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Learning Objectives

Describe 
challenges in 

care coordination 
for children with 

medical 
complexity (CMC) 
and their families

Describe 
members of 
clinical team 

and role of key 
clinical worker

Review an 
approach to 
transition to 

adult care for 
CMC

Discuss the 
utility of care 

plans and care 
maps



Children with Medical Complexity (CMC):
A Definitional Framework

Cohen et al, 2011Cohen, E. et al., Pediatrics 2011



Children with Medical Complexity



Improved health care coordination 
models help CMC and their families:

Get the care that they need

Reduce the opportunity for 
health care error

Improves their care 
experience



BARRIERS



BARRIERS

• Patient-centered barriers
• Family-centered barriers
• Barriers related to the health-care 

system



Patient-Centered

Physical 
Challenges

Logistical 
Challenges

Absence of 
care 

coordination 

Lack of 
integrated 

care



Patient-Centered
• Medical equipment
• Accessibility

Physical 
Challenges



Patient-Centered

• Travel to appointments

• Interruptions to provide care

• Vehicle to support safe transportation

• Constant visualization of the child, may 
require another adult

Logistical 
Challenges



Patient-Centered

• Lack of streamlined goals of care
• Poor communication between 

providers and teams
• Multiple appointments

Absence of 
care 

coordination



Patient-Centered

Between primary care, tertiary 
care, home care, and 
community-based settings.

Lack of 
integrated 

care



Family-Centered

Strain on 
caregiver 

health

Impact on 
siblings

Tension 
within 

parental 
relationship

Financial 
Burden



Family-Centered

Many experience adverse mental 
and physical health effects. 

Strain on 
caregiver 

health



Family-Centered

Increased absenteeism from 
school, reduced participation in 
extracurricular activities, 
behavioural issues, and an 
unpredictable daily routine.

Impact on 
siblings



Family-Centered

Stresses and worries,, advocating for their child, 
financial concerns, and caring for other siblings 
can place strain on the relationship.

Tension 
within 

parental 
relationship



Family-Centered

Additional costs and reduced 
income as parents may change 
their working arrangements to 
provide care for their child.

Financial 
Burden



System Barriers

• Lack of communication and 
integrated programs.

• Lack of family-centred care and 
partnership.

• Lack of communication between 
different professionals.

• Limited funding for Complex 
Care programs.

• Lack of transition programs 
from paediatric to adult care.



A Family’s Journey 
through a 

Hospital Visit

Scheduling Clinic 
Appts.

Travel & Parking

Registration & 
Check-in

Waiting Room

Multiple Care 
Provider Appts

Investigations Travel Home

Source: Kids Health Alliance
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What are the objectives of 
a Complex Care program?



DEVELOP 
CLEAR GOALS 

OF CARE

SUPPORT 
HOLISTIC CARE 

FOR THE 
WHOLE FAMILY

Complex Care Program

INTEGRATED 
CARE

FACILITATE 
COMMUNICATION

COORDINATE 
CARE

DELIVER 
PROACTIVE 

CARE

ADVOCATE FOR 
CHILDREN AND 

FAMILIES

CCKO Functions of a Complex Care Clinic and Program Standard

https://www.pcmch.on.ca/wp-content/uploads/2017/10/CCKO-Functions-of-a-Complex-Care-Clinic-and-Program-Standard-.pdf


INTEGRATED CARE

Contrast to 
“fragmented, 
episodic care”

Coordinated 
across team, 

organizations, 
systems

Encompasses 
unique child and 
family needs and 

preferences



COORDINATE CARE

Led by key clinical 
worker

Partnership with 
child and family



FACILITATE COMMUNICATION

Key worker 
facilitates access 

and 
communication 

Complex Care Plan



DELIVER PROACTIVE CARE

Active identification of 
potential concerns and 
determining activities 
that will reduce the 

incidence or severity of 
the 'potential problem’

Screening, early 
intervention



ADOVCATE FOR CHILDREN AND FAMILIES

Empower and support 
children and families 
over time, fostering 

their strengths without 
creating dependence. 

Promote building 
capacity within the 

child/youth and family, 
and community teams



DEVELOP GOALS OF CARE WITH THE CHILD 
AND FAMILY

Determining a child and family's 
overarching goals allows the health-
care team to help meet these goals.



SUPPORT HOLISTIC CARE FOR THE WHOLE 
FAMILY

Understand the child/youth and family structure and current 
services in place as well as the strengths and needs of each 

child/youth and their family.



Who are members of a 
Complex Care Team?



Members of 
the Complex 
Care Team

Social Worker

Nurse Practitioner (key clinical worker)

Paediatrician

Registered Dietitian

Home and Community Care Support Services Coordinator

Program Coordinator



Role of the Key Clinical Worker

The key clinical worker is central to Complex Care programs. The 
worker is often a nurse practitioner whose primary 
responsibilities include:

• Being the primary point of contact for the child and family to address dynamic medical needs

• Developing longitudinal relationships to help ensure children and families goals are met and to 
focus on the child’s quality of life

• Coordinating care by facilitating inter-disciplinary collaborative care amongst a variety of 
settings

• Facilitates the development and management of the child’s Complex Care Plan in partnership 
with the family

• Engages other members of the care team as necessary 

CAPHC Complex Care Community of 
Practice (CoP) April 2018



What is a care 
plan/shared plan of care?



Care Plans for CMC
• A written document that outlines major medical 

information and care needs for a specific child

• “A comprehensive compiling of the information, in 
partnership with the family, needed to support 
coordination of care for the multiple needs of an 
individual child or youth, and his or her family” 

https://downloads.aap.org/AAP/PDF/Medical%20Home/Shared%20Plan%20of%20Care2.pdf



What do they do?

• Improve family-clinician relationships by 
enhancing/validating information exchange 
• Support provision of family-centered care
• Provide information that enhances the care relevant to 
both medical and social needs of CMC
• Component of care coordination

Adams S, Cohen E, Mahant S, Friedman JN, MacCulloch R, Nicholas DB. Exploring the usefulness of comprehensive care plans for children with medical complexity (CMC): a qualitative 
study. BMC Pediatr. 2013;13:10 4 

Lion KC, Mangione-Smith R, Britto MT. Individualized plans of care to improve outcomes among children and adults with chronic illness: a systematic review. Care Manag J. 
2014;15(1):11–25

Mann, E., Pyevich, M., Eyck, P.T. et al. Impact of Shared Plans of Care on Healthcare Utilization by Children with Special Healthcare Needs and Mental Health 
Diagnoses. Matern Child Health J 25, 584–589 (2021). https://doi.org/10.1007/s10995-020-03101-3



To explore how parents 
and Health Care
Providers (HCPs) of CMC 
perceive the
usefulness of a care plan 

Interviewed 15 parents 
Focus Groups 15 HCPs
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Dynamic 
Document

Shared 
Values Content

I think it’s a comprehensive 
road map, or Google map, 
Coles [Cliff] notes version for 
complex patients, instead of 
a thick chart. That 
summarizes where you’re 
at, and where you’re going, 
and who to contact…

(Heath care provider)
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Comprehensive Care Places

Dynamic 
Document

Shared 
Values Content

Relationships ßà Information Sharing

Family to HCP Across HCPs Across Organizations Across Sectors

I had this underlying anxiety that they 
weren’t going to listen to me, how am 
I going to get them to understand me. 
Okay, screaming isn’t working, what 
can I do to have them listen? That’s 
gone.  [The care plan] sort of levels 
out the playing field. We’re both 
talking the same language. I may not 
have medical training, but I have this, 
I have this piece of paper. And we’re 
speaking the same language. And it 
gives me a level of comfort, it gives 
me a level of security.”

(Mother)

Credibility
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Quality of Care

Safety Caregiver Health 
& Wellbeing

Patient & Family 
Centered Care

Efficient & 
Timely Care

Care 
Coordination

Continuity of 
Care

There is another benefit I wanted to 
add. When we are in the hospital and 
we see doctors for the first time […] 
they start asking the parents questions. 
And I can’t tell you how many times I’ve 
had to give her medical history with all 
its gory details. And it’s extremely 
stressful for me. So this [the care plan] 
saves me from having to deal with that. 
[…] We all go through so much as 
parents, and we suffer a lot physically, 
emotionally, psychologically. So this 
document saves me.” (Parent)

(Parent)



• Care plans are a tool 
to build trust and 
relationships

• Family empowerment  
and credibility

• Starting point for 
HCPs

• United advocate

Findings



Achieving a Shared Plan of Care with Children 
and Youth with Special Health Care Needs
Jeanne W. McAllister, BSN, MS, MHA, 2014

Where do care plans fit 
into care coordination? 1. Identify the needs 

and strengths of the 
patient and family

2. Build Essential 
Partnership

3. Create the Care 
Plan

4. Implement the 
care plan



This report outlines the principles for the shared plan of care model and recommends 
core content for an integrated and comprehensive shared plan of care for children, 

youth, and their families.



Complex Care for Kids Ontario Standard: 
Medical Care Plan

Version Date: May 9, 2017



q Child Identification    PHOTO
q Allergies/Reaction/Alerts 
q Caregiver Names and contact 
q Legal Guardian and contact 
q Advance Directives (indicate documented decisions) 
q Diagnosis 
q Short Non-medical Description of the child 
q Complex Care primary contacts: clinical key worker2, 

physician 

q ER Management 
q Medication List 

q Scheduled and PRN Medication
q Parenteral and/or G-tube feeds 

q Growth parameters and unusual ‘normals’ in vital signs or 
physique 

q Communication 
q Technology/Technology Support 
q Current issues (systems based) 
q Adaptive seating 
q Mobility aids 
q What I want for my child 

(Commonly known as ’Patient care goals’) 
q Immunizations 
q Signature (or electronic trail) of person updating content medical 

care plan Last updated (electronic trail sufficient if present) 
q Contact List 

q Family Physician/Paediatrician 
q List of Physicians and Programs Followed at Tertiary 

Hospital or Community 
q Special Needs Strategy: Coordinated Service Planning Care 

Coordinator 
q LHIN Care Coordinators

Consider 
action list

The following are standard data elements to be included in a medical care plan:

Medical Care Plan Standards: 
Content Short Form





Medical Care Plan Standards: 
Process Short Form

The following are process standards for the development, sharing, maintenance, and use of medical care plans:

Child/family enrolled in the complex care program 
have a medical care plan

Clinical key worker is responsible for the development 
and maintenance of the medical care plan in 
partnership with child/parent/and care team

Child/parent approves the information included 
in the medical care plan

Parents coached and educated in the purpose 
and use of the medical care plans

Most up-to-date medical care plan is made 
available in the child’s medical record

The child/parent receives a copy of the medical care plan and 
works with the clinical key worker to identify the 
individuals/teams (hospital and community) required to receive 
the medical care plan

Medical care plans shared with identified care 
team (hospital and community) members and 
parent

Medical care plans reviewed and updated, as required, after 
each regularly scheduled complex care clinic visit, hospital 
admission, or as urgent changes arise

1

2

3

4

5

6

7

8



What platforms are used to 
create the care plan?

Where does the care plan live? 

How is it shared?

Who has access to it?

How is it used by the family?

How is it used by the care team?

FAQs



Future Directions

• Sharing platforms
• Caregiver participation



Care 
Maps



Background

• Care maps are a pictorial way to assess 
and describe the individual needs, 
strengths and assets of a family and to 
provide a holistic view of the family 
experience

• Created by Parents
• May be a tool to help families 

communicate “big picture” and “small 
details”

• Help HCP identify gap and prioritize care 
through the health care system





Source: Kids Health Alliance



Care maps for children with medical complexity
Sherri Adams, David Nicholas, Sanjay Mahant, Natalie Weiser, Ronik Kanani, Katherine Boydell, Eyal Cohen
First published: 06 October 2017
https://doi.org/10.1111/dmcn.13576
Citations: 21

Abstract
Aim
Children with medical complexity require multiple providers and services to keep them well and at home. A care
map is a patient/family-created diagram that pictorially maps out this complex web of services. This study
explored what care maps mean for families and healthcare providers to inform potential for clinical use.

Method
Parents (n=15) created care maps (hand drawn n=10 and computer-generated n=5) and participated in semi-
structured interviews about the process of developing care maps and their perceived impact. Healthcare
providers (n=30) reviewed the parent-created care maps and participated in semi-structured interviews. Data
were analysed for themes and emerging theory using a grounded theory analytical approach.

Results
Data analysis revealed 13 overarching themes that were further categorized into three domains: features
(characteristics of care maps), functions (what care maps do), and emerging outcomes (benefits of care map
use). These domains further informed a definition and a theoretical model of how care maps work.

Interpretation
Our findings suggest that care maps may be a way of supporting patient- and family-centred care by graphically
identifying and integrating experiences of the family as well as priorities for moving forward.

https://onlinelibrary.wiley.com/authored-by/ContribAuthorRaw/Adams/Sherri
https://onlinelibrary.wiley.com/authored-by/ContribAuthorRaw/Nicholas/David
https://onlinelibrary.wiley.com/authored-by/ContribAuthorRaw/Mahant/Sanjay
https://onlinelibrary.wiley.com/authored-by/ContribAuthorRaw/Weiser/Natalie
https://onlinelibrary.wiley.com/authored-by/ContribAuthorRaw/Kanani/Ronik
https://onlinelibrary.wiley.com/authored-by/ContribAuthorRaw/Boydell/Katherine
https://onlinelibrary.wiley.com/authored-by/ContribAuthorRaw/Cohen/Eyal
https://doi.org/10.1111/dmcn.13576
https://onlinelibrary.wiley.com/doi/10.1111/dmcn.13576


FIGURE 2b
Adams S, Nicolas D, Mahant S, Weiser N, Kanani R, 
Boydell K Cohen E. (2017) The Utility of Care Maps 
for Children with Medical Complexity. 
Developmental Medicine and Child Neurology.  
59(12); 1299-1306. PA





Transition to Adult Care



Implications to inform policy and practice: Transitioning of 
YMC to Adult Care



Schultz RJ. Parental experiences transitioning their adolescent
with epilepsy and cognitive impairments to adult health care. (2013). 
Journal of Paediatric Healthcare, 27:359–66.

Transition to me equals 
sheer fear...It’s like 

jumping off a cliff. And if 
you’re really well prepared 

– you might have a 
parachute or a trampoline 

along the way for a short 
respite period there...

(Parent)



Davies H, Rennick J, Majnemer A. (2011). Transition from pediatric to
adult health care for young adults with neurological disorders:
parental perspectives. Canadian Journal of Neuroscience Nursing, 33:32–9.

It was like after all those 
years we had depended on 
the (pediatric) hospital to 
help us, and now we had 
the impression that we 
were on our own. No one 
knew us, we were nothing. 
We were a number.

(Parent) 



HCP Checklist
Youth & Caregiver 

Checklist Transition Resource Guide
Timeline

Content of the Transition Toolkit





Practical Tips: How can I use this Toolkit?

• The two Transition checklists are fillable – can be 
downloaded, saved and/or printed

• Inform families of the checklist as soon as you can and work 
in parallel with HCPs/ Complex Care team based on age

• Use the checklist as a guidance and consider youth and 
family’s goals and expectations in the transition process 

• Keep track of adult providers (PCP and adult specialists) 
as they are identified

• The bolded tasks are to be prioritized in the transition 
journey, putting deadlines is helpful to ensure tasks are not 
missed (prompting to set appt dates on caregiver’s phone)
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medical 
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THANK YOU


