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Introduction

I

dentifying, accessing and coordinating services that benefit an individual child or youth with special
health care needs is a difficult but necessary part of good quality health care. Providing such care
requires a continuous collaborative effort by children/youth, families, and their care team. The best
means of guiding and documenting these efforts is an individualized and comprehensive plan of care.
A plan of care includes the information necessary to assure that issues affecting a child’s health and
health care are identified, and that activities and accountability for addressing them are documented. The
best strategies, care structures, processes and outcomes result when patients, families and health care
providers form trusting, caring partnerships and draw upon one another’s perspectives and expertise.
In this report, the recommended core content of a comprehensive and integrated plan of care is
outlined, as are the steps necessary to create and share a plan of care. Achieving a Shared Plan of
Care: An Implementation Guide and related materials are offered separately to help families, clinicians and community partners improve care and assure quality for children with chronic or complex
health care needs.

Background

C

are plans have been consistently recommended as part of the care of individuals with chronic
health problems for many years. Sometimes care plans are limited to specific settings such
as hospitals, or they are used for time-limited care around a
Despite their inherent
specific episode of illness. More recently, care plans have been identivalue, there is no
fied as an essential element of a medical home for children with special
consensus on either
health care needs. When appropriately developed in partnership with
the content of care
patients and families, a single, comprehensive, integrated and shared
plans or the process
plan of care strengthens relationships, enhances communication, and
1-5
of care planning.
improves outcomes. Despite their inherent value and conceptual
support, there is no consensus on either the content of care plans or the
process of care planning. Only a limited number of articles in the professional literature offer specific
guidance as to the dimensions or core components of a plan of care.1, 6, 7
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In 2012, with support from the Lucile Packard Foundation for Children’s Health, a development team
(composed of families, clinicians, care coordinators and policymakers) and then an expert national
advisory committee were convened to develop standards for comprehensive, integrated care plans and
care planning. The intention was that plans of care would be developed for each child with special
health care needs, and that such plans would be maintained and used over their life course.
The work began with agreement on core principles necessary for the successful creation and use
of a shared plan of care. The principles are predicated upon the expectation that care for children
with special health care needs will occur within a family-centered medical home characterized by
team-based care. The principles are both conceptual and pragmatic; they address participation in the
development and use of the plan of care by patients, families and providers.

Principles for Successful Use of a Shared Plan of Care
1. Children, youth and families are actively engaged in their care.
2. Communication with and among their medical home team is clear, frequent and timely.
3. Providers/team members base their patient and family assessments on a full understanding
of child, youth and family needs, strengths, history, and preferences.
4. Youth, families, health care providers, and their community partners have strong
relationships characterized by mutual trust and respect.
5. Family-centered care teams can access the information they need to make shared, informed
decisions.
6. Family-centered care teams use a selected plan of care characterized by shared goals and
negotiated actions; all partners understand the care planning process, their individual
responsibilities, and related accountabilities.
7. The team monitors progress against goals, provides feedback and adjusts the plan of care on
an ongoing basis to ensure that it is effectively implemented.
8. Team members anticipate, prepare and plan for all transitions (e.g. early intervention to
school; hospital to home; pediatric to adult care).
9. The plan of care is systematized as a common, shared document; it is used consistently by
every provider within an organization and by acknowledged providers across organizations.
10. Care is subsequently well coordinated across all involved organizations/systems.
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The Plan of Care Model: Family-Centered,
Comprehensive and Integrated

F

undamentally, the plan of care is envisioned to be an assessment-based, goal-driven, comprehensive and dynamic document whose success rests on effective, ongoing communication
and collaboration among all who are involved in a child’s care. Because the plan of care is
envisioned as a proactive, dynamic, and therefore changing document, it cannot be separated from the
processes involved in its development and use. Use of the plan of care is expected to increase quality
and efficiency and improve medical, social, functional, and financial outcomes. As designed, care
plans also necessitate meaningful engagement of youth and families as partners in their health care.2
Figure 1 provides a visual representation of the ongoing, non-linear, dynamic processes involved in
creating and using a plan of care.
This figure depicts four key elements of the care planning process:
n

n

n
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Identify the Needs and Strengths of the Patient and Family The success of any care
intervention ultimately depends upon actions taken by the patient and family, and so a plan of
care must consider the family’s circumstances and capacities. Health care providers, in particular,
have a uniquely privileged opportunity to know and understand the family by virtue of forming a
respectful and mutually trusting relationship. As a consequence, the health care team, in partnership
with the family, is able to perform a comprehensive assessment of strengths, needs and gaps,
and address interrelated medical, social, developmental, psychological, behavioral, educational,
environmental and financial concerns.
Build Essential Partnerships Effective partnerships rest on mutual interdependence in the
pursuit of articulated, shared goals and outcomes. Agreeing on those goals and their underlying
values allows the patient, family and providers to jointly guide care, and creates the opportunity
to measure progress. Treatment and other intervention decisions thus can be made in partnership,
drawing from patient and family preferences and best available evidence. Since care plans for
children frequently require the contributions of additional community service providers, these
partners need to be identified, brought into the care planning process, and encouraged to access and
use the plan of care.
Create the Plan of Care Assuring high quality coordination of a child’s future care requires that
a care plan be in place — it cannot be otherwise. Access to a concise summary of health care events,
current needed treatments, ongoing issues, and stated goals are essential. Having a plan of care is
particularly beneficial for those newly involved and therefore unfamiliar with the child, family and
their circumstances. Determining, agreeing on, and accepting individual responsibility for strategies
necessary to meet goals are challenging but necessary tasks. For children who have conditions that
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are likely to worsen abruptly and require urgent care, a set of specific emergency actions should be
attached to their plan of care. Other attachments may include rare condition fact sheets and legal
documents outlining guardianship and decision-making privileges.
n

Implement the Plan of Care A plan of care is only valuable as a living, changing document
owned and implemented by all involved in the daily life of the child. For the medical home, the
planning process needs to be incorporated as a routine part of the care of children with chronic or
complex problems. At each visit progress toward clinical and personal goals (child/family) should
be assessed. In the aggregate and over time, the success of a practice in documenting and achieving
goals outlined in each plan of care can be used to gauge the quality of care being provided to the
population of children with special health care needs.i

Figure 1: Shared Care-Planning Model Created in Partnership with Families

1. Identify the Needs and Strengths
of the Patient and Family:
n Hold family-centered
discussions
n Complete multi-faceted
assessments

4. Implement the Plan of Care:
n Perform actions
n Oversee, track & monitor
n Evaluate, update & renew

2. Build Essential Partnerships:
n Set personal and clinical goals
n Share decision making
n Link to specialists and
community service providers

3. Create the Plan of Care:
n Develop the medical summary
n Establish “negotiated actions”
n Add emergency & legal
attachments

i. The accompanying Implementation Guide provides a set of measurement strategies to assist with evaluating the care provided within a
medical home (http://www.lpfch.org/sites/default/files/field/publications/achieving_a_shared_plan_of_care_implementation.pdf).
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A Step-By-Step Approach to the Shared Plan of Care

I

deally, all children should have a plan of care. For healthy and typically developing children the
American Academy of Pediatrics recommendations for preventive pediatric health care, paired with
the guidance provided by Bright Futures, is likely to be enough.
Although there can
However, for children with chronic or complex problems, having
be substantial costs
a more comprehensive and integrated plan of care is a prerequisite
to the practice (and
for high quality care. Although there can be substantial costs to the
family) in creating a
practice (and family) in creating a plan of care, some of these practice
plan of care, some of
costs are billable using CPT codes 99487-99489 for complex chronic
these practice costs
care coordination. For eligible adults, Medicare is expanding billing
are billable.
opportunities for required chronic-care management. Regulations
require practices to develop a “patient-centered plan of care” document, which would typically include a “problem list,” expected outcomes, measurable treatment goals,
symptom and medication management, and coordination of services delivered by specialists and social
service providers.
For children and youth with special health care needs, practices vary as to their capacity to develop
and implement care plans. Planned, coordinated care becomes easier when practices engage in both
their day-to-day work and their quality improvement efforts as a team. The inclusion of families, not
only in planning their own child’s care but also as improvement partners for the practice, benefits all
and may enhance outcomes. Implementing care planning is best done in a stepwise fashion, identifying, testing and adopting new approaches and procedures. Workflow or work responsibilities are apt
to change, so an organized approach to implementation will minimize disruptions. Having an idea of
the intended results of care planning implementation is essential. Figure 2, Major Components of a
Shared Care Plan, offers a recommended plan of care template. The following 10 Steps break down the
testing and implementation process into a sequence of manageable activities.

6
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Ten Steps Toward Implementation
Step 1. Identify who will benefit from having a care plan.
n Select criteria to identify the children and families who would benefit from having an
accessible, comprehensive, integrated and shared plan of care.
Step 2. Discuss with families and colleagues the value of developing and using
a comprehensive and integrated plan of care.
n Talk with the patient and family about the value of a shared plan of care and their central role
in its dynamic development and use; share with them that other families have recommended
this as a helpful strategy.
n

Review with colleagues your understanding of the family perspective, including the
importance of communication and collaboration; link the plan of care conceptually with
better health care, population health and costs per capita.

Step 3. Select, use and review multi-faceted assessments with the child, youth
and family.
n Use findings to frame child and family needs, strengths, resources, and circumstances.
Step 4. Set shared personal (child and family) and clinical goals.
Work together to agree upon clinical goals of care, specific child and family goals, and their
relative order of priority.

n

Step 5. Identify other needed partners and link them into the plan of care
process — subspecialists, community resource providers and others.
n Clarify who the “lead team” is (locus of care coordination) for the family, other team
members, and partners
Step 6. Develop the plan of care “Medical Summary” and merge with
“Negotiated Actions” in step 7.
n For some children, an emergency plan of care, necessary legal documents, and additional rare
condition fact sheets, or other specific guidance, should be attached.
n

Merge with Negotiated Actions dimensions (Step 7).

Step 7. Establish the plan of care “Negotiated Actions” and merge with the
“Medical Summary” in step 6.
n Negotiate accountability for each action.
n

Ensure that anticipated transitions are addressed, including between school levels, hospital to
home, and pediatric to adult-focused health care.

Step 8. Ensure that the plan of care is accessible, retrievable, and available.
n Make the plan of care available in real time for families and practice staff.
n

Use it at each health care encounter and/or contact with the child and family.
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Ten Steps Toward Implementation (cont.)
Step 9. Provide tracking, monitoring and oversight for the plan of care.
n Regularly review contents and progress with the family, modify data and goals as necessary,
while updating actions and accountabilities.
n

At least annually, or according to each individualized plan, reassess the circumstances
of the child and family including their physical, mental, cognitive, social, functional and
environmental health status, and determine the use of and need for additional resources and
supports, similarly revising the plan.

Step 10. Systematically use the plan care model process as a life course and a
population health approach.

To gain the greatest benefits from creating and implementing a plan of care, every “partner” (patient,
family, medical home clinical team, and identified subspecialists, community and school providers) will
need to be aware of, have access to, and be able to use the plan of care. While implementing care plans
requires good processes and skilled people, good tools are also needed. As health information technology
becomes universally adopted, care plans need to be electronically accessible, updateable, downloadable
and transmittable.8 Together these essential elements all contribute to the achievement of a standardized
and measurable approach to planned, coordinated and high quality, family-centered care.

Conclusion

T

he purpose of planned care is to achieve better, safer, more coordinated care resulting in
optimal child and family outcomes. A core strategy is to solidify the relationship among
children, families and their health care team through the creation and use of a plan of care
with a longitudinal view. Communication, collaboration and co-management with sub-specialists
and community partners supply needed integration and comprehension. The partnership relationship
formed enables each child, youth and family to reflect upon what matters most to them and to have
health care interventions and actions linked with their goals. This embodies the kind of patient and
family-centered care that current literature shows to be associated with better outcomes.
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Figure 2

Major Components of a Shared Care Plan
Part I Medical Summary
Describe the Child/Youth/Family
Name/Likes to be called:
n

Sex

n

Diagnosis

n

DOB

n

Problem list

n

Race

n

Short summary

n

First language

n

Mental status

n

Emergency plan on record? ( ___ Yes/Link)

Medical Home Neighborhood
Mapping
Contacts: (e.g. family support, health,
school and community partners)

( ___ Not Needed)

Role/Responsibilities

Best way to contact

1.
2.
3.
Family structure — succinct social /educational summary; includes strengths
n

Siblings (Ages, health/wellness concerns, functional ability, etc.)

n

Cultural considerations/preferences

n

The primary concern of the family (in their words)

n

The family response to “What I/we want you to know about me/us”

Part II Medical Summary — Describe/list:

10

n

The diagnoses

n

Problem list

n

Short narrative summary

n

Mental status/level of consciousness

n

Current interventions, treatments and therapies

n

Other approaches tried and not tried

n

Developmental concerns

n

Environmental concerns

n

Other______________________
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Part III “Negotiated Actions” (e.g. Strategies and plans to address each goal)
What are the family/child/youth’s identified goals (i.e., what matters to them)?
n

Patient Goal(s) (dated)

n

Family Goal(s) (dated)

Clinical treatment goals (best available evidence)
n

Primary care clinician goal (dated)

n

Sub-specialist(s) goal (dated)

n

Community providers(s) goal (dated)

For each prioritized goal – identify actions/strategies, accountable persons (includes subspecialists and
community partners), and a timeline for completing the actions:
Goal

Actions /Strategies

Accountable Person

Timeframe

Patient goal(s)
Family goal(s)
Clinical goal(s)

Use and regularly update the plan of care
Evaluate the shared care process
n

Are there methods in place for effective communication?
l

Type of communication (email, messaging, phone, face-to-face, cloud, etc.)

l

Persons communicating (family, cross-team, and community partner)

n

Is the plan practical and feasible?

n

Are resources obtainable?

n

Are there any additional barriers?

n

Are the activities adequate to facilitate use of the plan?

n

Is there adequate documentation of actions?			

n

Is progress assessed for each goal?

Signatures and dates (lead clinician, family, coordinator, other):

Achieving a Shared Plan of Care with Children and Youth with Special Health Care Needs

11

