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Children and youth with special health
care needs (CYSHCN) have long been a
priority population for the federal
Maternal and Child Health Bureau
(MCHB). For more than a century,
MCHB and its organizational
predecessors have funded
programmatic efforts to develop a
community-based system of services to
improve access and quality care for
meeting the needs of children and
families. MCHB’s work has evolved to
address system innovations and
advances in clinical care while
adapting to the changing legislative
landscape. Despite improvement in
some health-related outcomes,
important gaps remain for ensuring
the health and well-being of CYSHCN
and their families. In particular, the
stark racial inequities and longstanding
challenges made more visible by the
coronavirus disease 2019 (COVID-19)
pandemic necessitate renewed efforts

by federal, state, and local
governments, payers, and child- and
family-serving organizations. Building
on decades of experience and
leadership, MCHB is releasing the
Blueprint for Change: Guiding Principles
for a System of Services that Meet the
Needs of CYSHCN and Their Families
(Blueprint for Change). This article
presents the historical leadership of
MCHB in advancing a system of
services for CYSHCN and introduces
the Blueprint for Change, which focuses
on 4 critical areas to ensure that
CYSHCN thrive: health equity, family
and child well-being and quality of life,
access to services and supports, and
financing of services.
The story of CYSHCN in the United
States has been one of progress,
persistence, and hopes still to be
fulfilled. The MCHB, part of the Health
Resources and Services

Administration, defines this
population as “those who have or are
at increased risk for a chronic
physical, developmental, behavioral,
or emotional condition and who also
require health and related services of
a type or amount beyond that
required by children generally.”1
More than 14.1 million children in the
United States meet this definition,
comprising 19.4% of the population.2
Compared to other children and
youth, CYSHCN are more likely to live
in poverty, live in families receiving
public assistance, and be exposed to
adverse childhood experiences (with
more than one-third of families
reporting divorce of a parent or
guardian or having difficulty in
covering basic expenses).3
The broad definition of CYSHCN
results in a heterogeneous
population with varying health
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statuses and needs. Diagnoses
among CYSHCN range from allergies,
asthma, and mental or behavioral
health disorders to much less
common, and even rare, conditions.2
Recent focus has been placed on a
specific subpopulation of CYSHCN:
“children with medical complexity”
(CMC). CMC are described as children
with “substantial family-identified
health care service needs,” the
presence of “1 or more chronic
clinical conditions … that are severe
and/or associated with medical
fragility,” severe functional limitations
that may require assistive technology,
and “high projected utilization of
health resources.”4 Estimates suggest
the proportion of CMC ranges from
0.4% to 1.6% (320 000–1 200 000) of
all children in the United States.5,6
CMC represent approximately 6% of
children on Medicaid or the Children’s
Health Insurance Program but
account for almost 40% of pediatric
health care costs.7 CYSHCN and their
families often require services from
various sectors across the life course,
from health to education and beyond.
Although significant progress has
been made in advancing the clinical
care and system transformations
necessary to improve outcomes for
CYSHCN, much work still needs to be
done to ensure that children and their
families thrive in their communities.
This article highlights MCHB’s historic
leadership role in transforming the
system that serves CYSHCN and their
families, our current and ongoing
progress, and how a new framework,
Blueprint for Change: Guiding
Principles for a System of Services that
Meet the Needs of CYSHCN and Their
Families (Blueprint for Change), can
advance the field.

THE EVOLVING WORK OF THE
MATERNAL AND CHILD HEALTH BUREAU
IN SUPPORTING CHILDREN AND YOUTH
WITH SPECIAL HEALTH CARE NEEDS
From its earliest days, the job of the
Children’s Bureau (the Bureau),

created in 1912 and the predecessor
of the present MCHB, was to
“investigate and report … upon all
matters pertaining to the welfare of
children and child life among all
classes of our people.”8 That early
work included a survey of
“provisions for crippled children” in
14 states, which influenced the
Bureau’s recommendations to
President Theodore Roosevelt’s
Committee on Economic Security
regarding the development of a
program for such children in what
would become the Social Security Act.9
The 1930 White House Conference
on Child Health and Protection
outlined a series of 5 rights for “the
handicapped child” and endorsed a
series of rights for all children in its
report, the Children’s Charter. These
rights included: “for every child
health protection from birth through
adolescence, including: periodical
examinations and, where needed,
care of specialists and hospital
treatment”; “for every child who is
blind, deaf, crippled, or otherwise
physically handicapped, and for the
child who is mentally handicapped,
such measures as will early discover
and diagnose his handicap, provide
care and treatment, and so train him
that he may become an asset to
society rather than a liability”; and
“for every child the right to grow up
in a family with an adequate
standard of living and the security
of a stable income as the surest
safeguard against social handicaps.”
The 1930 conference findings
influenced the CYSHCN provisions
(including the authorization of
grants-in-aid to states) in Title V of
the Social Security Act (Title V),
enacted in 1935.10,11 Title V
authorized appropriations to states
for, among other purposes: “enabling
each State to extend and improve
(especially in rural areas and in
areas suffering from severe economic
distress), as far as practicable under
the conditions in such State, services
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for locating crippled children and for
providing medical, surgical,
corrective, and other services and
care, and facilities for diagnosis,
hospitalization, and aftercare, for
children who are crippled or who are
suffering from conditions which lead
to crippling.”12
In the ensuing years, Bureau
investments supported efforts to
improve access to and quality of
care for children with acute and
chronic health conditions. In the
1960s, interest by the Kennedy
administration and Congress
resulted in amendments to Title V
and additional funding for “mentally
retarded” children.13 Later, the
“Children and Youth” projects
increased the availability of clinical
resources (facilities, providers,
support services, and so on) to
accompany payment for medical
services offered under the newly
created Medicaid program.10,14
In 1981, Title V was converted into
the Maternal and Child Health
Services Block Grant (block grant).
The special emphasis on CYSHCN
persisted, but in 1985, language in
the Omnibus Budget Reconciliation
Act (OBRA) changed the terminology
from “crippled children” to “children
with special health care needs.”15
OBRA 1989 amended the Social
Security Act and mandated that
state Title V programs spend at least
30% of their federal block grant
funds on services for CYSHCN and to
“facilitate the development of
community-based systems of
services for such children and their
families.”17 Historically, states used
their block grant funds to provide
direct services to CYSHCN. This
legislative change allowed states to
implement efforts to improve the
system of services for CYSHCN. In
recent years, states have shifted
from providing direct, clinical
services (to relatively small
numbers of CYSHCN) to population
health approaches, maximizing the
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reach and impact of block grant
funds to address the health and
well-being of all CYSHCN in a state.
These approaches work at the policy
level or across multiple service
sectors and may address social or
environmental factors that impact
health equity.18
A hallmark of the Bureau’s work
through the block grant and its
other investments for CYSHCN is
partnering with families, health
professionals, and state MCH
leadership to transform and advance
a system of services for CYSHCN.
The flexibility provided by the block
grant allows states to tailor their
approaches to meet state- and
community-specific needs. This
strategy yields substantial variability
in services offered to CYSHCN and
their families, and system
development across states and
jurisdictions.19 MCHB’s efforts to
ensure a robust and impactful
system of services for CYSHCN have
extended, and must continue to
extend, beyond efforts financed by
the block grant to leverage other
national leadership opportunities
and partnerships with government
and private sector entities. These
partnerships will remain essential to
optimally serve CYSHCN and achieve
the principles set forth in the
Blueprint for Change.
Bureau programs for children and
families have evolved along with
advanced understanding of disease
detection, treatment, prevention, and
family needs. For example, as the
science of newborn screening evolved
in the latter half of the 20th century,
the Bureau established programs to
expand state-based screening
programs and access to specialty
genetic services. Hearing screening
technology developed in the late
1980s and early 1990s allowed for
the development of state systems for
universal early hearing detection and
intervention.20 During initial
discussions around health reform in

the 1990s, the Bureau facilitated
conversations on financing of care for
CYSHCN, care coordination, and
family-centered care. The increasing
incidence of autism and tools to
support early diagnosis led to
legislation authorizing the Bureau to
create programs that expand access
and training of professionals to
diagnose and treat autism spectrum
disorder.
The 1982 Surgeon General’s
workshop “Children with Handicaps
and Their Families” and the
subsequent Surgeon General’s
report on children with special
health care needs influenced the
development of family-centered care
approaches and a community-based
system of care.21 After the Surgeon
General’s report and passage of
OBRA 1989, MCHB and its partners
developed and disseminated a
definition of CYSHCN. To implement
and monitor progress toward
achieving the system of services for
CYSHCN required by OBRA 1989,
MCHB and its partners subsequently
established the 6 core indicators of
a well-functioning system of
services.22 These 6 indicators (Fig 1)
would serve as the sentinel
measures for CYSHCN programming
for the next 2 decades. In 2001,
MCHB worked with the Centers for
Disease Control and Prevention to
field the National Survey of Children
with Special Health Care Needs,
which provided national- and statelevel estimates of CYSHCN for the
first time, as well as performance on
the 6 core indicators.2 In 2002 and
2011, MCHB partnered with families

and other stakeholders to develop
comprehensive 10 year strategic
plans to implement the 6 core
indicators and coordinate a system
of services for CYSHCN. It was
incumbent on MCHB to translate
how these changes could influence
and effect the MCH public health
workforce and the populations they
serve.
The Bureau’s work over the past
century has also evolved in the
context of a changing legislative
landscape related to the protection
and coverage of people with
disabilities, including CYSHCN. As an
example, the Tax Equity and Fiscal
Responsibility Act of 1982 included
the “Katie Beckett Provision,” which
made it easier for families of
CYSHCN to qualify for Medicaid
coverage of home-based care.23
Additionally, the Family Opportunity
Act of 2005 established Family-toFamily Health Information Centers,
now located in every state, the
District of Columbia, 5 territories,
and 3 tribal organizations. These
family-run centers provide
information, training, technical
assistance, and peer support to
families of CYSHCN to help them
make informed decisions about their
children’s health and participate in
system-building activities within
their communities and states.16 The
Patient Protection and Affordable
Care Act (ACA) of 2010 codified
important health insurance coverage
provisions and protections for
CYSHCN, including the prohibition of
“preexisting conditions,” removal of
lifetime benefit caps, expansion of

1.
2.
3.
4.
5.

Families of CYSHCN are partners in decision making at all levels
CYSHCN receive coordinated, ongoing, comprehensive care within a medical home
Families of CYSHCN have adequate private and/or public insurance
Children are screened early and continuously for special health care needs
Services for CYSHCN are organized so families can use them easily and are satisfied
with the services they receive
6. Youth with special health care needs receive the services necessary to make
transitions to all aspects of adult life, including adult health care, work, and
independence

FIGURE 1.
Six Core Indicators of a Well-Function System of Services for CYSHCN.
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Medicaid coverage and allowing
children to remain covered under
their parents’ insurance until age 26,
and prohibition of cost-sharing for
preventive services.24 After passage
of the ACA, MCHB invested in a
number of programs to support
families, providers, and states in
understanding and implementing
the act. Although the ACA had a
positive impact on many families
with CYSHCN, the act was not a
panacea and did not fully address
adequate coverage or
underinsurance.25 MCHB continues
to fund research and other
investments to identify, measure,
and fill the gaps and reduce
financial hardships and burden for
families.
Today, in addition to the Block
Grant, MCHB funds a variety of
programs aimed at improving
outcomes for CYSHCN and families.
Current efforts include identifying
emerging issues, measuring CYSHCN
needs and outcomes, optimizing
service delivery, supporting public
health infrastructure, providing
technical assistance, supporting
family leadership, and engaging in
policy development or assurance.
After decades of working to build
the system of services, the Bureau
has learned, through both successes
and challenges, a number of key
lessons: (1) we must engage families
meaningfully through all steps of the
process; (2) to strengthen the
system of services for CYSHCN, we
must be able to define and measure
the population and components of
the system; (3) we must continually
assess and evaluate the Bureau’s
research and programmatic
resources to address ongoing and
emerging issues that impact CYSHCN
and the services they receive; (4)
we must always approach this work
through a lens of equity; and (5)
MCHB has a unique and enduring
role as the only federal agency with

a statutory responsibility to support
systems of care for CYSHCN.

DESPITE PROGRESS, CHALLENGES
PERSIST: THE NEED FOR A BLUEPRINT
FOR CHANGE
Although efforts to improve care
and functional health outcomes over
the years have benefitted CYSHCN
and their families, much work
remains. Families of CYSHCN have
reported favorably on some of the
6 core outcomes for CYSHCN,
including easy-to-access services
and shared decision-making.
However, less than one-half of
families with CYSHCN report
receiving care that meets medical
home criteria.2 Similarly, only 1 in 5
families report receiving needed
supports for a successful health care
transition to adulthood, and only 1
in 6 CYSHCN are served in wellfunctioning system of care.2 Further,
the lack of integrated care
contributes to families of CYSHCN
having to provide care coordination
and informal family caregiving.
Households that forego employment
due to caregiving for CYSHCN lose
as much as $18 000 in earnings per
year, and nationally, family
caregivers provide approximately
1.5 billion hours of care to CYSHCN
annually.26,27
Among CYSHCN, disparities exist by
race and language status in
measures of care quality, such as
medical home, access to easy-to-use
services, and family partnership in
decision-making.28–30 Black and
Hispanic children also experience
higher rates of certain diagnoses
(eg, asthma, cerebral palsy, HIV/
AIDS, depression, and so on) than
do white children; lower rates of
other diagnoses (eg, ADHD); and
decreased rates of survival for acute
leukemia, Down syndrome, Type 1
diabetes, and traumatic brain
injury.31 The impact and
intersection of racism and
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discrimination cannot be overlooked
in any conversation on child health,
particularly for CYSHCN.32 CYSHCN
are more susceptible to experiencing
racism and discrimination compared
to children of similar age, race, and
sex who do not have a special health
care need.33
The COVID-19 pandemic presented
numerous challenges for CYSHCN.
Children with underlying medical
conditions had a higher rate of
hospitalization for COVID-19, with
Black and Hispanic CYSHCN having
the highest rates.34 Three-quarters
of all childhood deaths due to
COVID-19 were among children with
at least 1 underlying medical
condition.35 A few months after the
start of the pandemic, a survey of
parents found that among children
with special education needs, 40%
reported receiving no support for
their child, and few parents
reported that their child received all
of the services they needed.
Additionally, compared to parents of
other children, parents of children
with special education needs were
more likely to report that their child
was engaged in “little to no remote
learning” and more likely to report
concerns about their child’s mental
health.36 The COVID-19 pandemic
demonstrated the unique
considerations needed for CYSHCN,
including ensuring continuity of
special education services delivered
in school or community settings in
the face of stay-at-home orders and
planning for safe delivery of inhome health services in the setting
of a respiratory virus pandemic.37
The persistence of suboptimal
health outcomes and disparities in
access and quality care for CYSHCN,
heightened by the COVID-19
pandemic, requires revisiting
MCHB’s strategic efforts to provide
national leadership to improve the
health and well-being of CYSHCN
and their families. The Blueprint for
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Change includes 4 critical areas of
focus: health equity, family and child
well-being and quality of life, access
to services and supports, and
financing of services. As described in
Blueprint for Change, the principles
and strategies were developed after
extensive stakeholder engagement.
It envisions that “CYSHCN enjoy a
full life, from childhood through
adulthood, and thrive in a system
that supports their social, health,
and emotional needs, [and] ensures
dignity, autonomy, independence
and active participation in their
community.”38
The Blueprint for Change aligns with
MCHB’s recently released strategic
plan, which focuses on 4 strategic
goals: access, equity, workforce and
capacity, and impact.39 Specific
objectives within the plan include
family and consumer leadership, a
system of care, team-based and
coordinated approaches to care,
health equity, and state or local
capacity building. Collectively, the
Blueprint for Change and MCHB’s
strategic plan can position the field
to move forward, overcome
persistent challenges, and achieve
the vision set forth in both agendas.

LOOKING AHEAD: OPPORTUNITIES TO
ACCELERATE IMPROVEMENTS IN THE
HEALTH AND WELL-BEING OF CYSHCN
The release of the Blueprint for
Change builds on MCHB’s legacy of
providing national guidance and
leadership to benefit CYSHCN and
their families. It comes at a time of
rapid transformation in our health
care system, a national reckoning on
racism and discrimination, and in
the midst of a global pandemic that
has exposed and exacerbated the
vulnerabilities faced by many
families. This confluence of events
presents key opportunities for
transformative leadership to
advance a system serving CYSHCN
and their families.

MCHB will continue its historic
leadership in monitoring,
identifying, and assessing needs
through the National Survey of
Children’s Health and elevating the
importance of family and
stakeholder partnerships. The Title
V MCH block grant can be a
mechanism to advance the Blueprint
for Change and support state Title V
programs in modeling leadership for
CYSHCN in a system of services
through policy, practice, and
measurement. MCHB will continue
to support innovations in systemand practice-level research and
implementation; promote workforce
development and coordinating and
integration of data across agencies,
organizations, and data sets; and
work to remove barriers to
equitable health care and services to
ensure the optimal health and wellbeing of all CYSHCN.
Ongoing system transformation will
require leadership and partnerships
across agencies at the federal, state,
and local levels, and between
families, health care professionals,
policy makers, and public health
practitioners. MCHB can build on its
strong partnerships with key federal
agencies such as the Centers for
Disease Control and Prevention,
Centers for Medicare and Medicaid
Services, National Institutes of
Health, Department of Education
and others to bring attention to and
collectively advance the Blueprint for
Change. Strong partnerships with state
Title V programs, academic centers,
provider organizations and families
will generate momentum to further
accelerate improvements in the health
and well-being of CYSHCN.
Below are key recommendations
that build on the principles in each
of the 4 critical areas outlined in the
Blueprint for Change: health equity,
child/family well-being and quality
of life, access to services and
supports, and financing of services.
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Health Equity
 Build equity: Eliminate systemic
barriers, including racism and
bias, and ensure equal access to
health. The White House has instructed federal agencies to do
so40; state and local governments, health care systems and
payers, and child- and familyserving organizations should
adopt similar approaches to eliminate systemic causes of inequity
so as to advance health promotion, health status, and health
outcomes for CYSHCN.
 Disaggregate data: The BidenHarris Administration has tasked
federal agencies with expanding
efforts to disaggregate data,
which will include data related to
CYSHCN.40 State and local
governments, health care systems
and payers, and child- and familyserving organizations should also
collect data in a way that can be
disaggregated, thus ensuring
equity in health status and health
outcomes across a variety of
domains: race, ethnicity, gender,
disability, geography, insurance
type, and so on.

Family and Child Well-Being and
Quality of Life
 Measure quality of life: As payers
embrace value-based reimbursement models, it will be important
to measure family and child wellbeing and quality of life, and
incorporate such metrics into
reimbursement models. In the
quality improvement world, the
mantra is “what gets measured
gets improved.” In this case,
perhaps what gets paid for will
get improved, and linking to
value from the perspective of the
patient and family may drive system improvement.
 Assess family caregiver well-being: Family caregivers of CYSHCN
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are more likely to describe their
own health as “fair or poor” and
report detrimental impacts on
their emotional, social, and financial well-being. Most assessments
of caregiver health and wellbeing describe outcomes for
adults caring for their parents.
Surveying entities should develop
and include robust measures of
the physical, social, and emotional well-being of family caregivers
to drive public health and social
service programming and policy.

Access to Services and Supports
 Support innovative health delivery approaches: Continue telehealth flexibilities made available
during the COVID-19 pandemic,
but recognize that telehealth is
not a panacea. Telehealth can
reduce barriers, such as transportation and child care, and increase
flexibility for parents and providers. For some CYSHCN, however, telehealth is not a viable
replacement for in-person
services.41 Additionally, for many
families, access to broadband
services should be expanded to
reduce disparities and improve
the health and well-being of
CYSHCN, particularly those in
rural and tribal areas.
 Integrate care across the system:
CYSHCN and their families experience the system in simultaneous and interconnected ways.
Integrated care requires increased interagency collaborations and increased coordination
of funding across organizational
entities at the federal, state, and
local levels. Child- and familyserving sectors can measure
family experiences of care integration using tools such as the
Pediatric Integrated Care Survey
and use the results to inform
system development and refinement.42 Ensuring that services

and supports continue seamlessly
throughout the life course
requires longitudinal data collection from birth through adulthood to assess biologic,
environmental, psychosocial,
health care, and other variables.
 Train a diverse workforce ready
to meet the unique needs of
CYSHCN: Identify and train
health care and public health
professionals who mirror the
populations they serve, and
equip the public health workforce to prepare for and address
the needs of CYSHCN in emergency planning efforts. Planning
typically has focused on more
acute, life-threatening care
needs. The COVID-19 pandemic
showed that additional unique
considerations for CYSHCN include ensuring continuity of
special education services delivered in school or community settings in the face of stay-at-home
orders and planning for safe delivery of in-home health services
in the setting of a respiratory virus pandemic.36

Financing of Services
 Adequately finance high-quality,
accessible, and equitable care
delivery models: Such models
could include paying for innovative encounter types (including
those not occurring face-to-face),
effective care coordination, and
incentivizing care within the
patient- or family-centered medical home.43 They also could
include prioritizing financing of
screening for social determinants
of health and integrating services
and data across the system,
including hospitals, home health,
long-term care, public health, education, and social services, to
reduce health inequities for
CYSHCN and their families.
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 Recognize and reimburse the
experience and expertise of family
caregivers: Existing Medicaid
authorities allow for such coverage,
and some states exercised these
options during the COVID-19
pandemic when stay-at-home
orders created barriers for CYSHCN
to receive services from other
in-home providers.44
 Consider the uniqueness of the
CYSHCN population in valuebased payment designs: The low
prevalence of many conditions
and the relatively high cost of
care for CYSHCN necessitates alternative approaches that differ
from other pediatric or adult
population models. Also needed
are funding models for supporting system changes that assist
youth with special health care
needs, regardless of age, race or
ethnicity, insurance status, or
level of disability, in moving into
adult system of services, including health care.

CONCLUSIONS
The health and well-being of
CYSHCN and families has improved
over the last century, but great
opportunities exist to improve
outcomes and focus on eliminating
inequities. Longstanding disparities,
many exacerbated by the pandemic,
underscore the urgency of
transforming the system that serves
this population. MCHB’s Blueprint
for Change provides not only a
roadmap for improvement, with a
focus on health equity, family and
child well-being and quality of life,
access to services and supports, and
financing of services but also
demonstrates our commitment to
lead this effort. MCHB will continue
to build on its rich history and
legacy of shepherding programmatic
and legislative changes to improve
the health and well-being of CYSHCN
and their families.
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ABBREVIATIONS
ACA: Patient Protection and
Affordable Care Act
ADHD: attention deficit
hyperactivity disorder
CMC: children with medical
complexity
COVID-19: coronavirus disease
2019
CYSHCN: children and youth
with special health care
needs
MCH: maternal and child health
MCHB: Maternal and Child
Health Bureau
OBRA: Omnibus Budget
Reconciliation Act

REFERENCES
1. McPherson M, Arango P, Fox H, et al. A
new definition of children with special
health care needs. Pediatrics. 1998;
102(1 Pt 1):137–140
2. Child and Adolescent Health Measurement
Initiative. 2019–2020 National Survey of
Children’s Health (NSCH) data query. Data
Resource Center for Child and Adolescent
Health supported by the U.S. Department
of Health and Human Services, Health
Resources and Services Administration
(HRSA), Maternal and Child Health Bureau
(MCHB). Available at: www.childhealthdata.
org. Accessed May 16, 2022
3. Abdi FM, Seok D, Murphey D. Children
with special health care needs face challenges accessing information, support,
and services. Child Trends. Brief. 2020.
Available at: https://www.childtrends.org/
wp-content/uploads/2020/02/CYSHCNBrief_ChildTrends_February2020.pdf.
Accessed May 16, 2022

with medical complexity do not receive
care in well-functioning health care systems. Hosp Pediatr. 2021;11(2):183–191
7. Bergman DA, Keller D, Kuo DZ, et al. Costs
and use for children with medical complexity in a care management program.
Pediatrics. 2020;145(4):e20192401
8. MCH Digital Library. Creation of the children’s bureau. Available at: https://www.
mchlibrary.org/history/chbu/20364.pdf.
Accessed May 16, 2022
9. Bradbury DE, Oettinger KB. Five Decades
of Action for Children: A History of the
Children’s Bureau. US Government Printing Office: Washington, DC; 1962
10. Lesser AJ. The origin and development of
maternal and child health programs in
the United States. Am J Public Health.
1985;75(6):590–598
11. US Department of Health, Education and
Welfare, Social and Rehabilitation
Service, Children’s Bureau. The Story of
the White House Conferences on Children
and Youth. Available at: https://files.eric.
ed.gov/fulltext/ED078896.pdf.
Accessed May 16, 2022
12. Social Security Administration. Social
Security Act of 1935. Title V: Grants to
States for Maternal and Child Welfare.
Available at: https://www.ssa.gov/history/
35actv.html. Accessed May 16, 2022
13. Nelson RP. The legislative base of programs for children with special health
care needs. In: Wallace HM, Nelson RP,
Sweeney PJ, eds. Maternal and Child
Health Practices. Oakland, CA: Third Party
Publishing Company; 1994:681–686
14. Schmidt WM. The development of health
services for mothers and children in the
United States. Am J Public Health. 1973;
63(5):419–427

4. Cohen E, Kuo DZ, Agrawal R, et al. Children with medical complexity: an emerging population for clinical and research
initiatives. Pediatrics. 2011;127(3):529–538

15. H.R.3128 - Consolidated Omnibus Budget
Reconciliation Act of 1985. Available at:
https://www.congress.gov/bill/99thcongress/house-bill/3128. Accessed May
16, 2022

5. Kuo DZ, Cohen E, Agrawal R, Berry JG,
Casey PH. A national profile of caregiver
challenges among more medically complex children with special health care
needs. Arch Pediatr Adolesc Med. 2011;
165(11):1020–1026

16. Health Resources and Services Administration. Family to Family Health Information Centers. Available at: https://
www.grants.gov/web/grants/view-opportunity.html?oppId5334424. Accessed May
16, 2022

6. Yu JA, McKernan G, Hagerman T,
Schenker Y, Houtrow A. Most children

17. H.R.3299 - Omnibus Budget Reconciliation
Act of 1989. Available at: https://www.

PEDIATRICS Volume 149, number s7, June 2022
Downloaded from http://publications.aap.org/pediatrics/article-pdf/149/Supplement 7/e2021056150E/1298600/peds_2021056150e.pdf
by guest

congress.gov/bill/101st-congress/housebill/3299. Accessed May 16, 2022
18. Maternal and Child Health Bureau. Title V
Maternal and Child Health Services Block
Grant to States Program: guidance and
forms for the Title V application/annual
report: appendix of supporting documents. Available at: https://mchb.tvisdata.
hrsa.gov/Admin/FileUpload/
DownloadContent?fileName=
BlockGrantGuidanceAppendix.pdf. Accessed May 16, 2022
19. Ireys HT, Hauck RJ-P, Perrin JM. Variability
among state Crippled Children’s Service
programs: pluralism thrives. Am J Public
Health. 1985;75(4):375–381
20. Grosse SD, Mason CA, Gaffney M, Thomson
V, White KR. What contribution did
economic evidence make to the adoption
of universal newborn hearing screening
policies in the United States? Int J
Neonatal Screen. 2018;4(3):25
21. US Department of Health and Human
Services, Public Health Service, Office of
the Surgeon General. Children with special health care needs: Surgeon General’s
report: campaign ‘87. Available at: https://
collections.nlm.nih.gov/catalog/nlm:
nlmuid-101584932X515-doc. Accessed May
16, 2022
22. Perrin JM, Romm D, Bloom SR, et al. A
family-centered, community-based system
of services for children and youth with
special health care needs. Arch Pediatr
Adolesc Med. 2007;161(10):933–936
23. US Department of Health and Human
Services, Office of the Assistant Secretary
for Planning and Evaluation. Understanding Medicaid home and community services: a primer. https://aspe.hhs.gov/
system/files/pdf/76201/primer10.pdf.
Available online 2010. Accessed May 16,
2022
24. Association of Maternal and Child Health
Programs. Health reform & children &
youth with special health care needs.
Available at: https://www.congress.gov/
bill/111th-congress/house-bill/3590.
Accessed May 16, 2022
25. Dworetzky B, Wilson K, Koppelman E,
et al. Breaking the Link Between Special
Health Care Needs and Financial Hardship. 2nd ed. Boston, MA: Catalyst Center;
2017. Available at: https://ciswh.org/
wp-content/uploads/2017/05/Catalyst_

S7

Center_Breaking_The_Link-2nd-ed.pdf.
Accessed May 16, 2022
26. Romley JA, Shah AK, Chung PJ, Elliott MN,
Vestal KD, Schuster MA. Family-provided
health care for children with special
health care needs. Pediatrics. 2017;
139(1):e20161287
27. Foster CC, Chorniy A, Kwon S, Kan K,
Heard-Garris N, Davis MM. Children with
special health care needs and forgone
family employment. Pediatrics. 2021;
148(3):e2020035378
28. Yu S, Lin S, Strickland B. Disparities in
health care quality among US children
with special health care needs according
to household language use. Int J MCH
AIDS. 2015;4(1):3–12
29. Park C, Tan X, Patel IB, Reiff A, Balkrishnan
R, Chang J. Racial health disparities
among special health care needs children
with mental disorders: do medical homes
cater to their needs? J Prim Care
Community Health. 2014;5(4):253–262
30. Rosen-Reynoso M, Porche MV, Kwan N,
et al. Disparities in access for easy-touse services for children with special
health care needs. Matern Child Health J.
2016;20(5):1041–1053
31. Berry JG, Bloom S, Foley S, Palfrey JS.
Health inequity in children and youth
with chronic health conditions. Pediatrics.
2010;126(suppl 3):S111–S119

results from multivariate modeling.
World J Pediatr. 2019;15(2):182–189
34. Kim L, Whitaker M, O’Halloran A, et al;
COVID-NET Surveillance Team. Hospitalization rates and characteristics of children
aged <18 years hospitalized with laboratory-confirmed COVID-19—COVID-NET,
14 States, March 1–July 25, 2020. MMWR
Morb Mortal Wkly Rep. 2020;69(32):
1081–1088
35. Bixler D, Miller AD, Mattison CP, et al;
Pediatric Mortality Investigation Team.
SARS-CoV-2–Associated deaths among
persons aged <21 years—United States,
February 12–July 31, 2020. MMWR Morb
Mortal Wkly Rep. 2020;69(37):1324–1329
36. Kamenetz A. Survey shows big remote
learning gaps for low-income and special
needs children. Available at: https://www.
npr.org/sections/coronavirus-liveupdates/2020/05/27/862705225/surveyshows-big-remote-learning-gaps-for-lowincome-and-special-needs-children.
Accessed August 28, 2021
37. State Health & Value Strategies. Supporting
children & youth with special health
care needs during COVID-19. Available at:
https://www.shvs.org/wp-content/
uploads/2020/12/Supporting-Childrenand-Youth-with-Special-Health-CareNeeds-During-COVID-19.pdf. Accessed May
16, 2022

32. Trent M, Dooley DG, Douge J; Section on
Adolescent Health; Council on Community
Pediatrics; Committee on Adolescents. The
impact of racism on child and adolescent
health. Pediatrics. 2019;144(2):e2019176

38. McLellan SE, Mann MY, Scott JA, Brown
TW. A blueprint for change: Guiding principles for a system of services for children and youth with special health care
needs (CYSHCN) and their families. Pediatrics. 2022, In press

33. Montes G. US children with special health
care needs and ethnic discrimination:

39. Health Resources and Services Administration Maternal and Child Health Bureau.

S8
Downloaded from http://publications.aap.org/pediatrics/article-pdf/149/Supplement 7/e2021056150E/1298600/peds_2021056150e.pdf
by guest

Mission, vision, and work. Available at:
https://mchb.hrsa.gov/about-us/missionvision-work. Accessed February 15, 2022
40. Federal Register. Advancing Racial Equity
and Support for Underserved Communities through the Federal Government.
Executive Order No. 13985, 86 FR 7009.
Fed Register 2021. Available at: https://
www.federalregister.gov/documents/
2021/01/25/2021-01753/advancing-racialequity-and-support-for-underservedcommunities-through-the-federalgovernment. Accessed May 16, 2022
41. McMorrow S, Gonzalez D, Caraveo CA,
et al. Urgent action needed to address
children’s unmet health care needs during the pandemic. Urban Institute Health
Policy Center. Available at: https://www.
urban.org/sites/default/files/publication/
103090/urgent-action-needed-to-meetchildrens-unmet-health-care-needs_0.pdf.
Accessed May 16, 2022
42. Ziniel SI, Rosenberg HN, Bach AM, Singer
SJ, Antonelli RC. Validation of a parent-reported experience measure of integrated
care. Pediatrics. 2016;138(6):e20160676
43. Price J, Brandt ML, Hudak ML; Committee
on Child Health Financing. Principles of
financing the medical home for children.
Pediatrics. 2020;145(1):e20193451
44. National Academy for State Health Policy.
State approaches to reimbursing family
caregivers of children and youth with
special health care needs through Medicaid. Available at: https://www.nashp.org/
state-approaches-to-reimbursing-familycaregivers-of-children-and-youth-withspecial-health-care-needs-throughmedicaid/. Accessed May 16, 2022

WARREN et al

