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PROGRAM SUMMARY 

The Complex Care Service (CCS) offers multidisciplinary comprehensive pediatric care for 

children with significant degrees of medical complexity, focusing on children with multiple care 

needs, technology dependence and fragility. Families receive the services of a dedicated nurse 

care coordinator, consultant pediatrician and allied health professionals.  In addition to 

scheduled inpatient and outpatient consultations and clinic visits, the CCS team also offers: a 

daily urgent care clinic and a 24/7 on call service.  Program innovations include a: complex care 

clinical fellowship, standardized curriculum for pediatric postgraduate trainees, home/community 

visitation program and a collaborative website of evidence-based standardized homecare 

practices. 
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PROGRAM DESCRIPTION 
More than 50 years ago, a small 

avant-garde group of health care 

professionals based at the Montreal 

Children’s Hospital (MCH) observed what 

seems obvious today:  

1) that prolonged hospitalizations were 

detrimental to children in many ways,  

2) that parents and caregivers were willing 

and capable of caring for their children 

with complex needs in their own homes 

and  

3) that comprehensive and coordinated 

health care was crucial for these special 

children.  

 

Starting in 1964, the Complex Care Service 

(CCS) began to transition children from 

hospital to home-based care and an era of 

innovation began.  Children with 

rheumatological diseases, neuromuscular 

conditions and hematological disorders 

were amongst the first served by the 

program, which was originally called the 

“Homecare Program”, a nickname which 

remains in use.  Through teaching and 

hands-on practice, parents were enabled to 

look after their child’s needs.  Sparse 

community services were accessed and 

coordinated for families; outreach education 

became an important CCS objective.  From 

the earliest days, nurse care coordinators 

and empowered parents have formed the 

basis of CCS.  

 

While the population served by the MCH 

CCS has evolved with changing 

demographics of children with medical 

complexity (CMC), the service has retained 

the original mission which is to provide safe, 

effective and family-centered care to 

children with complex medical needs, in 

their own home environment.  Our 

multidisciplinary team believes that 

caregivers, and most children, should 

participate in the processes of health care 

assessment, therapy implementation, 

preventive efforts and evaluation.  Our goals 

are to: 

1. improve the quality of life of children with 

complex medical conditions by 

a. maintaining and encouraging 

child/family autonomy 

b. minimizing the physical and 

psychosocial impacts of intensive 

home care on the child and family 

c. encouraging joy and development of 

every child 

2. decrease unscheduled hospitalizations 

and emergency visits 

3. effectively coordinate the needs of the 

child/family with home, community, and 

hospital services. 
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SERVICES PROVIDED 
 
PATIENT CARE SERVICES: Today, the 

CCS serves approximately 500 children, 

with an annual turnover of 75-100, with a 

combination of highly complex conditions, 

medical fragility and dependence upon 

technology (Table 1).  Through a standard 

consultation procedure, patients are 

referred from both inpatient and outpatient 

medical and surgical services at our 

institution.  Referrals are also received from 

community providers and other hospitals in 

Quebec.  
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Scheduled, comprehensive consultative 

care is provided by a dedicated team of 

nurses and physicians, along with allied 

health partners.  In addition, urgent care 

visits are offered daily through a medical 

day hospital clinical setting.  Acutely ill 

children may be seen as needed, with 

assessments and interventions, preventing 

or decreasing the duration of both 

emergency department visits and inpatient 

hospitalization.  This, along with a 24/7 on 

call service, is considered by families as a 

“lifeline”.  By design, the CCS program is 

situated adjacent to the general medical day 

hospital; sharing administrative and some 

clinical services.  

 

Proactive care plans for predictable 

decompensations (eg. ketotic 

hypoglycemia, seizures, respiratory 

infections) are developed with families, 

subspecialists and the CCS team such that 

parents are empowered to care for their 

children safely at home as much as possible 

(Figure 1).  These care plans are frequently 

structured as colour coded schemes:  green 

light plans for usual care days, yellow light 

for moderate decompensation and red light 

for more severe illness.  For children with 

more complex algorithms, additional plans 

are made for Emergency Department and 

inpatient care (eg. ongoing seizures despite 

home use of vagal nerve stimulator, 

intranasal midazolam, etc.). The care plans 

are part of the electronic medical record. 

 

 
Figure 1. Sample of care plan, see complete care 

plan in appendix. 

 

The unique blend of acute and chronic care 

services has been a key factor in the long 

term sustainability of the program; meeting 

important needs of the families, the CCS 

healthcare team and the broader hospital 

services.  For the children and families, they 

have the benefits and security of 

longitudinal care by a team that knows their 

child and family well and with whom a 

trusting relationship exists.  They highly 

value avoiding the emergency department 

(ED) for the majority of acute care.  Periodic 
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family satisfaction surveys indicate that we 

are meeting our care goals and parental 

expectations (see PROGRAM OUTCOMES 

below).  

 

For the CCS healthcare team, delivery of 

acute care services balances the time and 

psychological investment of chronic care 

management, continually broadening our 

skill set and offering a rich learning 

environment.  To be frank, we enjoy the fast 

paced environment of acute care and the 

immediately tangible rewards of acute 

interventions.  This ‘adrenaline’ sustains the 

team as we deal with the much more 

complicated chronic issues that are 

sometimes unsolvable.  As a result, we 

have remarkable staff retention, allowing for 

expertise through experience.  

 

The broader hospital services, including 

subspecialists and acute care teams, value 

our contributions and the subsequent 

facilitation or reduction in the care that they 

provide.  Over the years, we have built solid 

relationships with key subspecialty 

providers, especially in Neurology, 

Respirology, Gastroenterology, Intensive 

Care, and Interventional Radiology.  The 

most tangible outcomes of this collaboration 

are the “one-site” combined visits in the 

CCS clinic area which are routine for most 

children and the ease of communication 

between the CCS team and subspecialists.  

 
EDUCATIONAL AND ADVOCACY: Beyond 

clinical care, the MCH CCS team has been 

involved in a variety of educational projects 

and advocacy aimed at improving the 

quality and quantity of care for CMC.  

 

Our team has led the development of a 

national curriculum in complex care, 

intended for postgraduate trainees in 

pediatrics.  In partnership with the Royal 

College of Physicians and Surgeons of 

Canada, our accreditation body in 

pediatrics, exit examinations now have 

increased content on the care of CMC, in 

keeping with the reality of consultant 

pediatric care in Canada.  

 

We offer a clinical fellowship in Complex 

Care, training the next generation of 

‘builders’ in this field. For more information 

on this competitive fellowship, please 

contact the corresponding author of this 

paper or visit the McGill fellowship website: 

http://www.mcgill.ca/pgme/programs/fellows

hip-programs. 

 

In concert with families and community care 

providers, we have spent the last several 

years standardizing evidence-based and 

evidence-informed homecare practices for 
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the most common nursing interventions in 

CMC and have developed a website with 

detailed step by step instructions for 

caregivers (Figure 2). Website address: 

complexcareathomeforchildren.com. Topics 

covered include how to use medical 

technologies (Figure 3) and everyday care 

of medical technologies (Figure 4) to how to 

prepare children and families for a life with 

medical technologies (Figure 5).  

 

Healthcare in Canada is managed at a 

provincial level and in our province of 

Quebec, our team has been active in 

advocacy for improved homecare supports 

and have successfully brokered meaningful 

policy change and funding for these children 

and their families. 

 

FINANCIAL PLAN 
 
Healthcare in Canada is publicly funded by 

province; the CCS is funded through the 

McGill University Health Centre by the 

Ministry of Health and Social Services in 

Quebec.  The annual operating budget is 

approximately 1.5 million dollars Canadian 

and primarily covers the salaries of nurses, 

administrative personnel and allied health 

partners; some of whom have multiple roles 

in other hospital services also.  A smaller 

proportion of funds is designated for 

equipment and homecare supplies not 

otherwise covered by the provincial 

healthcare plan or private insurance. 

Physicians work on a fee-for-service basis 

and are not salaried by the hospital.  
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The CCS has built an important relationship 

with the hospital Foundation and has been 

grateful to receive private donations through 

a variety of fundraisers; these resources 

have been invaluable in facilitating care. 

 
PROGRAM OUTCOMES 
 
Along with basic demographic statistics 

(enrollments, discharges, deaths and 

transfers), the CCS also tracks: acute care 

visits, hospital admissions, referrals to the 

Emergency Department, home/community 

visits and the use of the after hours 

telephone service. These results are not 

being published in this report. 

 

Family satisfaction surveys are undertaken 

every few years; the last one collected in 

spring of 2018 focused on “medical home” 

quality indicators.  We used the "Measure of 

Processes of Care", a self-report measure 

of parent's perceptions of the care they and 

their child received (assessment of 

family-centred behaviors of the healthcare 

team) in 5 domains.1 We collected 29 

surveys during the most recent survey 

period. While we are not publishing the 

results of that survey in this report, the 

results showed that we could improve in two 

of the domains: ‘providing specific 

information about the child’ and ‘providing 

general information’. Specifically, parents 

wanted more written take home materials. 

We are responding to this with a new 

project: care binders. 

 
PROGRAM LIMITATIONS 
 

Like most complex care services elsewhere, 

we are challenged with an ever increasing 

number of referrals and resource restriction. 

Transition to adult care remains a daunting 

task.  The care of children with moderate 

complexity; that is, those ‘not sick enough’ 

for admission to the CCS, is problematic 

and insufficient.  Research remains a 

priority but has minimal remuneration 

making it a costly necessity, both in terms of 

time and money.  Nonetheless, we are 

known, nationally and internationally as a 

centre of innovation for CMC, with specific 

expertise in educational outreach. 
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Figure 1. Page 1 of complete care plan 
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Figure 1. Page 2 of complete care plan  
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Figure 1. Page 3 of complete care plan 
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