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To fulfill the promise of a life of dignity, autonomy, and independence for children
and youth with special health care needs (CYSHCN) and their families, greater value must be
assigned to meaningful outcomes, such as quality of life and well-being.

OBJECTIVES:

abstract

Despite decades of research, programs, and measurements addressing quality of life
and well-being for CYSHCN and their families, there still is no consensus on how to measure,
implement, or achieve them.

METHODS:

As the US health care system strives to reach the health care goals of safe, efficient,
effective, equitable, timely, and patient-centered care, youth and families must be equal
partners at all levels of the health care system—from clinical decision making to designing
and implementing programs and policies.

RESULTS:

The health care system must systematically measure the priorities of CYSHCN and their
families. It also must incorporate data on quality of life and well-being when developing services,
supports, and systems that help CYSHCN and their families to flourish rather than hindering them.

CONCLUSIONS:
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SUPPLEMENT ARTICLE

Disability is a natural part of the
human experience and in no way
diminishes the right of individuals
to flourish, live full well-rounded
lives, and participate in or
contribute to society.1 Federal laws
protect these rights,2,3 but the
promise of such a holistic vision
throughout the life course for
children and youth with special
health care needs (CYSHCN) and
their families remains unfulfilled. In
the 2018 to 2019 National Survey of
Children’s Health (NSCH), caregivers
reported a significantly lower
quality of life for CYSHCN than
children without special health care
needs, including such critical items
as more missed school days,
difficulty making friends, and lower
participation in organized activities
(Table 1).
As the US health care system strives
to achieve the health care goals of
safe, efficient, effective, equitable,
timely, and patient-centered care,4 it
must measure indicators of access
to health services and functional
outcomes. However, it is not
sufficient to promote the health of
CYSHCN without also considering
the many components that
contribute to quality of life and wellbeing. These could include
protective factors such as socializing
with friends and participating in
accessible activities, or risk factors
such as missing school for medical
appointments or experiencing
bullying. For the health care system
to promote dignity, autonomy, and
independence for CYSHCN and their
families, and achieve its goals,
greater value must be assigned to
well-being and quality of life, as
defined by individuals and families
with lived experience.5,6 Youth with
special health care needs and their
families must be equal partners at
all levels of the health care system,
from clinical decision making to
designing and implementing
programs and policies. Data on

quality of life and well-being
gathered from them can be used to
develop services that promote
rather than hinder a life of quality
for CYSHCN and their families.
A Blueprint for Change: Guiding
Principles for Advancing the System
of Services for CYSHCN and their
Families (hereafter referred to as
Blueprint for Change) outlines
principles and strategies that can be
implemented to achieve a strong
system of services for CYSHCN. The
Blueprint for Change recommends
strategies to measure well-being and
quality of life that can transform
systems to improve quality and
access to needed patient and familycentered services. Such
improvements could lead to a future
in which “service systems prioritize
quality of life and support the
flourishing of CYSHCN and their
families.”7 Prioritizing well-being
and quality of life outcomes in
health care systems places value on
measuring what matters most to
CYSHCN, the whole person
(hereinafter referred to as “whole
child or whole family”) (ie, physical,
mental, social, intellectual and
spiritual needs), not just a
diagnosis.8

Well-Being and Quality of Life
The concepts of well-being and
quality of life are interdependent and
influenced by multiple factors,
including sense of community and
social integration; socioeconomic and
employment status; and selfperceived physical, cognitive,
emotional, and social functioning.9–13
A widely cited definition, developed
by the World Health Organization,
defines quality of life as “an
individual’s perception of their
position in life in the context of
culture and value systems in which
they live and in relation to their
goals, expectations, standards and
concerns.”14
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In health care literature, the broad
concept of quality of life often is
used interchangeably with its
specific dimensions, such as healthrelated quality of life and
functioning, disability, and health
(FDH).15,16 The Centers for Disease
Control and Prevention defines
health-related quality of life as “an
individual’s or group’s perceived
physical and mental health over
time,” whereas FDH “comprises the
biopsychosocial components and
interactions among body structures
and function, and activities and
participation in the context of
environment and personal
factors.”17,18

Measurement
In part, because of the conceptual
complexity inherent in the concepts
of quality of life and well-being,
there is no universally accepted
gold standard tool for
measurement.19 Historically,
quality of life and well-being
measures were not developed in
collaboration with individuals with
lived experience, resulting in a
narrow set of indicators, often
designed with an ableist,20
Western, White, and adult-focused
bias that inaccurately assesses the
diverse experiences of CYSHCN and
their families.15,16 Existing tools to
measure quality of life have
limitations. For example,
instruments that assess healthrelated quality of life tend to be
generic, such as the PedsQL21 and
KIDSCREEN,22 or condition specific,
covering conditions such as
asthma, diabetes, and oro-facial
disorders.23 These measures fail to
capture key aspects of a full life
that support flourishing, such as
the spirituality, relationships,
values and culture of children and
youth with disabilities and/or
special health care needs. Even
though the World Health
Organization International
Classification of Functioning,
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TABLE 1 Quality of Life Indicators, by Special Health Care Need Status, 2018 and 2019

Indicators
Child level indicators
Flourishing composite (6 mo–5 y)a
Child usually or always shows affection or tenderness with parent (6 mo–5 y)
Child usually or always bounces back when things don't go his or her way (6 mo–5 y)
Child usually or always shows curiosity in learning new things (6 mo–5 y)
Child usually or always smiles and laughs (6 mo–5 y)
Flourishing composite (6–17 y)b
Child usually or always shows curiosity in learning new things (6–17 y)
Child usually or always ﬁnishes tasks (6–17 y)
Child usually or always stays calm and in control, when faced with a challenge (6–17 y)
Other child QoL indicators (6–17 y)
Child missed >6 school days in the past 12 mo (6–17 y)
Child was bullied at least 1 to 2 times a month (6–17 y)
Child has a lot of difﬁculty making and keeping friends (6–17 y)
Child participated in at least 1 organized activity or lesson (6–17 y)
Family level indicators
Parent reports feeling aggravated by parentingc
Parent reports coping very well with the demands of childrearing
Parent reports having to change job due to childcare
Parent reports spending 5 or more hours per week coordinating and/or providing health care
Parent reports family resilience behaviors (composite measure)d
Neighborhood level indicators
Child lives in a supportive neighborhoode
Child lives in a safe neighborhoodf
Child attends a safe schoolg
Child lives in a neighborhood with amenitiesh

Children and Youth With
Special Health Care
Needs

Children and Youth
Without Special Health
Care Needs

%
68.3
93.1
78.7
88.5
96.0
44.5
80.3
66.6
54.1

%
85.4
97.8
91.2
95.8
99.3
73.1
92.5
89.9
83.6

23.9
28.2
15.0
74.3

6.9
10.9
1.5
81.5

16.7
52.3
16.8
24.1
76.2

2.3
65.5
8.3
9.9
83.7

48.2
59.0
63.9
36.3

56.6
65.8
72.0
39.2

Response: Child usually or always displays all 4 ﬂourishing items.
Response: Child usually or always displays all 3 ﬂourishing items.
Response: Parent usually or always feels their child is much harder to care for than other children or is usually or always bothered a lot by their child's behavior or usually or
always feels angry with their child.
d
Response: Family most of the time or all of the time talks together about what to do, works together to solve problems, knows they have strengths to draw on, and stays hopeful in difﬁcult times.
e
Response: Parent deﬁnitely agrees to at least 1 of the following items and somewhat agrees or deﬁnitely agrees to the other 2 items: people in their neighborhood help each
other out, watch out for each other's children, and know where to go for help in their community.
f
Response: Parent deﬁnitely agrees that their child lives in a safe neighborhood.
g
Response: Parent deﬁnitely agrees that their child attends a safe school.
h
Response: Child's neighborhood has parks, recreation centers, sidewalks, and libraries.
a

b
c

Disability and Health offers a more
expansive view of childhood
disability, its use too often is
focused narrowly on functional
ability and not necessarily
correlated with quality of life.24
The lack of consensus on essential
measurement characteristics
restricts their use and adoption in
applied clinical settings.14,25 As
health care systems continue to
incentivize quality care, it is
imperative to focus on outcomes
that measure quality of life and
well-being based on the needs of
CYSHCN and their families.
Although undoubtedly important
for CYSHCN, clinical care should
not be delivered in a vacuum;

instead, it must be integrated with
the other meaningful components
of each child’s and family’s life.

The Disability Context of Quality of
Life
In the mid-20th century, disability
rights advocates fought to change
public and professional perspectives
on disability. They promoted
strategies to eliminate societal
barriers and maximize potential for
individuals with disabilities,
culminating in federal laws such as
the Individuals with Disabilities
Education Act, Section 504 of the
Rehabilitation Act, and the
Americans with Disabilities Act.2,3,26
Despite this progress, health care
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professionals—whether
intentionally or not—continue to
demonstrate bias in their attitudes
toward persons with disabilities,
also known as ableism: more than
80% of physicians in a recent study
perceived a worse quality of life for
people with disabilities, and only
18% strongly agreed that people
with disabilities are treated unfairly
in the health care system.27
Families have a different
perspective; they may acknowledge
that their lives are different and full
of challenges, but they also describe
the wonder and joy their CYSHCN
bring to their lives.28 The focus of
many well-meaning professionals on
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“fixing” people with disabilities
misses this concept. As a result,
health care professionals may limit
their vision of how they might
better serve these children and
possibly overlook opportunities to
eliminate social, attitudinal, and
environmental barriers to improving
quality of life and well-being for
CYSHCN and their families.
Quality in health care has often been
measured using deficit-based
indicators, such as mortality and the
presence of physical or cognitive
impairments.15,16,29 For example,
quality adjusted life years is a
foundational metric of costeffectiveness used by researchers,
the pharmaceutical industry, and
policymakers; it lowers the value of
a year of treatment by the perceived
degree to which a disability or
illness affects quality of life during
that year.30,31 This approach to
measuring cost-effectiveness
systematically devalues the impact
of treatment on individuals with
disabilities and demonstrates an
historical pattern of discrimination
toward children and other people
with disabilities.32,33

Family or Caregiver Burden Does
Not Accurately Measure Quality of
Life
Some quality measures focus on
identifying challenges families face,
often referred to as the “caregiving
burden,” when navigating
dysfunctional, bureaucratic, and
fragmented services that can affect
access and experiences of care.
Many families reject the
characterization of burden because
it reflects negatively on their child
and caregiving. It also obscures the
reality that many of these problems
do not originate within families but
are created by inadequate and
unresponsive systems. 4,34–36,37
When health care systems use such
measures, interventions may be
more likely to focus on identifying
the problem or alleviating individual

family stressors rather than
redesigning systems to provide care
for the whole child and family
across the life course, to promote
and not hinder quality of life.38 The
data in Table 1 indicate that 52% of
CYSHCN have families or caregivers
who report coping very well with
the demands of childrearing. Yet,
this is still less than the 65.5% of
non-CYSHCN with families or
caregivers who report coping well.39
Perhaps this difference reflects the
added demands of a fragmented
service system and/or lack of
services, resources, or support for
families of CYSHCN.

Measuring What Matters to CYSHCN
and Families
As demonstrated in Table 1, the
NSCH has documented disparities in
quality of life and well-being for
CYSHCN using indicators such as
number of school absences, a child’s
ability to make and keep friends,
and living in a supportive
neighborhood. However, more
research is needed to learn about
the role of quality of life and wellbeing in achieving health outcomes
and how best to measure what
matters to CYSHCN and families so
health care systems can implement
policies, services, and supports that
are more responsive to their needs.
Existing health-related quality of life
or FDH measurement tools, while
imperfect, are not used
systematically by health care
systems. Additionally, measures
such as the Healthcare Effectiveness
Data Information Set40 or the
Medicaid Core Set,41 which are
widely used—with financial
consequences for insurers and
government agencies that do not
meet certain metrics—do not
address any dimensions of wellbeing or quality of life. Instead, they
focus on access and screening.
Rewarding large health care systems
for improving children’s quality of
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life and well-being in addition to
clinical outcomes might provide
more incentives for cross-systems
integration to occur at the local,
state, and national levels.
Health care systems should
prioritize measuring quality of life
and well-being for all aspects of a
child’s life, even those outside of
clinical care. Focusing on outcomes
measured only by a health-related
quality of life tool ignores and fails
to capture other key concepts, such
as autonomy, dignity, independence,
spirituality, culture, relationships,
coping skills, and the quality of
caregiving.10,42 Differentiating
between overall quality of life and
health-related quality of life is a
critical step in developing systems
of services that foster dignity,
autonomy, and flourishing for
CYSHCN and their families.1
Measuring what is meaningful to
CYSHCN and their families is best
achieved through partnership with
them at the practice and systems
levels. Partnership at the practice
level can lead to authentic shared
decision making and planning that is
responsive to and reflective of the
whole child and family and their
priorities.43 Partnership at the
systems level, which values
experienced youth and family
leaders as public health
professionals, can lead to research,
development of measures, and
services that meet the needs of
CYSHCN and families.43 A number of
promising initiatives addressing
these challenges are found below.

Integrating Quality of Life and WellBeing Measures at the State Level
In 2018, the Florida Surgeon
General created the Title V Children
and Youth with Special Health Care
Needs Technical Advisory Panel to
produce a report on best practices
focusing on quality care and health
outcomes. The panel, comprising
youth, families, pediatric
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organizations, payors, and
pediatricians, produced
Recommendations for Quality of Life
Outcomes for Children and Youth
with Special Health Care Needs,44
which strongly supported measuring
family and child well-being and
quality of life. The panel noted that
“If quality of life is routinely
measured, then child health
programs can focus on improving
the outcomes that matter most to
children and families, including the
degree to which a child is able to
meet his or her potential. Programs
will also have further incentive to
aim at the roots of health, and to
consider activities that address
health conditions in homes,
neighborhoods, and schools.
Improved child and family wellbeing can increase work
productivity and school attendance.”
The report highlights how existing
instruments and measures can be
integrated and standardized.44 Since
publication of the report, more than
44 000 CYSHCN have enrolled in a
Florida managed care plan modeled
on Title V principles and were
assessed using at least 2 measures
of quality of life, with overall
improvement in several categories
reported (Jeffrey Brosco, MD, PhD,
e-mail communication, September
2021). This experience provides an
example for other states that are
considering making measurement of
quality of life and well-being for
families a priority.

Palliative Care as a Whole Child
Approach to Care
Palliative care, although often
misunderstood and underused, is
perhaps the most well-known
example of an approach to health
care designed explicitly to improve
the quality of life of CYSHCN and
their families. Its key principles are
to relieve suffering (eg, pain and
psychological, social, practical, and
spiritual suffering), improve quality
of life (both for the child and the

family), facilitate informed decision
making, and coordinate care among
providers and across systems.45,46
This holistic approach
operationalizes key components of
family-centered care. Notably,
families report the following as the
3 most valued aspects of palliative
care services: management of
symptoms, provision of
psychological support for their child,
and communication and
coordination across multiple
providers and systems.47
Because of a variety of factors,
including lack of provider education
and difficulty in obtaining insurance
coverage, many CYSHCN and their
families are unable to routinely
access palliative care outside of the
hospital setting. However, medical
homes and other primary care
settings can integrate the key
principles of palliative care (ie,
primary palliative care) into their
models; alternatively, it can also be
delivered as a specialty service.48 To
increase access to limited specialty
palliative care, several states have
used Medicaid state plan
amendments and waivers.49 In
response to an increasing demand
for access to palliative care for all
CYSHCN and families, the National
Pediatric Palliative Care Task Force
convened in 2021 to formulate
strategies for expanding access and
awareness, improving financing
mechanisms, and meeting this
growing demand for pediatric
palliative care.50

Coordination and Collaboration
Across Systems of Services for
CYSHCN
CYSHCN well-being is strongly
influenced by external factors,
including school and other social
environments51; however,
integration of health and other
social systems and supports is often
siloed by bureaucracy and other
barriers, such as lack of data sharing
and financing.52 Telehealth offers a
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strategy to bridge existing gaps in
coordination between state Medicaid
programs and school systems.53
Thirty-one states have published
guidance allowing Medicaid
reimbursement for school-based
telehealth services. For example, in
North Carolina, families could not
use Medicaid waivers for home
health services delivered while
CYSHCN were engaged in virtual
learning because both services rely
on federal funding. Recognizing the
role both services play in promoting
health and quality of life during the
COVID-19 pandemic, North Carolina
Health and Human Services worked
with the Centers for Medicare &
Medicaid Services to develop North
Carolina’s new Appendix K Waiver,
allowing CYSHCN to use home
health and virtual or in-person
educational services
simultaneously.53

Recommendations
The COVID-19 pandemic has forced
our fragmented health care system
to rapidly adopt previously
unimaginable changes. Delivering
care in a system that promotes wellbeing and quality of life merits the
same level of urgency and
innovation. Reorienting the health
care system to equally prioritize
child and family well-being and
quality of life as well as clinical
outcomes will require action at the
research, practice, and policy levels.

Research
In partnership with CYSHCN and
their families, health care systems
should support developing a familycentered research agenda to identify
and test effective measures for wellbeing and quality of life, including:
1.

Develop well-being and quality
of life measures that reflect the
diverse needs CYSHCN and
their families beyond their
diagnosis and interaction with
the health care system and
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2.
3.

integrate services and supports
that are meaningful to children
and families across the life
course.
Develop “core outcome sets” for
conditions that affect CYSHCN.54,55
Identify how ableism manifests
in pediatric health care delivery
and how perceptions of
disability can influence the care
provided to CYSHCN.

Practice
In partnership with CYSHCN and
families, health care systems and
practitioners should develop, identify,
and promote models of care delivery
and other services that prioritize and
integrate well-being and quality of life
across the life course.
1.

Policy
Policymakers and those in positions
to influence systems change must
partner with youth and families to
develop and implement federal and
state policies supporting care
delivery that values, prioritizes, and
promotes the well-being and quality
of life of the whole child and family
across the life course.
1.

2.

3.

Policies for federal and state programs serving CYSHCN should
incorporate measurement of
well-being and quality of life, as
well as family-professional
partnership, as components of all
care delivery, quality
improvement projects, research,
and systems transformations.
Policies should be developed to
support the integration of wellbeing and quality-of-life
measures into instruments such
as NSCH, Healthcare
Effectiveness Data Information
Set, and the Medicaid Core Set,
and align measures across the
multiple systems of services for
CYSHCN.
Policies should mandate the development of training curricula in
partnership with patient and
family faculty. These curricula
should provide education about
disability, family-centered care,
and the principles of palliative
care, and promote their inclusion
as core components of health
professional and continuing
education and training at all
levels.

2.

Health care systems should promote approaches to applying
principles used in palliative care
throughout care delivery for
CYSHCN.
Health care systems should promote tools, such as care
mapping, to facilitate shared
decision making and ensure
that quality of life and the
needs of CYSHCN and their
families are discussed in a
meaningful way and integrated
into health care services, and
that care is coordinated across
the entire ecosystem of child
and family life.

CONCLUSIONS
Elevating the importance of quality
of life and well-being outcomes
requires a reimagining of the
traditional system of care. CYSHCN
and their families ultimately are the
experts in defining optimal health
for themselves. This view of health
encompasses factors beyond
physical health outcomes to include
social connections, educational
opportunities, recreation, and
spirituality. Measuring and attaining
a health care system that values
quality of life and well-being for
CYSHCN and their families requires
change at both the system and
individual levels; such change can be
achieved only in partnership with
CYSHCN, families, providers, and
local, state, and federal
governments.
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