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Patient and Family Testimonials – Why This Initiative Is Important

Photo: Ashely MacPhee Photography
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When you have a child with 
musculoskeletal disabilities 
needing complex care, you can 
easily feel as if you’re drowning in 
the healthcare system.
— Linda, Nia’s mother
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Message from MUSCO’s Partner Foundations

Message from MUSCO’s Partner Foundations 

In the philanthropic community, we are fortunate to work alongside many caring, compassionate, 
generous and selfless people whose contributions pave the way for forward-looking projects that 
make a real difference in the lives of children and, more broadly, families.

Mirella and Lino Saputo are two of these people. They bring a unique perspective to the MUSCO 
Initiative. As leaders in philanthropic and community engagement in Quebec, they do more than 
donate money. They are visionaries who have inspired us to unite our strengths in order to revolu-
tionize the care and services offered to patients. Their dream is for their contributions to be a force 
for tangible and enduring change.

We share these values and this pledge to building a better future. For the children and families 
supported by MUSCO, their condition is something they will have to live with every day of their 
life. We want to do much more than help them overcome adversity in the short term: we want to 
provide them with a lasting source of support, backed by all the resources we have at our disposal. 

Our efforts to initiate and support this multidisciplinary, multisector and inclusive collaboration 
speak volumes about the power of philanthropy to shape innovation in every aspect of our society.

We are immensely grateful to the Saputos for the trust they have placed in us.

Their support empowers us to change the lives of children and their families.

Maud Cohen
President and CEO 
CHU Sainte-Justine Foundation

David Merrett
Chairman of the 
Board of Governors 
Shriners Hospitals 
for Children – Canada

Renée Vézina
President 
Montreal Children’s 
Hospital Foundation
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Message from MUSCO’s Partner Hospitals

Children and families living with musculoskeletal disorders requiring complex care are frequent 
users of our healthcare facilities – so much so, in fact, that they often call us their “second home.”

The contribution of the Mirella & Lino Saputo Foundation will help our institutions work together 
even more closely, thereby simplifying the delivery of care and services to our patients and the 
people who love them.

Our mission to constantly improve the support provided to families will undoubtedly be strengthe-
ned by this collaboration. What we are learning from this experience allows us to keep pushing the 
envelope. As a result, we will be able to continue to do our utmost to make the dream we all share 
come true: to make life easier for our patients.

Thank you to the Mirella & Lino Saputo Foundation for giving us the resources to work toward this 
dream, together.

Caroline Barbir
President and CEO 
CHU Sainte-Justine / 
Marie Enfant 
Rehabilitation Centre

Jacques Boissonneault
Hospital Administrator 
Shriners Hospitals 
for Children – Canada 

Pierre Gfeller, MD
President and 
Executive Director 
McGill University 
Health Centre
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Foreword

Foreword
MUSCO is a joint initiative of CHU Sainte-Justine and its affiliated Marie Enfant Rehabilitation 
Centre (CRME), the Montreal Children’s Hospital and Shriners Hospitals for Children – Canada, 
with the support of the Mirella & Lino Saputo Foundation. The goal of MUSCO is to revolutionize 
the care and services provided to young patients in Quebec, in the hopes of transforming the 
approach taken with children living with musculoskeletal disorders requiring complex care 
and providing better support to their families. 

Helping families overcome everyday challenges 
MUSCO was established to address a pervasive issue: children with musculoskeletal disorders 
requiring complex care encounter far too many difficulties in getting the services they need and 
in obtaining assistance with their social integration. In Quebec, there are currently 60,000 children 
and youth living with one or multiple physical impairments. A full third of these cases are conside-
red to be severe or very severe. Some conditions are congenital, while others are the result of an 
accident, but they all have repercussions on daily life and social functioning. 

Together, MUSCO’s four partner institutions treat more than 70% of the children and youth in 
Quebec who have disabilities of this nature. Sadly, a full 55% of these families report that the timely 
delivery of the services their child needs is an ongoing challenge. These institutions pride themsel-
ves on the high-quality care they provide to patients. They are leaders in their field. But access 
to this expertise remains problematic for families as they come up against multiple obstacles – 
a situation that is only made worse when a chronic condition means facing the same hurdles 
over and over again. 

MUSCO is 1 joint initiative that brings 
together nearly 200 dedicated partners 
from  4 top pediatric institutions to lead 
20+ projects over the next 5 years in order 
to benefit thousands of young patients 
living with musculoskeletal disorders 
requiring complex care.
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Teaming up to transform patient care and services
In 2015, the Mirella & Lino Saputo Foundation decided enough was enough. They started thinking 
about the best way to help Montreal’s four leading pediatric institutions work together so they could 
support families and make sure patients received the right care at the right place at the right time. 

To move forward with this initiative requires a certain type of collaboration – one that involves 
multiple stakeholders with high-level, complementary expertise and that is based on a continuum 
of research, care, teaching and rehabilitation. Everyone along this path shares the desire to improve 
quality of life for the children and families who use their facilities. And they are all invested in provi-
ding an optimal, efficient level of care and services. Some of these professionals are already working 
together on other projects. But at MUSCO, for the first time, this partnership is happening at an insti-
tutional level to ensure a concerted, optimized and streamlined approach.

A commitment to making a real difference for patients and their families
This considerable investment designed to strengthen the capacities of these pediatric institutions 
aims to ensure they have the means to achieve their ambitions and make children’s lives better. 
This comes down to improving how innovation is applied to care and services for families, develo-
ping ground-breaking research programs, supporting multidisciplinary treatment approaches, 
using state-of-the-art technology to develop innovative rehab solutions and enhancing healthcare 
professionals’ practices. 

Every project needs to be planned in a way that promotes families’ well-being. The patient is and 
must remain the focal point of all decisions. For example, the main aim of recruiting an inter-esta-
blishment navigator is to provide direct support and personalized care to families as they navigate 
through each of the institutions. When medical professionals take part in a training program, it is with 
the end goal of improving the patient experience. And when educational technologies are deve-
loped, it is to ensure families receive the support they need.
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2018–2019 Priorities and Highlights

2018-2019 Priorities and Highlights1

1 The report covers the period between June 2018 and June 2019. 

2018–2019: A year of bringing an idea to life
The initial idea for MUSCO came about in 2015. The meetings and discussions that have taken place 
in the years since to secure the commitment of the various partners and define the broad lines of 
their involvement led to the signing of a framework agreement by three hospitals (CHU Sainte-
Justine and its Marie Enfant Rehabilitation Centre or CRME, the Montreal Children’s Hospital and 
Shriners Hospitals for Children – Canada) as well as the foundations of each hospital and the Mirella 
& Lino Saputo Foundation. This agreement set out the basic guidelines for the latter’s support. 

Three individual agreements – one for each hospital – were also signed, the most recent of which 
was in October 2018. The terms of these agreements described the commitment of the Mirella & 
Lino Saputo Foundation toward each institution in greater detail.

The framework and individual agreements signed in 2018 covered a period of five years. During this 
time, the MUSCO Initiative will be implemented in a variety of ways to achieve the goals identified 
over the long term.      

Angélique with her parents, Daniel and Isabelle, and Dr. Stefan Parent 
Photo: Ashley MacPhee Photography

Maryse St-Onge 
Photo: Ashley MacPhee Photography
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A well-structured project development framework 
A project manager was hired in June 2018 to coordinate MUSCO’s various activities. She works 
exclusively on the Initiative’s projects, dividing her time between the four partner institutions.

A number of important tasks were completed in 2018–2019:
• preparation of a five-year strategic plan to set forth MUSCO’s mission and 

vision statements, identify key issues and establish its core focus while the Initiative is 
in force, in support of its efforts to fulfill its raison d’être and achieve its goals,

• preparation of an action plan for Year 1 outlining the projects and efforts 
to be undertaken during MUSCO’s first year of operation to achieve its objectives and make 
a difference in the lives of patients and their families,

• formalization of a governance structure to define the roles of each of the stakeholders and faci-
litate decision-making using a non-conventional approach that embodies MUSCO’s dedication 
to innovation. A schedule of meetings was established for 
the year. In 2018–2019, the Executive Committee met four times and the Full Committee met 
twice. The Steering Committee is expected to hold their inaugural meeting in January 2020. 
The Advisory Pole is currently in the development phase. Every one of these meetings 
is documented in a detailed report.

Maryse St-Onge 
Photo: Ashley MacPhee Photography

Luca Patuelli and Mirella Saputo 
Photo: Ashley MacPhee Photography
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Dr. Reggie Hamdy 
Photo: Ashley MacPhee Photography

Nayla and her mother, Cristina, with Dr. Jean-Pierre Farmer 
Photo: Ashley MacPhee Photography
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Official launch: MUSCO gets its own identity
What was referred to for several months as the “Saputo Initiative” was 
rebranded “MUSCO” for its launch. A new mascot was also unveiled: a 
mouse carrying a backpack – a friend who will be there through thick 
and thin to support children and their families at every step of their 
healthcare journey.

As a result, the MUSCO Initiative is now a living, breathing entity. The name was announced during 
a press conference marking the official launch of the partnership between the four major institu-
tions. The event took place in Montreal on June 5, 2019, in a space provided by Shriners Hospitals 
for Children – Canada.

Organized in close consultation with the foundations of each of the partner institutions, the 
event brought together professionals, doctors, researchers, research assistants, clinicians, 
managers, external partners working with MUSCO and many other partners and families who 
are directly touched by the Initiative. That same day, the Mirella & Lino Saputo Foundation Chair 
in Pediatric Surgical Education and Patient and Family-Centred Care – which represents one of the 
major projects within the scope of MUSCO – was announced at McGill’s Faculty of Medicine. 
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Projects Developed 
in 2018–2019

Description, progress and impacts

A broad portfolio of  translational  projects
MUSCO’s collaboration with its partners is the driving force behind all its efforts. It is 
neither a network nor a community, nor a one-off project. It is an initiative designed  
to foster a culture of dialogue and interaction between various entities, all of which are 
committed to a shared objective of helping children and their families. This is backed 
by an extensive portfolio of projects touching on various levels and stages of the patient 
experience to make everyday life easier and optimize access to the care and services 
available through various institutions.

The resulting efforts cannot necessarily be categorized as research, clinical, teaching 
or rehabilitation projects as they often combine several of these elements as part of a 
broader translational approach rather than being limited to individual silos, teams, 
services or institutions.

Different projects, same  cooperative  approach 
A total of 21 projects were identified in 2018–2019. They are extremely varied in their nature, 
touching on a range of human, material, technological and/or financial resources as well as 
infrastructure development, event planning, pooling of professional insights, parents’ involvement 
in a partnership capacity and training sessions for healthcare professionals.

There are essentially two types of categories for MUSCO:
• Major projects: These are led by a partner institution, but with the project leads generally 

seeking out contributions from other institutions. 
• Joint projects: These are spearheaded jointly by the four partner institutions 

and are collaborative by nature.

The projects listed in this report are tracked in a table and updated on a regular basis.
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The drive to be  innovative  and make a real difference
One of MUSCO’s top priorities is to eliminate overlap, be it within existing projects or at the project 
development stage. Accordingly, it is important to avoid setting up a system, tool or approach that 
is already being used in another department or elsewhere in the private or public sector. 

This commitment to innovation and efficiency is in keeping with MUSCO’s desire to serve as an 
example in Quebec, throughout Canada and around the world. The goal is to optimize the way in 
which children and families are served by using a multi- and interdisciplinary integrated approach 
to service delivery. In other words, if this approach is successful in helping improve the quality of 
life of children with musculoskeletal disorders, why not replicate it elsewhere to help other children 
with conditions of other types? 

An  inclusive  approach to catering to the needs of patients and families 
Patients and families are at the heart of MUSCO’s priorities. Projects must be developed in a way 
that benefits children and the people around them. As a result, they need to be able to draw 
on patients’ insights, using varying levels and approaches. This can mean involving them as the 
project itself is being defined, asking for their input while a new tool is being developed or having 
them join the team to improve an existing system. 

This approach is underpinned by an openness to working with other partners. For each project, 
it is necessary to seek out the proper resources, even if that means turning to outside sources. 
The Living Lab, currently in development, is an example of this openness in action: not only will 
patients be involved, but community organizations and industry representatives will be as well.



1

MUSCO – 2018–2019 Annual Activity Report

Project 1 Create a fund to provide respite and financial aid to families

Project status
 This project is still in the idea phase. As the specific direction is yet to be deter-
mined, the decision was made to delay moving forward in order to learn more 
about the particular needs the project would address.

Actions taken in 2018–2019
The Mirella & Lino Saputo Foundation, with the support of the Maison de l’Inno-
vation Sociale, consulted the parents of people living with disabilities in order to 
understand their real needs. Several initiatives were launched, including a study on 
the need for respite by the organization Solidarité de parents de personnes handica-
pées. Based on the results of this study, it will be possible to better define the scope 
of this project, which will be carried out within the broader MUSCO framework.

Impact on patients and families
As the project has not yet been launched, the impact on patients and families 
cannot be measured.

Partnerships
At the moment, the project relies on an external collaboration and discussions with 
the organization that is responsible for the respite study. The project scope will be 
defined based on the outcomes of this study.

Indicators
The indicators will be determined in accordance with the study’s findings.

Actions for 2019–2020
Once the study’s findings are released, the next steps will be to describe and budget 
the project and define its focus areas for the coming years of the MUSCO Initiative.

MUSCO’s impact
MUSCO’s involvement emphasized the necessity of examining the needs of 
recipients before defining the makeup of the project in line with these needs. 

13
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Develop educational technology

Project status
The project is still at the idea phase. The goal is to mandate the Advisory Pole 
(Project 4) to have patient partners reflect on the needs this project should 
prioritize. 

Actions taken in 2018–2019
Questions were raised to identify the project’s objectives and recipients: is the 
purpose to keep parents informed, to help patients better understand their condi-
tion, to help families deal with the four institutions more effectively? Yapouni – 
a start-up that developed an educational role-playing game to give children a 
sense of control over their illness and make hospital stays less frightening – was 
met to discuss the project. 

Impact on patients and families
As the project has not yet been launched, the impact on patients and families 
cannot be measured.

Partnerships 
There have been several discussions with Yapouni, which served to validate 
the approach to first onboard patient partners to better define their needs.

Indicators
The indicators will be confirmed once the project content is defined.

Actions for 2019–2020
Once patient partners are recruited to the Advisory Pole, the priority needs 
of patients and families will be defined, the content will be determined and 
the project will be budgeted in keeping with a timeline for the coming years 
of the MUSCO Initiative. 

MUSCO’s impact
MUSCO confirmed the importance of analyzing patient needs before putting 
in place projects that target them as the central recipients. 

Project 2
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Create a space for discussion and reflection in the 
Technopôle’s Living Lab to allow patients 
and families to concretely participate in improving 
their living conditions 

Project 3

Project status
The Living Lab will be moved to the 
Technopôle, a new building adjacent to 
the CRME that was officially inaugurated 
in April 2019. Rooms have been set aside 
on the building’s second floor to house 
the project, which will mobilize a variety 
of stakeholders – clinicians, researchers, 
parents, community organizations, etc. – 
to undergo a reflection process relating 
to the major projects submitted for their 
consideration. 

Actions taken in 2018–2019
Before welcoming the partners who 
will share their ideas and reflections on 
large-scale projects, the first step consists 
in defining the governance of this new work 
unit. In 2018–2019, at the same time as the 
launch of the Technopôle’s facilities, the first 
steps were taken to define this governance 
model. Recruitment is currently underway to 
hire a manager, who will be responsible for 
partnerships as well as 
Living Lab operations.  

Impact on patients and families
The impact on patients and families – 
who will participate in Living Lab discus-
sions in the same capacity as physicians, 
researchers, community organizations and 
other industry partners – will be measured 
once the Living Lab is operational.

Partnerships 
Within the MUSCO Initiative, partners are 
already working together to organize an 
event on cerebral palsy (Project 20). As 
part of the event’s program, there will be a 
family-oriented forum addressing different 
themes that affect patients and their fami-
lies. The ideas and proposals arising from 
this forum could be used to shape 
key projects for the Living Lab.

Indicators
The defined indicators are related to the 
activities developed by the Living Lab. 
They will be made available once the 
Living Lab is fully operational.

Actions for 2019–2020
The actions for 2019–2020 will focus 
simultaneously on setting up the gover-
nance of the Living Lab, filling the position 
of partnership manager and identifying 
several major projects to be discussed 
in the Living Lab. 

MUSCO’s impact
By supporting the developing of several 
different types of projects, the MUSCO 
Initiative makes it easier to build bridges 
and foster dialogue about these underta-
kings, as seen in the Living Lab project 
and the event on cerebral palsy. 

15
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Assist community organizations in their efforts to fulfill their 
missions to help patients and families

Project status
Before formalizing this project, several information meetings were held with a 
number of pre-selected community organizations. Some of these organizations 
expressed their interest in receiving support from the CRME so they could better 
fulfill their missions to help patients and families. A room has been set aside in the 
CRME to host the activities proposed by these organizations, and various steps have 
been taken to move this project forward.

Actions taken in 2018–2019
A suitable room was located, and three community organizations have already 
expressed their interest in occupying this space, in keeping with the conditions 
that will be set forth in an agreement outlining the roles and responsibilities of all 
parties. There have been discussions with Sainte-Justine’s legal team to agree on 
the terms of this contract. 

Impact on patients and families
The impact on patients and families has not been measured because community 
organizations have not yet had an opportunity to use the rooms and organize 
activities for patients and families (courses, information sessions, etc.).

Partnerships 
As part of the reflection process behind the project’s implementation, the CRME 
has bolstered discussions with the organizations that will use the space. 

Indicators
The indicators will be populated once the project is in place. 

Actions for 2019–2020
The partnership agreement with community organizations will be reviewed and 
signed. The room must be set up to be able to host various activities as they arise. 

MUSCO’s impact
Advancing this project as part of the MUSCO Initiative made it easier to organize 
the initial information sessions and discussions with community organizations

 

Project 3b
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Recruit several parents to participate in the Advisory Pole

Project status
Before creating an Advisory Pole of patient partners as part of the Initiative’s  
governance model, it was important to ensure that the entire process was clear 
and coherent. This also entailed recruiting an inter-establishment navigator to 
identify patient partners among those receiving services from at least two MUSCO 
partner institutions.

Actions taken in 2018–2019
The first MUSCO inter-establishment navigator (Project 7) was hired. Furthermore, 
a draft mandate for the Advisory Pole and the profile for potential patient partners 
and resource patients were completed. These documents will serve to properly 
identify the patients and families who would be most likely to participate in the 
Initiative and upcoming projects. 

Impact on patients and families
As the Advisory Pole has not yet been created, it is not possible at this juncture 
to measure the real impact of patient and family involvement within 
the governance structure.

Partnerships 
Several prospective partners, including the Centre of Excellence on Partnership 
with Patients and the Public, have been approached or met with to discuss the 
implementation of the Advisory Pole.

Indicators
The indicators for this project have not yet been populated. 

Actions for 2019–2020
Identifying and recruiting patient partners and resource patients for the MUSCO 
Advisory Pole will be finalized during Year 2 of the process in order to confirm 
the priorities being considered for certain projects and to more clearly define 
the projects that are still in the idea phase. 

MUSCO’s impact
MUSCO has pushed to put in place a body within the governance structure that will 
give a voice to patients and families. The structure will allow them to provide their 
input on ongoing or upcoming projects that concern them directly and have an 
impact on their daily lives. 

Project 4
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Install survey terminals inside the Sainte-Justine 
AGIS! Centre of Excellence

Projet 5

Project status
The first phase of the quality of life survey 
terminals project was launched to coincide 
with the opening of Sainte-Justine’s AGIS! 
clinic in June 2019. An area near the waiting 
room has been set aside for patients and 
families to complete e-surveys on quality 
of life before being seen by their physician, 
which will allow the latter to have imme-
diate access to useful information on each 
patient’s overall health in order to deliver 
a more precise, effective diagnosis. 

Actions taken in 2018–2019
The selected room was set up so that the 
survey terminals could be installed in the 
new clinic. Several work sessions were held 
with the IT team to kick off the project 
and select the most appropriate interface 
(Kentico). Medical archives were consulted 
before proceeding with the digitization 
of the surveys, which had until then only 
been accessible on paper.  

Impact on patients and families
As the first phase of this project was 
launched June 2019, it will be possible 
to measure the impact of this phase 
on patients and families in 2019–2020.

Partnerships 
Within the MUSCO Initiative, partners 
are already working together to organize 
an event on cerebral palsy (Project 20). 
As part of the event’s program, there will 
be a family-oriented forum addressing 
different themes that affect patients and 
their families. The ideas and proposals 
arising from this forum could be used 
to shape key projects for the Living Lab.

Indicators
The indicators will be populated 
in 2019–2020.

Actions for 2019–2020
In 2019–2020, Phase 1 of the project will be 
finalized and patient observations collected 
through the surveys that will be used to 
launch Phase 2 (adapting and potentially 
improving the room layout) and steer 
the project towards Phase 3 (online access 
to the survey via computer, tablet 
or mobile phone). 

MUSCO’s impact
This project to digitize the tools used 
by healthcare professionals could serve 
as an example for other Sainte-Justine 
clinics. MUSCO’s support help could 
potentially turn this into a pilot project 
involving other patients. 

18
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Outline a clear and transparent communication process for 
the continuum of patient care between partner institutions

Project 6

Project status
The project had already been the subject 
of several work sessions prior to the launch 
of the Initiative, which led to the draft of 
several continuum of care scenarios for 
patients of more than one partner institu-
tion. The composition of the working 
group has been modified and enhanced 
in order to guarantee that each institution 
is represented. 

Actions taken in 2018–2019
During 2018–2019, the working group 
agreed on the overall process and 
jointly validated the project’s terms 
of reference. Participants accepted 
the overall priorities and main steps 
to take in order to finalize the project 
so that the study and data collection 
could formally begin.

Impact on patients and families
The first step of the project will consist 
in collecting information from healthcare 
professionals (to improve the established 
continuum of care scenarios) and patients 
(to build continuum of care scenarios from 
the perspective of recipients and based on 
their experiential knowledge, experiences 
and emotions). This direct involvement of 
patients will point to potential solutions 
that have a tangible impact on families. 

Partnerships 
The working group, in addition to the 
representatives of MUSCO’s partner institu-
tions, includes a researcher whose principal 
interest is the epidemiology of the use of 
musculoskeletal health services. A design 
studio has also been approached to oversee 
the qualitative aspects of the patient 
survey phase. 

Indicators
Some indicators have already been defined 
and validated in the terms of reference. 
Other indicators may be populated  
in the next year.

Actions for 2019–2020
Qualitative and quantitative data collection 
is slated to start in 2019–2020 based on the 
observations and survey responses of heal-
thcare professionals and patients. This first 
phase will enrich the current continuum 
of care scenarios and identify potential 
solutions and prototypes. Preliminary 
avenues have already been identified by 
building on the observations of the inter-es-
tablishment navigator. 

MUSCO’s impact
MUSCO has already had an impact on 
working group meetings by helping the 
institutions’ representatives identify the 
limitations, overlaps and gaps that might 
impact patients – issues healthcare profes-
sionals had not necessarily been aware of 
prior to these meetings.

19
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Recruit inter-establishment navigators to assist patients 
and their families

Project status
Hiring the first inter-establishment navigator was a top priority for 2018–2019. This 
was MUSCO’s second employee, after the project manager. The inter-establishment 
navigator plays a key role, interacting with the four partner institutions and provi-
ding support to patients and families in need. The first person to hold this position 
took up her duties in April 2019. 

Actions taken in 2018–2019
In 2018–2019, in preparation for upcoming recruitment efforts, steps were taken to 
define the responsibilities of the future inter-establishment navigator. Two people 
were designated to act as resources for the new employee and represent the inte-
rests of the four hospitals.

Impact on patients and families
The new inter-establishment navigator began by undertaking a process of obser-
vation to learn more about the services and realities of each institution. At the 
same time, she also started familiarizing herself with a number of patient cases. For 
instance, she was contacted by a social worker to participate in an interdisciplinary 
meeting to determine the direction of a patient’s care in light of the number of 
institutions involved in his treatment and the complex nature of his condition. As 
a result, it was possible to have someone at the meeting who was able to see the 
situation as a whole and make objective remarks. Another case involved a patient 
whose surgery had been cancelled at the last minute. This raised questions regar-
ding the pre-admission assessment process and issues relating to mental health. 
Given that the healthcare team needed to focus on the immediate, critical needs of 
the patient and mother, the inter-establishment navigator’s involvement made it 
possible to evaluate the various factors and facilitate communication between the 
institutions. 

Partnerships 
The four partner institutions worked together to draft the inter-establishment 
navigator’s job description and define the objectives associated with the role. 
The human resources departments of each institution also contributed to the 
process and simultaneously posted the job opening on their respective platforms. 

Indicators
Several indicators were established, but they have yet to be populated, 
as the inter-establishment navigator started working in April 2019. 

 

Project 7
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Actions for 2019–2020
The inter-establishment navigator will be a key stakeholder in the continuum of care 
project (Project 6) in her capacity as an innovation coordinator. Her observations 
and the on-the-ground support she provides to patients and healthcare profes-
sionals will be indispensable. She will contribute to the Advisory Pole by recruiting 
patient partners and will interact directly with more and more patients and their 
families as her role is further refined. Finally, the development of documentation 
and specific communication processes will help address some of the complex 
logistics involved in her work.

MUSCO’s impact
MUSCO made it possible to coordinate the recruitment efforts for a position that 
operates at the intersection of four hospitals, which is an innovation in its own right. 
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Create a database of patients receiving orthopedic care 
at Sainte-Justine

Project status
There is a desire to expand the scope of a recent project for patients with scolio-
sis and to make these services available to all the patients at the Sainte-Justine 
orthopedic clinic. There are also ongoing discussions to explore potential collabora-
tive opportunities with Shriners Hospital for Children – Canada as they relate to this 
specific project. 

Actions taken in 2018–2019
Several meetings were held with clinicians and representatives from IT teams in 
order to clarify the nature of the project as well as its context, issues and objectives. 
These initial discussions helped to set out specific expectations and ask questions 
about the logistical and technological requirements underlying the project’s 
implementation.

Impact on patients and families
The impact on patients and families will be measured when the project 
starts up.

Partnerships 
Discussions are underway to consider potential collaborative mechanisms 
with Shriners Hospital for Children – Canada for this project in order to initiate 
discussions between the IT teams at each of the institutions.

Indicators
The indicators can be populated once the project begins. 

Actions for 2019–2020
The working group will meet again to discuss questions relating to technological 
and logistical considerations.

MUSCO’s impact
MUSCO is providing an opportunity to reflect on the development of a project that 
could serve as model and pilot project for other units at Sainte-Justine that would 
benefit from a similar service. 

Project 8
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Set up 3D EOS radiology rooms in Sainte-Justine’s 
new AGIS! Centre of Excellence 

Project status
The project’s timeline was linked to the opening of the Sainte-Justine AGIS! 
clinic, which started seeing patients in June 2019. The project is therefore almost 
complete, although there is still some work in progress and some pending invoices 
to process. 

Actions taken in 2018–2019
During 2018–2019, the Sainte-Justine construction team put everything in place to 
make sure that the new spaces would be ready in time to install the EOS3 and EOS4 
systems. This project falls under the scope of the clinic’s development plans and 
overall strategy to modernize Sainte-Justine’s existing facilities. 

Impact on patients and families
The newly opened clinic is bright, spacious and inviting, thus creating a warm, 
welcoming environment for patients and families.

Partnerships 
The need for collaboration for this project will be more pressing in the coming year, 
once results begin to emerge regarding patient use of the EOS equipment installed 
in these new spaces.

Indicators
The indicators will be populated starting in 2019–2020. 

Actions for 2019–2020
The first step will be to finalize the budget for the work, including an updated final 
breakdown of the incurred costs. Project impact will then be measured and poten-
tial collaborative opportunities identified and developed.

MUSCO’s impact
MUSCO helped improve the conditions in which patients are treated, 
with new facilities designed specifically to suit their needs. 

Project 9
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Acquire new rehabilitation equipment for the Technopôle in 
order to support patients enrolled in walking rehabilitation 
programs

Project status
The Technopôle opened in April 2019. Phase 1 of the construction work 
was finalized, the facilities were set up and new pieces of equipment were acquired. 
The Technopôle project is now in Phase 2, which consists in purchasing new rehabi-
litation equipment that will benefit patients and families.

Actions taken in 2018–2019
There have been initial discussions to begin the process of identifying equipment 
that could be acquired through MUSCO’s financial support – more specifically, 
equipment that would address the issues and objectives targeted by the Initiative.

Impact on patients and families
Once the equipment is acquired, there will be a direct impact on patients. The new 
machines will assist patients with their rehabilitation program, and the data collec-
ted will serve both clinical and research components.

Partnerships 
Partnerships could be concluded once the equipment is acquired. In fact, the teams 
from Shriners Hospital for Children – Canada have already expressed an interest  
in setting up a meeting with their counterparts at Sainte-Justine.

Indicators
The indicators will be established once the equipment has been acquired.

Actions for 2019–2020
Starting in September 2019, the project will consist in identifying equipment that 
meets the stipulated acquisition criteria and could be integrated into the Initiative 
in a logical way

MUSCO’s impact
The existence of MUSCO raised the teams’ interest in meeting to discuss their shared 
objectives. MUSCO paves the way for these types of conversations to occur. 

Project 10
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Acquire 3D printers for the Technopôle 
to provide patients with prototypes of orthotic 
devices and personalized prosthetics 

Project status
During the first phase of the Technopôle’s equipment acquisitions, 
the MUSCO Initiative wanted to include the acquisition of 3D printers to be 
able to design personalized technical aids (orthotics, prosthetics, etc.) adapted 
to the needs of patients.

Actions taken in 2018–2019
A request for proposals was launched to acquire a first 3D printer for Year 1 
of the project. The RFP closed in late June 2019. 

Impact on patients and families
Once the equipment is acquired, there will be a direct, major impact on patients. 
The new machines will assist patients with their rehabilitation program, and the 
data collected will serve both clinical and research components. The outcomes will 
be significant in that patients will benefit from devices that are better suited to their 
morphology (and aesthetic preferences). This in turn will result in greater autonomy.

Partnerships 
Collaborative opportunities could be explored once the equipment is acquired. 

Indicators
The indicators can be populated following the acquisition of the 3D printers.

Actions for 2019–2020
Once the request for proposals to acquire the first printer is finalized, the acquisition 
can proceed and it will become possible to determine the impact on patients. 

MUSCO’s impact
With MUSCO’s support, it will be possible to share observations of patients’ use 
of the technical aids designed using the newly acquired 3D printers. 

Project 11
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Support the coordination of Sainte-Justine’s URCO 
clinical research 

Project 12

Project status
The MUSCO Initiative’s objective was to 
support the work of the team of clinical 
research assistants at the Clinical Research 
Unit in Orthopedics (URCO). The assis-
tants worked on projects and protocols in 
connection with the Initiative, but also on 
other types of projects backed by alterna-
tive sources of funding.

Actions taken in 2018–2019
As part of the Initiative, the clinical research 
assistants worked on managing the quality 
of life surveys and setting up survey ter-
minals (Project 5) by digitizing the ques-
tionnaires, which had previously only been 
available in paper format. Another project 
involved monitoring patients with scoliosis 
as part of the HARMS Study Group project, 
where a cohort of surgeons is conducting 
multicentre research on spinal deformities 
in children. The research assistants also 
helped monitor patients who were initially 
admitted into emergency care due to ankle 
injuries as well as patients who had received 
implants to treat their scoliosis. 

Impact on patients and families
The changes and improvements made 
to existing protocols have already made 
life easier for patients and families. It will 
be necessary to take a step back to measure 
the impact on patients once these protocols 
have been fully implemented. 

Partnerships 
Partnerships may be formed once the proto-
cols are in place in an effort to disseminate 
best practices and replicate pilot projects. 

Indicators
Indicators can be measured once the new 
protocols being developed by the team 
are put in place.

Actions for 2019–2020
For 2019–2020, the focus will be on iden-
tifying the projects and tasks that the clini-
cal research team will continue to advance 
for the specific purposes of the Initiative, 
and distinguishing these from tasks and mis-
sions backed by other sources of funding. 

MUSCO’s impact
MUSCO will help disseminate best practices 
developed as part of the clinical research 
work. 
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Recruit a new Sainte-Justine clinical researcher specializing 
in spinal disorders 

Project status
The project involves hiring a replacement for the current clinical researcher, who 
plans to step down in the next few years. MUSCO’s support will take the form of the 
initial funding required to fill this key position. Several candidates have already been 
approached, but formal recruitment efforts will not proceed until 2021–2022.

Actions taken in 2018–2019
At the moment, the focus is on identifying and approaching candidates with 
the potential to assume this role.

Impact on patients and families
The impact on patients and families can be measured once the new clinical 
researcher is hired. 

Partnerships 
Recruitment efforts will be carried out in collaboration with university departments.

Indicators
The indicators can be measured once the project starts.

Actions for 2019–2020
Candidates will be identified on an ongoing basis. Note, however, that project 
will be carried over to Year 3 of the Initiative for the purposes of the action plan.

MUSCO’s impact
MUSCO’s impact will be measured once the project is underway. 

Project 13
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Patient and Family Testimonials – Why This Initiative Is Important

In my opinion, MUSCO will 
go a long way in improving 
communication between each 
of the hospitals. Everything 
will be easier, wait times will 
probably be much shorter, 
and communication will 
be much better.
– Daniel, Angélique’s dad

Photo: Ashley MacPhee Photography 
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Fund the Shriners Hospital for Children – 
Canada genome sequencing project for bone diseases

Project 14

Project status
The project officially kicked off with the 
acquisition of sequencing equipment. This 
project will be carried out over the long 
term, within the broader Shriners Hospitals 
network, primarily located in the United 
States. The patients and families targeted by 
this project will be “Shriners” patients, rather 
than patients from across Quebec, in order to 
avoid having a mission that overlaps with the 
new Quebec Clinical Genomics Centre, which 
opened at Sainte-Justine in July 2018.

Actions taken in 2018–2019
In addition to the new sequencer, a technician 
was hired to operationalize and calibrate the 
new equipment, and teams were trained on 
how to use it. At the same time, efforts to 
explore potential collaboration channels with 
other institutions, in particular Sainte-Justine, 
got underway. The legal team at Shriners 
Hospital for Children – Canada was contacted 
in order to evaluate the possibility of develo-
ping an agreement that would allow practices 
to be shared, and a scenario is being studied 
to hire a genetic advisor, who would occupy 
a position at the intersection of the partner 
institutions, similar to the inter-establishment 
navigator.

Impact on patients and families
The impact of this project on patients and 
families will be measurable over the longer 
term. However, the creation of a position of 
genetics advisor could provide support to 
families in the short term by helping them 
understand the various issues stemming  
from genetic testing.

Partnerships 
Several meetings were held during the first 
year to explore potential opportunities for 
collaboration between the research teams at 
Shriners Hospital for Children – Canada and 
Sainte-Justine. Discussions are ongoing, and 
the working group has expressed an interest 
in moving forward in this regard.

Indicators
The indicators will be able to be measured 
as soon as the first sequencing operations 
take place. 

Actions for 2019–2020
In the coming year, the focus will be on acqui-
ring other equipment and supplies needed 
to start the project, such as the samples that 
will allow for patient genome sequencing. 
Actions will also include bringing together 
the Shriners and Sainte-Justine teams again 
to advance the thought process on potential 
collaborative mechanisms. 

MUSCO’s impact
MUSCO has allowed the research teams 
at Shriners Hospital for Children – Canada 
and Sainte-Justine to come together and 
talk about their respective missions, achieve 
a better understanding of each other’s issues 
and discuss the complementary contribu-
tions the two institutions could make 
to this project.
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Develop protocols to promote 
enhanced recovery

Project 15

Project status
This project is the epitome of innovation. 
The principle of enhanced recovery was 
initially applied to adult patients and is a 
new approach in the field of pediatrics. 
The first step of the project involves swaying 
stakeholders’ opinions and putting in place 
the necessary resources to develop this 
new approach at the Montreal Children’s 
Hospital. The next step will be to present 
the approach to other pediatric hospitals. 

Actions taken in 2018–2019
In December 2018, the project team 
attended the first Enhanced Recovery After 
Surgery (ERAS) World Congress in Virginia. 
A number of projects are currently in the 
planning phase, including one involving 
patients with chest wall deformities who 
are being treated at the Montreal Children’s 
Hospital and Shriners Hospital for Children – 
Canada. Discussions are underway to recruit 
nurse practitioners to oversee and ensure 
compliance with ERAS protocols. 

Impact on patients and families
The impact on patients and families will 
occur once the protocol is concretely in 
place. Outcomes may include shorter hospi-
tal stays, allowing patients to return home 
more quickly. 

Indicators
Indicators could be measured as soon 
as patients begin to benefit from 
the new protocols. 

Actions for 2019–2020
The provincial health ministry is planning 
to organize a work session to deliberate 
pediatric ERAS protocols in fall 2019. 
A chief surgery resident, who is currently 
completing a PhD with the pediatric surgery 
department, will receive funding during 
the 2019–2020 school year. She has been 
tasked with leading the ERAS initiative 
at the Montreal Children’s Hospital and 
onboarding other hospitals.

MUSCO’s impact
MUSCO’s impact will be felt once the proto-
col is concretely in place, but the existence 
of the Initiative could lead to the implemen-
tation of new protocols in the other institu-
tions during Phase 2 of the project. 
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Coordinate the institutions’ training plans to shape 
the leaders of tomorrow 

Project status
This is one of the MUSCO Initiative’s projects that is yet to get off the ground. 
The project outline focuses on giving healthcare professionals the tools to streng-
then their relationships with patients and improve the overall patient and family 
experience throughout their healthcare journey. 

Actions taken in 2018–2019
A number of prospective partners, including the Centre of Excellence on Partnership 
with Patients and the Public, were approached with the idea of building a perso-
nalized, responsive training plan and establishing turnkey training programs for 
interdisciplinary teams from the Initiative’s four partner institutions. 

Impact on patients and families
The impact of these efforts on patients and families will be known once the training 
program is up and running.

Partnerships 
A number of partners have been approached to help develop this project 
in cooperation with an outside training provider. 

Indicators
Indicators will be measured once healthcare professionals have been trained.

Actions for 2019–2020
This will require identifying and contacting partners who could provide training 
on the patient-as-partner approach. Meanwhile, new ideas have emerged with 
regard to the content of other possible types of training. For example, the Initiative 
could support a more hands-on training aspect in conjunction with the Sainte-
Justine Orthopaedic Review Course (SPORC), which is currently held annually 
for residents of Sainte-Justine and Shriners Hospitals for Children – Canada.

MUSCO’s impact
MUSCO’s impact will be determined once interdisciplinary teams from 
the four partner institutions have taken part in these training programs. 

Project 16
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Patient and Family Testimonials – Why This Initiative Is Important

Quand Nia était bébé et que les docteurs nous ont dit qu’elle ne 
marcherait et ne parlerait jamais, nous avons vécu un choc. C’était 
dévastateur. Mais le pire, c’est que nous n’étions pas toujours référés 
aux spécialistes appropriés dans les bonnes institutions et nous étions 
toujours sur des listes d’attente interminables. Il n’y avait pas de cadre 
pour nous aider à naviguer dans le système afin d’obtenir les meilleurs 
soins possibles pour notre fille.(...) We would have waited for months 
on end if I hadn’t annoyed the secretaries with my persistence. (...) 
Nous avons reçu des très bons soins et nous avons été suivis par 
des très bons spécialistes, mais une plus grande collaboration aurait 
facilité notre vie c’est certain. (...) If there had been more collaboration 
between the hospitals, as there will be with this initiative, our lives 
would have been much easier. (...) I understand that it has brought 
specialists from all four of these institutions closer together and has 
woven links that will help other families avoid a situation like ours.

– Linda, Nia’s mother

Photo: Ashley MacPhee Photography

″
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Fund the creation of the Mirella & Lino Saputo Foundation 
Chair in Pediatric Surgical Education and Patient 
and Family-Centred Care

Project status
This is one of the efforts that came to fruition in 2018–2019, leading to the deve-
lopment of several projects connected to the MUSCO Initiative. The purpose of the 
Chair is to share best practices in orthopedic surgery and put the patient front and 
centre of all care-related actions and decisions.

Actions taken in 2018–2019
The project began to take shape with the appointment of the chairholder in 
July 2018 and the recruitment of a coordinator. The official existence of the Chair 
was announced on June 5, 2019, on the same day as the launch of the MUSCO 
Initiative. 

Impact on patients and families
Once the Chair has started developing projects, the impact on patients 
and families will become more tangible. 

Partnerships 
The project is being carried out in cooperation with the teams at McGill University. 

Indicators
Indicators will be able to measure the outcomes of major actions taken 
by the Chair (publications, conferences, etc.). 

Actions for 2019–2020
The Chair’s projects will be developed in the coming year. 

MUSCO’s impact
MUSCO is the reason this project came into being. The endowment fund payouts, 
along with the amounts disbursed over a two-year period for an engagement that 
will span 10 years, are what enabled the creation of this McGill University Chair, 
named in honour of its main donors. 

Project 17
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Provide basic training in pediatric surgery Project 18

Project status
The aim of this training program, deve-
loped in conjunction with the Mirella & Lino 
Saputo Foundation Chair (Project 17), is 
to better prepare future surgeons for their 
realities of their profession. Beyond the 
theoretical education and technical training 
they receive through traditional channels, 
residents are exposed to a more hands-on 
and pragmatic approach.  

Actions taken in 2018–2019
A manual on pediatric surgery (Chirurgie cli-
nique pédiatrique: une approche interactive 
fondée sur les cas) was revised in 2018–2019, 
and a series of video tutorials were updated 
for the beginning of the 2019 school year. 
In addition, an education ministry commit-
tee was set up and met for the first time 
in April 2019. Several surgical boot camps 
were held, with others scheduled to fol-
low at a later date. And a basic course in 
pediatric surgery is being developed for all 
surgical residents who are about to start 
their residency. This course will help them 
become familiar with the fundamentals of 
performing surgery on babies and children. 
This will prepare them to handle some of 
the more frequently encountered problems 
that arise and find ways to optimize their 
patients’ safety.

Impact on patients and families
The benefits for patients will become appa-
rent once residents have taken the course 
and begun to apply what they have learned. 

Partnerships 
The education ministry committee is made 
up of a number of surgeons from different 
hospitals. It is tasked with creating educa-
tional curriculums and disseminating them 
to all university centres across Quebec. The 
third annual pediatric surgery boot camp 
was programmed by McGill University at 
Shriners Hospital for Children – Canada 
in July 2019, with the hopes of attracting 
Canadian interns as well as medical 
students from the U.S. 

Indicators
Two pediatric surgery boot camps were 
held. The second boot camp in 2018 was 
attended by close to 10 Canadian fellows. 

Actions for 2019–2020
The year ahead will see the release of a 
French-language pediatric surgery manual. 
The first basic course in pediatric surgery 
is scheduled to take place in July 2020, and 
the education ministry committee will work 
to develop and program the corresponding 
content.

MUSCO’s impact
MUSCO’s impact will be measurable when 
the best practices that emerge from these 
efforts are shared with the Initiative’s part-
ner hospitals and other institutions.
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Recruit a project manager to coordinate 
the MUSCO Initiative’s efforts 

Project 19

Project status
Following discussions about the nature of 
potential projects and the structures to be 
developed to enable their implementation, 
it became clear that a project manager 
would have to be recruited to oversee the 
MUSCO Initiative’s efforts and put a for-
mal set of tools in place to monitor their 
progress.

Actions taken in 2018–2019
A five-year strategic plan was fleshed out, 
along with an action plan for the first year 
of the MUSCO Initiative. The overall budget 
was reviewed and itemized, a governance 
structure was developed and regular 
meetings were set up. Also during the year, 
a specific visual identity was developed for 
the Initiative, and the manager worked with 
MUSCO’s partner foundations to organize 
the press conference announcing the kickoff 
of the Initiative in June 2019. 

Impact on patients and families
Having a project manager in place helps 
ensure that patients’ and families’ needs 
remain the central focus of all the Initiative’s 
undertakings. 

Partnerships 
The project manager works with the teams 
of the Initiative’s four partner institu-
tions, as well as the Mirella & Lino Saputo 
Foundation, additional healthcare system 
partners and other partners interested in 
contributing to the various endeavours 
spearheaded by MUSCO.

Partnerships 
The project manager works with the teams 
of the Initiative’s four partner institu-
tions, as well as the Mirella & Lino Saputo 
Foundation, additional healthcare system 
partners and other partners interested in 
contributing to the various endeavours 
spearheaded by MUSCO. 

The project manager also contributes to a 
number of group projects, providing sup-
port and assistance as needed. Her invol-
vement varies depending on the nature of 
the work, the advances being made and the 
available resources.

Indicators
The indicators that will help measure the 
progress made by the project manager on 
various fronts have yet to be defined. 

Actions for 2019–2020
In 2019–2020, the project manager will work 
with quality and performance teams in 
MUSCO’s partner hospitals to more clearly 
define the indicators for each of these 
undertakings. Plans also include recruiting 
a firm to carry out a comprehensive impact 
study. In addition to providing support for 
ongoing projects, the manager will be called 
on to develop content for projects that 
are still at the idea stage and work toward 
implementing them.

MUSCO’s impact
The MUSCO Initiative set a new precedent 
by recruiting an employee whose time was 
shared between multiple partners, backed 
by funding from a donor.
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Organize an event with a unifying theme Project 20

Project status
The content of this project has evolved over 
time. What was originally seen as a one-
time event with a guest speaker turned into 
something broader and geared toward the 
needs of families. The theme was chosen 
because of its unifying nature and the fact 
that it was representative of the efforts 
undertaken by all four partner institutions. 
Accordingly, the decision was made to hold 
a day-long event for families living with 
cerebral palsy, featuring a series of talks on 
topics of interest, a family forum and a series 
of information booths. 

Actions taken in 2018–2019
Starting in April 2019, several working mee-
tings were held to develop the program for 
the event, which was built around two main 
thrusts: one focused on medical and reha-
bilitation topics and one on a family forum. 
A date and place were then confirmed: 
December 7, 2019, at the CHU Sainte-Justine. 

Impact on patients and families
The event was aimed specifically at families 
with a child affected by cerebral palsy. 
The impact will be measured when 
the event takes place.

Partnership 
Given the collaborative nature of this 
project, the organizing committee has 
teamed up with MUSCO’s partner hospitals 
to organize the event. The committee will 
also be working closely with Sainte-Justine’s 
event planning teams, as well as the various 
speakers, community organizations and 
other participants.  

Indicators
Indicators will be analyzed after the event 
is held.

Actions for 2019–2020
As the event is being held for the very 
first time in 2019–2020, it will involve a 
fair amount of work from an organizational, 
logistical and communication standpoint. 
A subsequent debriefing will help determine 
whether this will become an annual 
or biannual event and how to proceed 
moving forward. 

MUSCO’s impact
MUSCO’s existence led the group to come 
up with a theme in line with the interests 
of its four partner institutions. Discussions 
focused on an event aimed directly at fami-
lies, with the goal of providing them with 
information and giving them an opportunity 
to meet and interact with other families. 
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Create a Canadian pediatric surgery research consortium 

Project status
The CanCORPS research consortium is made up of 15 pediatric surgery centres 
from across Canada. It was officially formed in July 2018. The proposed consortium 
agreement is pending review and approval by its members. 

Actions taken in 2018–2019
The consortium agreement underwent legal review during the year. Three studies 
have already been approved and the consortium members have met three times: 
once in Calgary in July 2018, once in Toronto in September 2018 and once in Ottawa 
in February 2019. 

Impact on patients and families
The impact on patients and families will be clearer when the studies conducted 
by the consortium get underway. 

Partnerships 
The project brings together expertise from various facilities across the country 
to improve the quality of pediatric surgery research and ensure pediatric surgery 
patients benefit from best practices in the field. 

Indicators
Indicators can be populated once the studies are running and the consortium 
members have begun taking joint action.

Actions for 2019–2020
The consortium’s next meeting is scheduled for September 2019 in Quebec City, 
with the objective of obtaining members’ unanimous approval on the terms 
of the consortium agreement.

MUSCO’s impact
MUSCO’s existence, and the support provided in establishing the Chair, 
made it possible to lay the foundations for CanCORPS, build bridges with 
other healthcare professionals working in partner hospitals and, as a result, 
set up a consortium to generate benefits over the long term. 

Project 21
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MUSCO: The Bigger Picture 

MUSCO: The Bigger Picture

Reflections and considerations

A special donor-partner dynamic
Traditionally, a company, an individual or a foundation decides to donate to a cause and positions 
itself as a financial contributor to a project or projects submitted by the selected charity. The 
approach of the Mirella & Lino Saputo Foundation is different in several ways. First, they support 
causes that tend to be overlooked by the philanthropic community (disabilities, seniors, immigra-
tion). Second, they are not content with an occasional update on how things are progressing. The 
Mirella & Lino Saputo Foundation is more than a donor: they are full-fledged partners who want 
a say in project-related decisions. A plaque with their name on it is lovely, but knowing that their 
money is making a real difference for children and families is priceless.

The Foundation’s employees are involved at various levels of governance and are members of 
select working groups, where they contribute their insights, out of personal interest or a concern 
for efficiency, with a mindset that is more business-oriented than philanthropic. The key lies in 
respecting the freedom of the recipient institutions to develop projects, taking into account the 
context, realities and issues specific to them. 

Identifying a shared objective: a key factor in engaging partners 
From the outset, the Mirella & Lino Saputo Foundation has been committed to encouraging hospi-
tals to work together to make life easier for children and their families. The Foundation has acted as 
an outside agent to provide an incentive for multiple partners to join forces. Although a number of 
clinicians from the four hospitals had already been collaborating on various projects, there was no 
formal, systematic approach in place. 

Given this history of joint initiatives at the individual level, it was simpler in many ways to lay the 
foundations for projects of this nature, especially in cases where the people involved already knew 
and respected one another. This can be more difficult to achieve when there is a more complicated 
or sometimes even negative past to take into account. The key lies in rallying everyone around a 
common goal and making them feel personally invested in contributing their expertise. Getting 
people to sit together at the same table and having them work toward a shared objective requires 
them to engage in dialogue, to get to know one another, to understand how to work together, 
to re-examine their own ways of doing things and to think outside the box. Beyond helping to 
ensure the success of a project, this approach leads to such questions as “How are things done 
elsewhere?” or “What could be useful to us in our day-to-day practices?” This isn’t a matter of 
making everyone act and think the same way: it’s about pooling expertise and inspiring one 
another to excel. 
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The value of clearly defining needs before moving ahead with a project 
Today’s organizations are increasingly moving toward a model that revolves around users or clients 
in order to better meet their needs. It stands to reason that the time is right to help patients, and 
their parents, gain more control over their own health care. Case in point: the exponential growth 
in the number of projects centred on patient partners. But at what stage should they be included 
in the process? What is the best way to get started? And how can we identify these partners and 
get them to contribute when they are already juggling so many responsibilities as they guide their 
children along their healthcare journey? 

Involving users further upstream takes a new way of thinking. So we often start talking about solu-
tions before we have clearly set out what the needs are. Projects like respite funds and educational 
technologies have been put on hold in the past for this reason. Exploring the needs of future users 
in greater detail is the key to ensuring a project runs smoothly. The diagnostic stage is a factor that 
will influence a project’s success. It is therefore necessary to take the time to ask as many questions 
as possible early in the process, before the first phases are rolled out, in order to maximize the 
chances of meeting the stated goals. 

Using a neutral outside agent to encourage cross-disciplinary collaboration 
The Mirella & Lino Saputo Foundation was not interested in creating a new entity or a suprastruc-
ture. The idea in creating the Initiative was to facilitate collaboration, hence the recruitment of 
a project manager to streamline interaction and an inter-establishment navigator to pass along 
information. As the values of teamwork and collaboration become embedded in the organizational 
culture, these roles will ideally become obsolete. They are neither hospital employees (although 
they are linked administratively to a partner institution), nor employees of the Mirella & Lino Saputo 
Foundation. The intrapreneurial2 nature of their positions helps them maintain neutrality when 
dealing with partner institutions. And above anyone or anything else, they are committed to 
serving MUSCO and the families it serves. 

For certain projects, this approach has entailed working with a neutral outside agent. This was the 
case, for example, when a publicist was hired to organize a press conference on behalf of all four 
institutions. For the continuum of care project (Project 6), working with a design studio to gather 
experiential data was also consistent with this principle. 

2    Intrapreneurship: the act of behaving like an entrepreneur while working within a large organization. 
(Wikipedia definition).
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MUSCO: The Bigger Picture 

Communication: vital to external and internal harmony
Working together takes cooperation, coordination and communication. But when organizations 
use different communication tools, how can they ensure they are interacting efficiently? This first 
year of the MUSCO Initiative has proven the value of exploring shared tools. For example, a third-
party application (Zoom) was a better solution for organizing videoconferences than trying to link 
the networks of two hospitals with different, and often incompatible, systems. Similarly, for appro-
ving documents vertically (various levels within the same organization) and horizontally (different 
organizations), the best approach proved to be an external platform that is accessible to everyone 
simultaneously. 

In addition, effective external communication with other partners is contingent on the internal 
communication within a team running smoothly. This can be an enormous challenge for health-
care managers and professionals working on several projects at once: they can receive hundreds 
of emails a day in the midst of attending meetings, performing operations or seeing patients and 
families who require their time and attention. 

How projects interconnect influences their performance moving forward 
In most cases, the projects supported by the Initiative are not exclusive to MUSCO. They may 
receive assistance from other financial partners or be part of a broader undertaking by a hospital 
or within an existing project. Are the challenges the same for each of these stakeholders? How 
can we adhere to each individual vision, as well as the general internal vision, while still remaining 
aligned with the key issues and values associated with the selected approach? This requires the 
ability to see beyond individual aspects of a project and think of the big picture. 

It is also essential to take legal factors into consideration in order to protect patient data 
and sensitive information. Although stakeholders are encouraged to share best practices 
and a culture of open dialogue is actively promoted, it must be done in a way that safeguards 
the underlying information.
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Budget

2018–2019 initial funding and budget results

The initial $12 million endowment to the MUSCO Initiative includes $10 million from the Mirella 
& Lino Saputo Foundation and $2 million from other donors who will be approached jointly 
by the foundations of the partner hospitals. 

This initial outlay has been allocated equally to the four partner institutions.

The general and per-project budgets have been broken down so that realistic 
projections could be established for each of the components and the major and joint projects, 
based on information available to and shared by the project leads. 

For 2018–2019 – the year the Initiative launched in earnest – the actual costs incurred for all 
of the projects came to a total of $1,557,351. 

″It’s my hope that MUSCO can change (patient’s 
lives) and their experiences, and give them faster 
access to the care they need.

– Nia
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Looking Ahead to 2019–2020

Looking Ahead to 2019–2020

Issues and challenges

In 2018–2019, MUSCO had the task of laying the foundations for its future operations and clarifying 
its positioning and raison d’être in the eyes of recipient families, contributing partners and the 
stakeholders who are the driving force behind these efforts. This has been instrumental in making 
sure everyone knows, understands and disseminates the goals and priorities of this new approach. 
With this first step now over, it will be a matter of moving forward on other aspects. 

The first of these aspects will be to build further on partially implemented projects and kick off 
those that have yet to be launched. Some collaborative projects are at the idea stage and require a 
clearer definition, while others need to be built up. For certain major projects, cooperative avenues 
will have to be explored. The important thing is to ensure that each of MUSCO’s projects is up and 
running so it can be implemented within the Initiative’s five-year timeframe. 

The development of these projects in 2019–2020 will also require integrating the last – and yet 
equally important – piece of the governance puzzle: the Advisory Pole, made up of patient part-
ners. To encourage patients and their families to get involved in this capacity, it was important 
to fill the position of inter-establishment navigator. This invaluable resource works on behalf of 
patients receiving services from two or more partner institutions. The liaison will be able to recruit 
patients and parents who are ready, willing and able to contribute in order to ensure that deve-
loped projects are in line with their most pressing needs. 

Furthermore, although there are several process-oriented indicators assigned to each project, it 
will be important to establish other types of indicators (outcome, project progress) to measure how 
well target objectives have been met. Efforts in this regard have been undertaken by the hospitals’ 
quality and performance teams. Similarly, it would be interesting to reflect on the type and scope 
of impact this form of collaboration would have, if any, on service delivery, work culture among 
healthcare professionals and the day-to-day realities of patients and families. To answer these 
questions, several consulting firms have been approached to conduct an impact study covering 
the breadth of services offered by the Initiative. This will also help define the desired changes and 
results over the short, medium and long term. 
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Conclusion
For the first time, four pediatric institutions have 
agreed to join forces and work together to make a 
difference in the lives of children and families living 
with musculoskeletal disorders. The approach is 
unique and innovative. The same can be said of the 
work done by the Mirella & Lino Saputo Foundation, 
the financial backers behind this fundamentally part-
nership-driven project. 

This past fiscal year (2018–2019) marks the first of 
five for the Initiative. It was a year focused on clarity 
and structure. It was necessary to put a framework in 
place so that every internal and external partner has 
an in-depth understanding of the approach they are 
committing to. The formalization of a strategic plan 
and an annual action plan, the implementation of a 
governance structure and the development of a num-
ber of monitoring tools have made it possible 
to achieve this goal. 

After several years of discussions and negotiations, 
and after having put the tools in place to build the 
Initiative’s foundations, it was also important for it 
to have an identity of its own and let others know 
it exists. The press conference held in June 2019 
received widespread media coverage and brought 

attention to the Initiative, which is now named 
MUSCO and represented by a friendly cartoon mouse 
who boldly navigates the healthcare system, armed 
only with a backpack full of tools. 

MUSCO is dedicated to having a long-term effect. 
Most of the projects identified within the MUSCO 
portfolio have already started up. Of these, a few 
are slated to wrap up within the Initiative’s five-year 
scope. Like for any innovation, this Initiative will have 
to be tested, debated and modified along the way. 
But the approach itself will give all those involved 
the opportunity to take a closer look at their 
existing procedures.

By donating $10 million to the MUSCO Initiative, the 
Mirella & Lino Saputo Foundation wanted to have a 
positive effect on the lives of sick children and their 
family. There will be short-term impacts, but iden-
tifying and articulating solutions to improve child-
ren’s healthcare experience is a heartening first step. 
Over the longer term, it is hoped that a collaborative 
mindset emerges to serve a single and most worthy 
cause: that of improving the well-being of children 
and families. 
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Mirella Saputo and Luca Patuelli, aka Lazylegz 
Photo: Ashley MacPhee Photography

Patient and Family Testimonials – Why This Initiative Is Important

″

44

“(...) this collaborative project will help hundreds, even thousands 
of kids with disorders like mine have a smoother path through 
our healthcare system and hopefully even better outcomes. (...) I 
can’t tell you how much this collaboration is needed. It will change 
lives. (...) When I was little, arthrogryposis was barely known and 
there wasn’t much research to support it. My parents were sent to 
all four institutions with referrals from doctors, but it wasn’t clear 
the specialists had spoken at length to each other, had shared any 
pertinent research and we weren’t suggested any support groups, 
which would have really helped. I’m so glad that this new collaborative 
effort will change that for future children and their parents.”

– Luca Patuelli, alias Lazylegz
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The Teams Behind the Projects

Thank you for everything you do!

Executive Committee
Dr. Stefan Parent
Maryse St-Onge
Dr. Jean-Pierre Farmer
Dr. Reggie Hamdy
Ekat Kritikou
Jacques Boissonneault
Claude Pinard
Aurélie Vigné

Full Committee
Dr. Stefan Parent
Maryse St-Onge
Dr. Jean-Pierre Farmer
Dr. Reggie Hamdy
Ekat Kritikou
Jacques Boissonneault
Claude Pinard
Kelly Thorstad
Dr. René St-Arnaud
Carl-Éric Aubin
Dr. Peter Glavas
Dr. Sherif Emil
Tina del Duca
Maud Cohen
Catherine Rowe
Adèle Lasne
Suzanne Korf
Nathalie Kamel
Chantal Damas
Aurélie Vigné

Respite and Financial 
Aid Project
Aurélie Vigné
Carolyne Lavoie 
(Solidarité de parents de personnes 
handicapées)

Educational Technology Project
Aurélie Vigné
Marianne Dubuc (Yapouni)

Living Lab Project
Maryse St-Onge*
Elizabeth Clark

Spinal Disorder Clinical 
Research Project 
Dr. Stefan Parent*

DNA Sequencing Project
Dr. René St-Arnaud*
Dr. Frank Rauch
Marie-Josée Giguère
Dr. Reggie Hamdy
© Jacques Michaud
© Philippe Campeau
Aurélie Vigné

Enhanced Recovery Project
Dr.Sherif Emil *
Elena Guadagno
Dr. Katie Larusso

Training Plan Project
Aurélie Vigné

Pediatric Chair Project
Dr. Jean-Pierre Farmer*
David H. Eidelman

Surgical Training Project
Dr. Sherif Emil *
Dr. Jean-Pierre Farmer
Elena Guadagno
Dr. Lili Nguyen
Dr. Jean Ouellet

Project Manager Project
Dr. Stefan Parent
Maryse St-Onge
Dr. Jean-Pierre Farmer
Dr. Reggie Hamdy
Ekat Kritikou
Jacques Boissonneault
Claude Pinard

Community Organization 
Support Project
Maryse St-Onge*
Josée Laganière

Advisory Pole Project
Chantal Damas*
Aurélie Vigné

Quality of Life Survey Project
Dr. Stefan Parent*
Dr. Marie-Lyne Nault
Soraya Barchi
Marjolaine Roy-Beaudry
Julie Joncas
Sarah Emery
Sylvain Fournier
Sylvain Caron
Benoît Tardif
François Charbonneau
Pierre-François Gautier
Aurélie Vigné

  CHU Sainte-Justine   Marie Enfant Rehabilitation Centre   Montreal Children’s Hospital        

  Shriners Hospitals for Children – Canada   Mirella & Lino Saputo Foundation   MUSCO team    Other partners

  *    Project lead  ©   Collaborative ties

Key
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Continuum of Patient 
Care Project
Kelly Thorstad*
Tina del Duca
Chantal Damas
Marie Beauséjour
Maryse St-Onge
Isabelle Dussiaume
Sarah Emery
Lucie Thomas
Marie-Annie Lagacé
Androniki Tsoybariotis
Margaret Ruddy
Isabelle St-Sauveur
Julie Brouillard
Sophie Riendeau (Meilleur Monde)
Claire Grillet (Meilleur Monde) 
Aurélie Vigné

Inter-Establishment  
Navigator Project
Kelly Thorstad*
Tina del Duca*
Margaret Ruddy
Laurence Steck
Sandra Champagne
Elizabeth Jutras
Sandra Starna
Aurélie Vigné

Cerebral Palsy Project
Dr. Peter Glavas*
Dr. Marie Laberge
Dr. Marie-Andrée Cantin
Dr. Mathilde Hupin
Dr. Reggie Hamdy
Emily Lecker
Noémi Dahan-Oliel
Dr. Jean-Pierre Farmer
Maryse St-Onge
Tina del Duca
Josée Laganière
Lise Roche
Joelle Fortier
Lisa Gouin
Aurélie Vigné

Pediatric Surgery 
Consortium Project
Dr. Sherif Emil *
Elena Guadagno

Group involved in organizing 
the press conference 
Catherine Rowe
Adèle Lasne
Jade Gratton
Marie-Pierre Gervais
Delphine Brodeur
Suzanne Korf
Kim Fraser
Carmel Kilkenny
Sylvie Desjardins
Nathalie Kamel
Laure Moureaux
Andrea Poupart
Leanne Stachecki
Jillian Barnes
Jennifer Bradley
Shannon McGirr
Caroline Phaneuf
Aurélie Vigné

Group involved in developing 
the visual identity 
Maude Hoffmann
Delphine Brodeur
Anne-Julie Ouellet
Emmanuelle Rondeau
Stephanie Tsirgiotis
Catriona Mcdonald
Mélissa Faucher – Atypic
Fannie Peron – Atypic
Sandrine Bozon – Atypic
Gabriella Musacchio*
Aurélie Vigné*

Orthopedic Care 
Database Project
Dr. Stefan Parent*
Sylvain Fournier
Sylvain Caron
Benoit Tardif
François Charbonneau
© (Dr Jean Ouellet)
© (Dr Neil Saran)
© (Toufik Baziz)
© (Karina Barco)
© (Nancy Gionet) 
Aurélie Vigné

3D Radiology Rooms Project
Dr. Stefan Parent*
Soraya Barchi
Ghita El Hrichi
Mathieu Germain

Rehabilitation 
Equipment Project
Carl-Éric Aubin*
Elizabeth Clark

Technical Aids Project
Carl-Éric Aubin*
Elizabeth Clark

URCO Clinical 
Research Project
Dr. Stefan Parent*
Marjolaine Roy-Beaudry
Isabelle Turgeon 
Nathalie Jourdain 
Soraya Barchi

Administrative support
Sylvie Sahyoun
Catherine Trépanier
Sophie Kellie Bergeron
Soraya Barchi
Manuela Maurice
Valérie Caledec
Evelyne Parmentier
Mélanie Lagacé-Thibault
Sylvie Faucher
Tammy Johnson
Paula Wall
Jillian Barnes
Robert Gordon Scott
Sharon Deslile
Josée Lamarre
Renée Champagne
Ines Celeschi
Taxia Katrakazas

Financial support
Sylvie Cossette
Marie-Eve Carton
Luisa Stoica
Ralica Marinova Petrova
Laurence Langlois-Parent
Josée Lanteigne
Hugo Rivard-Royer
Fayrouz Aouad

  CHU Sainte-Justine   Marie Enfant Rehabilitation Centre   Montreal Children’s Hospital        

  Shriners Hospitals for Children – Canada   Mirella & Lino Saputo Foundation   MUSCO team    Other partners

  *    Project lead  ©   Collaborative ties

Key

46



MUSCO – 2018–2019 Annual Activity Report

Credits

Written by
Aurélie Vigné 
Grammata

Design and layout by
Laurence Pilon Design

Translation by
Shonda Secord
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Lors des communications développées par l’initiative, le sigle peut être utilisé 
seul [A]. Le logo peut également être utilisé seul (sigle et raison sociale)[B] 

Consernant l’exemple D, le logo MUSCO pourra être 
utilisé dans les communications corporatives avec 
un ajout descriptif de l’initiative. 
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Centre de réadaptation
Marie Enfant
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