)
e More than 150 patients seen in the Shriners Hospital clinic (November 2020 to June 2021)
e More than 10 patients seen for follow-up care and various needs (May to June 2021)
e More than 5 patients contacted for research project recruitment purposes (May to June 2021)

\n Progress
\dea planning Start
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MONTREAL CHILDREN’S HOSPITAL

Develop protocols to promote
enhanced recovery

Status

*

Actions taken in 2020-2021

Thanks to the invaluable contributions of families and the cooperation of the teams at the MCH and
Shriners Hospital, a first recovery protocol was developed for pectus excavatum/carinatum repair.
The protocol is based on medical literature and the experience of families who have gone through the
surgical procedure. The protocol is being implemented at both institutions, and a booklet for patients has

been created.

Actions planned for 2021-2022

The revised booklet for pectus excavatum/carinatum repair will be finalized and ready to be distributed
to teams and families in Year 4 of the Initiative. Discussions are also underway to determine the next
protocol to be prepared. Efforts will be ongoing to draft and roll out these protocols for additional
surgical procedures.

Moreover, the retreat for the MCH pediatric surgery team, originally scheduled for May 1, 2020, has
been postponed to Year 4 in response to public health restrictions. Focusing on enhanced recovery,
the event will bring together a large number of participants, including representatives of the anesthesia
and plastic surgery units at McGill, surgeons from CHU Sainte-Justine, and representatives of MUSCO
and our partner foundations.

MUSCO’s impact

4

%

Patients and families

A number of families were asked to contribute to the creation of this booklet, thus giving them an
opportunity to play a role in improving the care and services they receive. Although the booklet is not yet
available, the Enhanced Recovery After Surgery (ERAS) protocols are being applied by anesthesiologists,
surgeons, nurses and other team members. As a result, patients are already benefiting from improved
care, including better pain control. The contents of the booklet cover every aspect from pre-op through
to post-op. It presents a standardized care pathway that lays out what patients can expect, day to day,
both in the hospital and after being discharged. The booklet is intended for patients and their families
and will be used in tandem with ERAS protocols.

Collaboration

The enhanced recovery pathway for pectus excavatum/carinatum repair is the result of the close
collaboration between MCH and Shriners Hospitals staff. The surgical, anesthesia, nursing, physiotherapy,
nutrition, social work and psychology units joined forces to form a multidisciplinary team. In all, some
20 people from both institutions contributed to the development of this protocol.

Indicators
The indicators will be documented once the project is operational.

\dea
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-I 6 Coordinate the institutions’ training plans to shape
a the leaders of tomorrow — FAMILY SEGMENT

B status

*

Actions taken in 2020-2021

A first workshop for onboarding Patient Resources sitting on MUSCO’s working groups was designed
in conjunction with Réseau Planetree Francophone (RPF). The workshop took place in November 2020,
enabling various contributors and families to meet and discuss best practices in integrating parents and
patients into a project. The workshop led to the creation of a new tool by MUSCO: a practical guide on
Patient Resource integration, which was distributed widely to various MUSCO stakeholders, shared in the
MUSCO newsletter, posted on social media and listed in the Resources section of the MUSCO website.

Actions planned for 2021-2022

The topic of the next workshop for families has been approved by the Executive Committee. It will
look into key performance indicators linked to the patient experience. The quality control divisions of
MUSCO’s partner institutions have been contacted to start planning the workshop and identify existing
modules. A working group will be set up to oversee planning and determine the means of collaboration.
An external partner may also be called in on a consulting basis as needed. Once the working group is
officially formed, the joint creation efforts can begin, with the aim of holding the workshop in early 2022.
Plans also include developing an analysis tool that will be shared with the Initiative’s contributors.

M Musco’s impact

4

Patients and families

The workshop in 2020 was developed to help prepare MUSCO contributors to incorporate families
into working groups so they can play an active role in improving the care and services they receive.
The families who attended the workshop were able to voice their expectations and concerns about
collaborating with various professionals. The activity also helped clarify the means used by MUSCO
to work together with families to help ensure a smoother and more structured onboarding process.
Since the workshop, a number of Patient Resources have been integrated into MUSCO working groups.
The workshop and practical guide helped ease the transition.
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.3{. Collaboration
During the workshop, participants from various professions and institutions came together to have a
conversation about best practices in collaboration. They were encouraged to share their experiences and
insights about working with families, and listen and draw inspiration from one another’s points of view.

MUSCO consulted with RPF to create the workshop. RPF is a key healthcare system partner with regard
to patient- and family-centric care. This partnership was also the driving force behind the distribution
of the practical guide to communities outside of MUSCO. The guide may also be presented at the RPF
members’ day event in October 2021, to be held at the Shriners Hospital.

i, Indicators
e 2 workshops held (November 18 and 24, 2020)
e 25 participants
e Satisfaction survey results (n=9):
e Overall participant satisfaction: 78%
e Perceived calibre of the conversations during the workshops: 93%
e Deemed usefulness of the workshop: 83%

Comp\eted
\dea planning start \n Progress
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-I 6 Coordinate the institutions’ training plans to shape the
leaders of tomorrow — MEDICAL SEGMENT

B status

*

&

Actions taken in 2020-2021

In 2020, the post-SPORC3 activity that was supposed to take place in March was cancelled due to
the pandemic. The two-day, hands-on, patient-centric course rounds out the training provided to new
orthopedic residents. For 2021, Year 3 of the Initiative, a virtual version was held for orthopedic residents
across the country. It took place on February 20, and the programming explored basic principles of lower

limb alignment. Full program details can be found on MUSCO’s website. The learning approach was less
academic and more informational in nature, examining topics that residents are bound to face in their

day-to-day practice.

Actions planned for 2021-2022
The post-SPORC activity is a recurring project. It is scheduled to be held again next year, in person
if possible.

M Musco’s impact

%

Patients and families
The project’s instructional and educational objectives aim to help residents move beyond a purely theo-
retical framework and integrate an increasingly sharper patient focus into their practice.

Collaboration
Like last year, the post-SPORC activity included professionals from CHU Sainte-Justine, the MCH and
the Shriners Hospital. The content is very collaboration-friendly.

i, Indicators
e 23 participants
o 88% of participants said the post-SPORC activity met their expectations

o 77% of participants said the post-SPORC activity met their training objectives

cOmpleted
\dea planning start \n Progress
[ ] [ ] [ ] [ ]
3 Sainte-Justine Orthopaedic Review Course, organized at the Shriners Hospital. 35
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1 8 Provide basic training in pediatric surgery
B status

36

Actions taken in 2020-2021

A number of surgical training projects have continued to be developed through the Mirella & Lino Saputo
Foundation Chair in Pediatric Surgical Education and Patient- and Family-Centred Care. Among them is
the guide Clinical Pediatric Surgery: A Case-Based Interactive Approach, published in September 2019 and still
in widespread use. The holder of the Chair launched an innovative educational program on social media
in July 2020 known as #CBCLIPS.* New episodes are uploaded twice a month so followers from around
the world can interactively learn about various pediatric surgery issues. A fourth boot camp session in
pediatric surgery was held on August 14, 2020.

Actions planned for 2021-2022

The clinical pediatric surgery guide and the #CBCLIPS program will be ongoing, and future boot camp
sessions will be planned in the years to come for a growing number of residents. Other courses will also
be developed, including some in collaboration with the teams at the Shriners Hospital. The Chair will
continue to spearhead other educational initiatives to reach a broad worldwide audience of surgeons and
residents. And a full-day course for pediatricians and family doctors is planned for February 19, 2022.

M Musco’s impact

Patients and families

Over the longer term, the various surgical training projects will undoubtedly have an impact on profes-
sional practices and, through them, on patients and their families. For the time being, however, practi-
tioners are the ones who tend to benefit the most, from a professional development standpoint. Going
forward, the Chair’s training programs will expose even more professionals to this patient- and family-
centred approach and help improve the quality of care they provide.

Collaboration

Backed by a commitment to globalizing surgical education, the Chair’s projects benefit residents and
surgeons around the world. These training initiatives encourage interaction and foster an atmosphere
of collaboration and knowledge transfer, not only among MUSCO partner institutions but also on an
international scale. The 2020 boot camp, for instance, brought together new fellows from hospitals across
North America, including CHU Sainte-Justine and the MCH.

Case-Based Clinical Learning in Pediatric Surgery



Indicators

e Clinical Pediatric Surgery has been used to teach thousands of pediatric surgeons and residents in
200 institutions across 50 countries

e 300 special copies of the guide have been distributed to surgeons in low-income countries

e More than 20 #CBCLIPS episodes have been posted and viewed thousands of times by surgeons and resident
across the globe (with some racking up over 10,000 views on Twitter)

e 49 residents attended the 2020 boot camps in July 2020, about 1.5 times as many as in 2019

\n Progress
\dea planning Start
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Organize an event with a unifying theme

B status

*

Actions taken in 2020-2021

MUSCO’s annual event was obviously impacted by the pandemic, but the planning teams nevertheless
succeeded in delivering a lineup that brought up-to-the-minute information to families. Although it was
originally going to have a different theme, given the public health restrictions in place, it was decided to
dive deeper into the subject of cerebral palsy for a second consecutive year. The program was developed
around the feedback received from survey respondents who attended the 2019 in-person event at
CHU Sainte-Justine. The full program can be found on the MUSCO website. The working group revised
the event concept to feature a half-day of virtual lectures on Saturday, December 5, 2020, revolving
around three themes: medical rehabilitation, surgery and social issues. Speakers from all four partner
institutions as well as external organizations were on hand to address these topics. Participants could
also watch a series of video testimonials from patients and parents.

Actions planned for 2021-2022

Next year’s event is already in the works. It will explore skeletal dysplasia, another area of expertise
common to all four partners. The selected venue is the MCH. The status of public health restrictions
will determine whether the event is held in person or online. A new working group has been set up to
develop the program around the theme, and there are two subcommittees in place to look further into
possible subjects: (1) genetic, medical, surgical and rehabilitation aspects, and (2) social and community
aspects. The names of the lecturers and panelists, logistical planning considerations and registrations
will be finalized at a later date in preparation for the December 4 event.

M Musco’simpact

Patients and families

A survey was sent to participants after the virtual event in 2020, the results of which reveal a positive overall
satisfaction rating. One of the participants qualified this event as “an absolute must” in their comments.
Many said they enjoyed the virtual format because it is more accommodating to families who live outside
Greater Montreal. The video testimonials were once again a big hit, making families feel less alone in
what they are going through. Most of the lecturers, discussion panels and testimonials are available in the
Resources section of the MUSCO website. Families who were unable to attend the 2019 and 2020 events

are welcome to watch and learn at their convenience.

Projects Developed During the Year
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.3{. Collaboration
Once again this year, the event was planned by representatives of MUSCO’s four partner institutions,
working closely with the CHU Sainte-Justine’s conference and training services. The event was promoted
through each institution, and details were also shared with community organizations through social media

and other channels.

Although a partner lounge for healthcare organizations was not feasible in virtual mode, the ’accompagna-
teur website was shared with participants to help identify and browse various healthcare and community

resources available to them.

i, Indicators
e 242 registrations
e 133 unique connections during the virtual event
e Satisfaction survey results (n=43):
e 94.87% of respondents consider that the program met or exceeded their expectations
e 93.03% of respondents consider that the streaming quality was good or excellent
e Overall satisfaction rating: over 90%

cOmp\eted
\dea planning start \n Progress
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MONTREAL CHILDREN’S HOSPITAL

Develop projects within the Canadian Consortium
for Research in Pediatric Surgery (CanCORPS)

B status

*

Actions taken in 2020-2021

Since a consortium agreement was signed by 15 centres across Canada in February 2020, a number of
projects have been started up, and a first study has been completed. This major study published by
CanCORPS has earned widespread acclaim within the surgical research community. Four other studies
are currently underway and at various stages of completion. Another centre (Kingston General Hospital)
asked to join CanCORPS in 2021. The agreement is currently being updated to make this possible.
Discussions have also been initiated with the Canadian Institutes of Health Research (CIHR) to
explore the possibility of developing a centralized ethics review process, which would help increase
productivity. More specifically, efforts are underway in conjunction with the CIHR-funded CHEER
Initiative. One CanCORPS study will be used as a pilot to help create a national ethics approval process

and align ethical review committees.

Actions planned for 2021-2022

There will be ongoing efforts in connection with the four studies currently underway, and more are on the
horizon. In addition to these four projects, Year 4 should see the publication of a manuscript compiling
the processes and logistical elements related to the creation of a research consortium of this magnitude.
This would serve as a model for future consortiums in this field. The team also plans to submit a grant
application to CIHR in spring 2022. Note: CanCORPS is not limited in scope to musculoskeletal disorders,

but some forthcoming studies will have to examine this field.

M Musco’s impact

4

Patients and families

The studies developed under CanCORPS are sure to have an effect on professional practices and, conse-
quently, on patients and their families. These repercussions will be measured over the longer term, taking
into consideration how pediatric surgery knowledge and practices evolve. One of CanCORPS’ main goals

is to provide a platform for research projects involving patient-centred results.

Projects Developed During the Year



o
éie Collaboration

The mission of CanCORPS is to improve pediatric surgical care through high-quality collaborative
research. Projects developed under CanCORPS can count on the collaboration of 16 partner centres,

including CHU Sainte-Justine and the MCH.

|||l Indicators

e 4 studies are underway

e 1 official document to formalize the structure of CanCORPS is being drafted

o 1studyis completed:
e Ranked 14th out of 330 abstracts submitted to the American Pediatric Surgical Association
e Manuscript submitted to the Annals of Surgery journal
e Top 10 abstracts submitted to the Canadian Association of Pediatric Surgeons

(virtual presentation made at the CAPS annual meeting in September 2021)

In Progress
\dea planning Start
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MUSCO:
The Bigger Picture



Reflections and Considerations

Serving the community with (com)passion

Putting human beings — especially families — at the heart of
everything we do has been our guiding light since day one. In the
context of the COVID-19 pandemic, as we have experienced
in recent months, the challenge for MUSCO has been to
foster clear, compelling and ongoing communication among
our various stakeholders. This is of vital importance in
taking decisive action to benefit the people we serve, making
the required adjustments along the way and ensuring a commu-
nity-wide understanding of what we do.

A people-first approach is nevertheless contingent on the
goodwill and commitment of those working on the front lines.
So when they leave to explore new horizons, how do we instil the
same values and convictions in those who take over the reins?
The healthcare system is not alone these days in experiencing
high turnover and losing key people. This kind of renewal will
inevitably bring about new ideas and a broader perspective, but
it can also stall progress. With the MUSCO Initiative, a unique
undertaking with multiple components and a ground-breaking
collaborative approach, bringing newcomers on board can be
a complex proposition.

This reliance on people also means we must turn to an army of
ambassadors to ensure the continuity of ideas and actions that
are bigger than any one individual. The collective buy-in of our
contributors is essential, but we also need them to be standard-
bearers for the work we do. We need them to spread the word
in their circles, to disseminate information about MUSCO’s
projects and to share our values far and wide. For MUSCO to
navigate the choppy seas ahead, we have to forge even stronger
ties with our partner institutions. If the Initiative is to have a
lasting impact, contributors and institutions alike must shine
the spotlight on our model and approach, for example when
attending conferences and other external events. This will be
one of the communication challenges we will have to rise to in
the months to come.
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What is the long-term outlook for MUSCO?

If the Initiative and the work we do are to engage with the world
beyond our institutions, we first need to be able to assess the
impacts of our efforts in quantifiable terms. The study launched
this year in collaboration with the consultants at Niska will
provide an initial set of results that we can promote and use to
drive future discussions.

How can we take the Initiative to
the next level and meet our
objectives even more efficiently
and effectively? How can we
facilitate collaborative efforts
while still valuing individual
commitment to continuous
improvement projects that add
to an already substantial front-
line workload? And how do we
make this approach sustainable
over time and fuelled by the
teams themselves?

Ideally, it is about helping, facilitating, stimulating and creating
patterns and routines, so that teams naturally turn to their coun-
terparts in other partner institutions to work together and share
their expertise, no matter the issues they are called upon to
face. MUSCO has not been set up with a fully independent legal
structure, specifically so as not to be an entity that replaces
the work done by existing internal teams. MUSCO is more of a
state of mind and a commitment to supporting and promoting
what healthcare professionals do to help families. The MUSCO
coordination team has a mandate to support the Initiative’s
vision and mission in order to allow these internal teams to
develop a collaborative mindset, but these efforts are not
intended to provide permanent solutions.



At the same time, limiting the scope of the Initiative to the short
or medium term is not the goal. MUSCO is about more than a
simple roster of projects: it’s about developing new approaches,
fostering an inclusive work culture and being ready to embrace
practices developed by other teams to meet similar challenges.
These changes and new solutions require a longer-term
perspective. The final outcome is important, but so is the
journeyto getting there. MUSCO is not designed to be an enduring
fixture in the healthcare landscape, but we do hope to leave our
mark and establish practices that will have repercussions on
professionals today and those who will follow in their footsteps.
The Initiative itself may be an ephemeral one, but we hope the
practices we seek to establish and the values we seek to impart
will resonate for a long time to come.

Beyond a source of financial support, what is the
added value for a project in being associated with
the MUSCO Initiative?

Our added value lies in the power of bringing teams together,
of convening professionals who, although they may share similar
responsibilities, do not get a chance to work together because
they are based in separate institutions. Through brainstorming
sessions to clarify the strategic directions of the Educational
Technology and Relay projects, for example, we have opened up
opportunities for dialogue to new groups, be they volunteer
and child life services, psychologists, specialized educators
or rehabilitation professionals. When planning the workshop
on indicators as part of the Training Plan Project (Family
segment), professionals involved in quality control and assess-
ment will be able to share ideas and build on them as a group.
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The very nature of joint projects is conducive to collaborative
efforts like these, as they are built around connecting the
representatives of each institution. Right now, they need
MUSCO to provide guidance and structure, and to bring
together peers who might otherwise never cross paths. As for
the major projects in the MUSCO portfolio, they also stand to
benefit from collaboration, but the teams are not bound to work
together. These teams generally know one another and, in some
cases, are supported by a project manager or the equivalent,
in which case MUSCO’s added value is not as decisive.

Although the joint projects and collaborative ties associated with
major projects (such as the shared genetic counsellor) would not
exist without MUSCO, the true added value for major projects
must transcend the financial support provided by the Mirella &
Lino Saputo Foundation and its leverage with regard to other
funding sources. How can these projects benefit even more from
being integrated into a collaborative approach? This involves
tapping into and creating additional joint collaborative oppor-
tunities with other partner institutions and identifying how the
MUSCO coordination team can best contribute to projects that
are already supported by internal human resources.
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The challenge of shared resources, or how to help internal teams without taking over
The job title of inter-establishment navigator was modified last year to avoid any confusion with existing
pivot positions within partner institutions. The duties associated with the job have had to be defined and the
relationship with in-house teams built. The core issue at hand has therefore been how to avoid overstepping
and taking the place of an existing yet unfilled position within a hospital or assuming part of the workload of a
resource ill equipped to meet high demand. The inter-establishment navigator position is not intended to be a
long-term solution. Rather, the purpose of the role is to facilitate dialogue and build ties and bridges between
various professionals to foster a culture of collaboration.

This observation also applies to the Initiative’s coordination team. Their role is to provide support in developing
projects, ensure these projects are implemented to benefit families and foster ongoing collaboration.
However, the ultimate responsibility for bringing these projects to life lies with the teams, either through internal
teams at each institution for major projects or through interinstitutional efforts for joint projects. Once again,
the idea is not to take over a role that could be occupied by other professionals working in these institutions,
like project management teams at some partner hospitals.

It can be difficult to resist the temptation to overstep in supporting existing teams when a challenge arises
that can make things difficult for patients and families or threaten a project’s continued existence. There is a
very thin line between helping to guide actions forward and taking concrete action to make this happen. It is
important to strike the right balance to optimize each role and each capacity. The collaboration established and
the support provided to families should be sustainable once the shared resources are withdrawn. This approach
requires great care and diligence on the part of everyone involved.

MUSCO: The bigger picture
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Budget

Detailed summary
The projects advanced during the first three years of the Initiative account for 35.5% of the initial allocated
funds, up from 28.9% in Year 2 ((APPENDIX 4 ).

Expenditures are less than projected, and growth in spending is low compared to percentages reported in pre-

vious years. This can be attributed to several factors:

Expenditures

35.5%

The decline in activity caused by the pandemic and the corresponding decrease in certain
expenditures: The current situation has led to delays in the implementation of several projects
(e.g., recruitment of a genetic counsellor) and put others on hold, resulting in zero expenditures during the
year (e.g., Living Lab and Community Organizations Support projects). In addition, the shift to virtual mode
for some projects has translated to a decrease in logistical expenses (e.g., the virtual delivery format of the
Annual Event Project was three times less costly than the previous year’s in-person event).

Additional funding resources that have offset expenditures: Hospital research centres submitted a
request to the Ministere de la Santé et des Services sociaux to apply for the Canada Research Continuity
Emergency Fund, set up in response to the pandemic. The total disbursement of $32,365 automatically reduced
some of the human resources expenses otherwise attributable to the Initiative’s coordination team and the
URCO and Inter-Establishment Navigator projects.

Projects that are still at the brainstorming stage and that do not yet have any expenses to report:
The Educational Technology Project and Relay Project have benefited from the contributions of the Patient
Experts serving on the Advisory Pole in terms of defining the overall project direction. Working meetings
have begun, but no expenses were incurred during the course of the year.

OVERALL MUSCO BUDGET STATUS

Remaining budget
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Looking closer at the spending for each of the joint and major projects on an institution-by-institution basis:

CHU Sainte-Justine has disbursed 43.1% of the funds earmarked for major projects, or 1.5 times more than
in the first two years of the Initiative (which can be attributed to the URCO Project, the lack of spending on
the AGIS! Project and the significant increase in spending for the Quality-of-Life Survey Project). Note that
spending for the Spinal Disorder Clinical Research Recruitment Project will be activated in Year 4.

The Marie Enfant Rehabilitation Centre has spent 7.5% of the funds earmarked for its major projects.
This amount is unchanged from last year, but it is poised to increase sharply in Year 4, with the decision made
in Year 3 to recruit the first rehabilitation clinician scientist (in connection with the redefined purpose of the
Rehabilitation Clinical Research Support Project).

The Shriners Hospital has spent 32.1% of the funds allocated to its major project. This has not grown
significantly over the past two years (25.3% last year), which can be explained by the fact that COVID-19 has
delayed sequencing activities and the related spending (e.g., purchase of samples).

Joint project spending is up to 15.2% of the earmarked funds, which is 2.5 times greater than in the past two
years (increase in spending related to project management, with the recruitment of a new shared resource to
support the coordination team, the implementation of the MUSCO inter-establishment navigator position,
the progress in the Patient Continuum of Care Project, and the implementation of the Training Project and
the corresponding workshops and training activities).

As has previously been reported, the Montreal Children’s Hospital has already disbursed the entirety of
its major project budget via an endowment fund.

MAJOR AND JOINT PROJECT SPENDING TO DATE

CHUSJ MARIE ENFANT JOINT PROJECTS

Expenses Remainder Expenses Remainder Expenses Remainder
43.1% 7.5% 92.5%
SHRINERS

Expenses Remainder Expenses Remainder

32.1% 100%
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Impact Study

Background and context

Last year, the Executive Committee made the decision to
conduct an impact study, the results of which will be used to
make adjustments during the second half of MUSCO’s mandate.
The study was officially launched in June 2021. This halfway mark
is an opportunity to take stock of the changes brought about by
the Initiative, with a view to the continuous improvement of
the outcomes delivered. The results of the study will provide
food for thought to MUSCO?’s partner institutions, allow them
to review their objectives and help them readjust their projects
and actions as needed.

The study will measure the impact of the changes stem-
ming from the Initiative on families (to determine whether
MUSCO-related actions are influencing their quality of life) and
on teams in the partner institutions (to assess whether there is
an impact on workplace culture and collaborative practices). The
exercise is not a matter of populating the indicators for each of
the projects — this must be carried out independently of and
simultaneously to this study. Rather, it is an attempt to gain a
broader perspective of the impact of the MUSCO Initiative
as a whole. In more specific terms, the impact study will serve a
dual purpose: (1) summarize the main effects of the various
projects designed to improve the well-being of patients and
families, and benefit from the lessons learned, and (2) docu-
ment the progress made in our partnership efforts (engage-
ment, collaboration, governance, etc.).

The Niska consulting co-op was hired to conduct this study,
following a request for proposals issued in 2019. A total of
12 potential providers were initially identified. Six of these
were contacted. Three expressed an interest, and two were
interviewed by MUSCO’s Executive Committee. Niska’s man-
date is to assist the MUSCO team in the assessment process,
collect and analyze data, and draft a report, complete with a set
of recommendations. Niska’s proposal was selected specifically
because of their emphasis on a collaborative approach and their
co-construction mindset.

Focus on continuous improvement

This assessment is not intended to be a scientific study.
It is not being conducted by academic researchers, and
there will be no scientific papers written based on the
findings. The impact study leads will not be referencing any
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scientific literature to prove a hypothesis in response to
a stated problem.

A detailed description of the operation and assessment pro-
tocol was prepared in March 2021. The ethical review bodies
consulted confirmed that a program assessment of this nature
did not require any kind of ethics approval as it fell outside the
scope of a research project. The team members in charge of
coordinating the study are nevertheless committed to ensuring
the process is carried out diligently and methodically and have
been trained in clinical research ethics.

First steps

An initial brainstorming session was held in September 2020,
with the members of the Full Committee (including the Executive
Committee) and the Steering Committee. Roughly a dozen
participants were asked about their understanding of MUSCO’s
objectives and the changes they felt it should achieve. These
answers made it possible to identify change pathways that will
serve as the study guidelines and help pinpoint which MUSCO
activities are making a difference in the well-being of families and
in collaborative practices in partner institutions. The assessment
objectives and the methodology were developed based on these
change pathways, which will guide the thought process as the
Initiative continues to evolve.

The theory of change is “essentially
an explanation of how a group

of stakeholders expects to reach

a commonly understood long-
term goal.”

(Andrea A. Anderson, The
Community Builder’s Approach to
Theory of Change, 2005).
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An Assessment Committee was set up to contribute to the
thought process, engage stakeholders and serve the needs of
the study, with the support of Niska’s consultants. Committee
members have been tasked with validating the objectives of
the stakeholder consultation, reviewing the methodology
and contributing to its application by connecting the people
involved, participating in the joint analysis of the results of
individual interviews and group discussions, and helping to
draft recommendations.

There are 10 members on the Assessment Committee, reflec-
ting a diversity of expertise and ensuring each of the institu-
tions and organizations are represented. Members met for the
first time in December 2020, virtually, to get the ball rolling.
They discussed the assessment approach and potential contacts
for group discussions and interviews. They subsequently went
over the content of the surveys. And they have been consulted
and informed throughout each of the stages.

S0

Impact Study

Getting things underway

Through a series of conversations with the Assessment Com-
mittee, members of the governance committees and the
MUSCO coordination team, the main objectives of the study
were defined and approved. The outcomes of these objectives
will be measured via discussions with those who contribute to
and benefit from the Initiative. This process will be guided by
surveys administered by way of individual interviews and group
discussions. Note that these questions will focus primarily on
the perceived quality of the practices as well as the perceived
quality of collaboration.

In all, 72 participants will be invited to take part in the process.
The list has been approved by the Assessment Committee. They
were selected based on a series of assessment objectives and will
participate on a voluntary basis. Respondents include family
members, healthcare workers and professionals, pilot project
participants, MUSCO shared resources, and leaders of MUSCO
hospitals/foundations and external partners ((APPENDIX'S ).

A total of 14 interviews and an initial group discussion were
conducted in Year 3. Individual and group conversations will
be ongoing in Year 4, starting in September 2021. These conver-
sations will then be analyzed, and the results circulated and
contemplated. MUSCO’s strategic directions will then be
reviewed in light of these findings.



Looking Ahead to 2020-2021

Challenges and issues on the horizon

Finalizing the first part of the impact study to adjust MUSCO’s strategic directions

The Initiative’s impact study was launched in June 2021. Individual interviews and group discussions will straddle
Years 3 and 4. The remaining conversations with participants will have to be planned and conducted, and the
resulting data reviewed and compiled. Then Niska will perform a qualitative data analysis, the results of which
will be incorporated into a large-scale co-analysis workshop, where a number of the individuals who took part
in the group discussions and individual interviews will be convened to go over the results, expand on their
interpretation and determine prospective ways forward. Niska will then prepare a report summarizing these
results and recommendations, which will guide the process of reviewing the Initiative’s strategic directions.

Collaboration model

During the most recent meeting of the MUSCO Steering Committee, members agreed how vital it was to adequa-
tely convey the innovative nature of MUSCO, the type of projects the Initiative supports and how it can influence
and inspire other institutions, departments and professionals. They also indicated the importance of the impact
study results in accomplishing these objectives, which will make it possible to identify strengths and weaknesses,
as well as pitfalls to be avoided, actions that should have been done differently and recommendations.
When the results are released, further thought can go into promoting the Initiative, through conferences
organized by partners or an event planned by MUSCO.

Determining the potential of projects that are still in development

Taking a closer look at the status of the MUSCO project portfolio, we can see that some projects are still at the
brainstorming stage or have been yet to be launched because of COVID-19. This is the case for the Educational
Technology and Relay projects. A working group has been created for both to determine the most relevant
content to be implemented. The Living Lab Project has not been able to move forward given the understandably
strict public health restrictions in place at the Marie Enfant Rehabilitation Centre. With 2020-2021 being the
fourth and officially next-to-last year of the Initiative, it will be crucial to decide on the fate of these projects
and determine whether the Initiative can bring them into existence, or whether further discussion is needed
to identify other projects that should took their place, similar to the Rehabilitation Clinical Research Support
Project, which emerged out of the Rehabilitation Equipment and Technical Aids projects.

Year 4: The penultimate year of the MUSCO Initiative

The MUSCO Initiative was originally set up for a five-year period. As we approach Year 4, it will be important
for the governance committees to re-examine what remains to be done and plan accordingly. How can the
benefits be fully leveraged? What can be put in place to keep the collaborative mindset advocated by MUSCO
alive beyond its existence? How can the contributions made thus far continue to have an impact on the projects
that require support? And, finally, what’s next? These questions, which were already floating around when the
Initiative was launched, will need concrete answers in the coming year.
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Conclusion

Throughout this third year of the MUSCO Initiative, our contributors have continued to step up and be there
for us through our governance committees and working groups, despite having to cope with the extra workload
and the mental strain of the pandemic, a string of changes in the people involved, and the various trials and
tribulations they have endured. Amid this ever-changing and ever-uncertain environment, the spirit of moti-
vation is still going strong and fuelling our continuous improvement efforts. We would like to take advantage
of this opportunity to once again sincerely thank all those who have given of their time and themselves to
furthering this approach, and for the gift of their trust.

During the year, we acquired tools and strengthened our team to further empower our efforts to deliver on
our projects and to push forward so they make a real difference and continue to engage partners from a wide
variety of backgrounds. With four shared resources, a dedicated website and a regular newsletter sent out to
the MUSCO community, we aim to become better known and better understood. The scope of our work and
the impacts of the efforts of the various teams working on the ground are becoming more tangible.

But as we say goodbye to one year and hello to the next, we have to keep our sights firmly set on the future to
prepare what is to follow, decide what will ultimately remain of this innovation and guide the outcomes of this
collaborative approach and the projects it will have made possible to initiate, ideate or imagine. The results
of the impact study, launched officially during the year, will measure the effectiveness of the actions that have
been undertaken and how they are perceived by our partners. But more than that, they will serve as a basis of
discussion to review the Initiative’s strategic directions and prepare what comes next.

Whatever these outcomes prove to be, our end goal remains the same: improving the quality of life of
children and their families so they feel welcome, supported, seen and heard at the second home that is their
healthcare institution.

Conclusion
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Thank you for everything you do!

Advisory Pole
Angélique Bélec

Caroline Marie Fidalgo
Cristina Cando

Daniel Bélec

Isabelle Courchesne

Linda Moreau

Stéphanie Renaud Beaudin
(Ariane Tremblay)

(Diane Chénevert)

Steering Committee
Aurélie Vigné

(Claude Pinard)

Dave Merrett

(Ekat Kritikou)
Isabelle Demers
Jacques Boissonneault
(Margaret Ruddy)
Maud Cohen

Renée Vézina
Observers

Evelyne Diot
Christine Laprise
(Nathalie Kamel)
Suzanne Korf

Executive Committee
Aurélie Vigné
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Jacques Boissonneault
Jean-Pierre Farmer
Maryse St-Onge
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Evelyne Diot
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Jacques Boissonneault
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(Lucie Thomas)
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Maria Centoni
Marie-Anne Lagacé

Maryse St-Onge
(Sarah Emery)
Stephanie Gould

Soo Lin Ng
Tina del Duca

Legend

@ cHu sainte-Justine (hospital and foundation) . Marie Enfant Rehabilitation Centre @ wMontreal children’s Hospital (hospital and foundation)

. Shriners Hospitals for Children - Canada . Mirella & Lino Saputo Foundation External partners . Patient Experts and Patient Resources
*  Project lead © Collaborative ties within a major project () Person no longer in the position
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Inter-Establishment
Navigator Project
Kelly Thorstad*

Tina del Duca*
(Margaret Ruddy)
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Advisory Committee
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Marjolaine Roy-Beaudry
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DNA Sequencing Project
René St-Arnaud*

(collaborative pathway — genetic counsellor)
Aurélie Vigné

Cristina Pulciani ©

Dounia Boussefiane ©
Frank Rauch

Jacques Michaud ©
Marie-Josée Giguere
Philippe Campeau ©
(Sandra Champagne)

Legend

Enhanced Recovery Project
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Aurélie Vigné*
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Stephanie Gould
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. Marie Enfant Rehabilitation Centre @ wMontreal children’s Hospital (hospital and foundation)

. Mirella & Lino Saputo Foundation

@ cHu sainte-Justine (hospital and foundation)

. Shriners Hospitals for Children - Canada External partners . Patient Experts and Patient Resources

*  Project lead © Collaborative ties within a major project () Person no longer in the position
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(Josée Lanteigne)
(Wedline Rimpel)
(Cristina Lazar)
Shabnam Ahmadzai

Hugo Rivard-Royer
(Fayrouz Aouad)
Lany-Anne Roy

Support for Administrative

Operations
Carolyn Diarbakili
Catherine Lowe
Catherine Trépanier
Genevieve Edmond
(Ines Celeschi)
(Isabelle Jasmin)
Jean Fortier
Jennifer Dacius
Jillian Barnes

Josée Lamarre
Manuela Maurice
Marcella Cicciu
M¢lanie Lagacé-Thibault
(Paula Wall)

Robert Gordon Scott
(Sharon Delisle)
Sherley Thelusma
Soraya Barchi

Sylvie Faucher
Sylvie Sahyoun
Tammy Johnson
Valérie Caledec
(Yarnell Steinberg)

And, of course, our
MUSCO babies...

Henri, Auguste, Eve, Iris, Elise...
and all the others born this year and in

the years to come!

. Marie Enfant Rehabilitation Centre @ wMontreal children’s Hospital (hospital and foundation)
. Mirella & Lino Saputo Foundation

@ cHu sainte-Justine (hospital and foundation)

‘ Shriners Hospitals for Children - Canada External partners . Patient Experts and Patient Resources

*  Project lead © Collaborative ties within a major project () Person no longer in the position
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