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The vast majority of children and youth with chronic and complex health
conditions who also have intellectual and developmental disabilities are
cared for in their homes. Social, legal, policy, and medical changes
through the years have allowed for an increase in needed support within
the community. However, there continues to be a relatively small group
of children who live in various types of congregate care settings. This
clinical report describes these settings and the care and services that
are provided in them. The report also discusses reasons families choose
out-of-home placement for their children, barriers to placement, and
potential effects of this decision on family members. We examine the
pediatrician’s role in caring for children with severe intellectual and
developmental disabilities and complex medical problems in the con-
text of responding to parental inquiries about out-of-home placement
and understanding factors affecting these types of decisions. Gommon
medical problems and care issues for children residing outside the
family home are reviewed. Variations in state and federal regulations,
challenges in understanding local systems, and access to services are
also discussed. Pediatrics 2014;134:836—846

INTRODUCTION

Most children and adolescents with developmental disabilities and
chronic health conditions live and thrive at home with their families.
However, some of them reside outside their family homes. They usually
live in congregate care settings in which 4 or more people receive care
for a variety of medical, psychiatric, behavioral, and developmental
issues. In the past 35 years, the number of children and adolescents
living in residential settings has decreased significantly. In 1977, 36% of
residents in state facilities were between 0 and 21 years of age. This total
does not include children and youth in residential facilities operated by
other entities, such as private corporations and religious orders. There
has been a significant decrease in the number of residents living in
congregate care settings since that time. However, in 2010, 4% of those
living in congregate care were between 0 and 21 years of age; ap-
proximately one-third of these subjects (n= 7926) were younger than 14
years of age.! The shift from people with disabilities living in care
centers to community living was accelerated by the Olmstead Act of
1999 (http://www.ada.gov/olmstead/olmstead_about.htm), which stated
that unjustified segregation of persons with disabilities violates Title |l
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of the Americans with Disabilities Act.
Furthermore, the Olmstead Act man-
dated that persons with disabilities be
provided appropriate and reasonable
accommodations for community-based
services. Within that context, 1 goal of
the Healthy People 2010 program was
to “reduce to zero the number of chil-
dren aged 17 and younger living in
congregate care facilities.” The revised
goal of Healthy People 2020 is more
realistic, aiming to “reduce the num-
ber of children and youth aged 21
years and under with disabilities living
in congregate care residences” by 10%
or from nearly 29 000 children in 2009
to 26 000 children in the next decade.?

In 2000, the Centers for Medicare &
Medicaid Services reported that there
were 4886 children with special health
care needs in the United States resid-
ing in skilled nursing facilities (SNFs),
of whom 1222 had intellectual and de-
velopmental disabilities (IDDs).3 Intel-
lectual disability refers to a group of
conditions in which there is limited
cognitive capacity, significantly reduced
adaptive skills, and onset before 18
years of age. Developmental disability
is a severe and chronic disability that
may affect cognitive and/or physical
functioning and has an onset before 22
years of age# It has been postulated
that placement of children and youth
(referring to adolescents) with IDDs into
SNFs occurs when families are not able
to obtain adequate community-based
care and support. However, the rea-
sons for placement of children in vari-
ous types of residential facilities are
complex and multifaceted.®

In 2005, the Gouncil on Children With
Disabilities of the American Academy of
Pediatrics (AAP) endorsed the goals of
Healthy People 2010, supporting the
importance of permanency planning as
a means to care for children with
special health care needs in the family
home.8 In response to a published ed-
itorial contesting the notion that no
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children should be placed in congre-
gate settings,” the Council on Children
With Disabilities responded by indi-
cating that, although the AAP endorsed
Healthy People 2010, the council did
not endorse the specific goal of elimi-
nating congregate care. The council
called on the AAP to develop a policy
regarding the role of congregate care
for children with special health care
needs.®

The goal of the present report was to
review the subject of pediatric con-
gregate care, including the character-
istics of children and youth who may be
admitted to congregate care centers,
definitions of residential placement
options, typical reasons for placement,
and suggestions for pediatricians who
work with children and youth whose
families may consider out-of-home place-
ment. This report focused on young
people who generally are nonverbal,
nonambulatory, and dependent for most
or all activities of daily living. Most of
these young people have severe to pro-
found intellectual disability, and some
have no ability to interact with their
environment. Some of the children and
adolescents who reside in these settings
for respite services or postoperative or
rehabilitation care may have less se-
vere presentations or may present with
complex and chronic medical conditions,
making them totally dependent on
others for daily care.

CHILDREN AND YOUTH WITH IDD
AND/OR SPECIAL HEALTH CARE
NEEDS

Much has been written and acknowl-
edged about the benefits of provid-
ing home- and community-based supports
for children, adolescents, and adults
with a wide range of disabilities and
special health care needs.®'0 As a re-
sult, changes in public and professional
awareness, values, policies, funding
sources, and programmatic supports
have occurred. With these changes, the

vast majority of children and adoles-
cents who require assistance with all or
most daily living skills and ongoing
skilled nursing care live with their
parents."'" However, children and youth
with significant disabilities and spe-
cial health care needs may have mul-
tisystem medical problems that often
worsen over time. Children may require
care for neurologic, pulmonary, ortho-
pedic, gastrointestinal, endocrine, met-
abolic, and other medical problems.2
Although there are home health care
agencies and other community-based
supports for families, there is substan-
tial variability of resources depending
on jurisdiction, funding, diagnosis, and
other factors. In addition, not all families
have the housing resources or personal
capacity to care for children with spe-
cial needs.

In 2010, approximately one-third of
children, adolescents, and adults with
IDDs nationwide were on waiting lists for
a variety of community-based services
and supports.!' At any time, there are
more families waiting for services for
their children who have technological
needs than there are persons available
to provide these services, and the nec-
essary funding is not consistent or
guaranteed, leaving families to care
for their children without professional
support. Some children currently re-
siding at home receive more techni-
cally demanding care than is possible
in many SNFs, including ventilation and
intravenous nutrition, placing substan-
tial responsibilities and stresses on
families and home life.’s The decision
to provide this type of care at home
may be a choice or a necessity, given
some of the financial, resource, and
policy constraints.

TYPE OF RESIDENTIAL FACILITIES

There is no consistent definition for
the different types of congregate care
facilities. The definitions vary state by
state, and the term “nursing home”
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does not have a formal and generally
accepted definition. Nursing homes
vary in types of services provided, with
“skilled” generally being used to in-
dicate a higher level of nursing care.
However, this distinction is not univer-
sal, and statistics provided do not
clearly make that differentiation. SNFs
and intermediate care facilities are
places where people live; therefore,
these subjects are usually referred to
as “residents” rather than patients. Al-
though residents may leave, such as for
a visit to their family home, there usu-
ally is not an anticipation of a “dis-
charge date.” This type of arrangement
differentiates these facilities from tran-
sitional settings, residential schools,
respite centers, rehabilitation hospitals,
and other settings where children may
stay for specified periods of time while
receiving care related to their dis-
abilities or their medical needs.

SNFs

SNFs, commonly referred to as nursing
homes, care for individuals who require
24-hour skilled nursing procedures on
a daily basis, regardless of specific
diagnosis or etiology, for their medical
problems. Pediatric SNFs care for
children, youth, and some adults with
special health care needs, most of
whom also have IDDs. Some facilities
require residents to have severe to
profound intellectual disability for ad-
mission. Services provided include on-
going nonoral feeding (eg, gastrostomy
or jejunostomy tube feedings), medi-
cation administration, suctioning, and
skilled assessments. Not every SNF
provides the full gamut of technically
advanced nursing care, such as tra-
cheostomy care, mechanical ventilator
support, intravenous fluid or nutrition,
or dialysis. The medical complexity of
children admitted to SNFs has in-
creased over the years. In many SNFs,
direct patient care is primarily pro-
vided by certified nursing assistants
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under the direction of registered, li-
censed practical, or vocational nurses.
Physicians make regular rounds, the
frequency of which varies between
states and even between facilities
within the same state; physicians gen-
erally are not present on a daily basis.
Many facilities also provide short-term
respite care, either on a planned or an
emergency basis.

The provision of physical, occupational,
speech, and behavioral therapies is
variable. Specific standards for envi-
ronmental conditions, staffing levels,
and physician certification for facilities
caring for children do not exist at
a federal level, although standards do
exist for SNFs in general. In some
states, children can only be admitted to
pediatric facilities; in others, they may
be admitted to general facilities with or
without specific waivers.

Intermediate Gare Facilities

Intermediate care facilities are resi-
dential facilities that provide daily care
for subjects who require care and
supervision but who do not require 24-
hour-per-day skilled nursing. These
services include assistance with ac-
tivities of daily living, such as feeding,
incontinence care, dressing and bathing,
medication administration, and safety
supervision. They usually do not pro-
vide parenteral medication or nonoral
feeding.

Acute Care or Specialty Hospitals
Providing Long-term Care

Provision of long-term care in this type
of setting is a relatively new concept. A
physician provides daily assessment
and care for patients who require
a hospital level of treatment on a long-
term basis. This care may include me-
chanical ventilator management with
frequent adjustments, frequent mod-
ifications to daily medication regimens,
parenteral fluids, and medications, di-
alysis, complex wound care, and other

medically complex interventions to pa-
tients who are not expected to improve
in the short-term.

Transitional Facilities

Transitional services are sometimes lo-
cated within hospital settings and SNFs,
although these settings may also be
freestanding and located within resi-
dential buildings. They primarily provide
a transition for patients with skilled care
needs who are being discharged from
the hospital before returning home. For
example, care may be provided to a child
with a new tracheostomy while training
the family in its use and developing the
plan for home care. These facilities also
may provide care for children and
adolescents with multiple medical needs
on a respite or temporary basis or after
a change in medical condition, such as
postoperative orthopedic surgery care.
There is not a consistent definition or
licensing for transitional facilities. Al-
though, implicitly, patients are cared for
in these settings for relatively short
periods of time, the length of placement
may vary.

Rehabilitation Hospitals

Rehabilitation hospitals are not con-
gregate care facilities; they provide
short-term hospital care with nursing,
medication management, and intense
rehabilitative therapies. Some SNFs for
adults use the term “rehabilitation
center,” and some skilled care facili-
ties for adults provide what is termed
“subacute rehabilitation,” which im-
plies treatment intended to improve
function but at a level less intense
than that provided in a rehabilitation
hospital. It is unusual for this type of
facility to be available for children.

Residential Schools

Some children and adolescents are
cared for in residential schools that
provide expertise and educational
curricula for individuals with specific
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health conditions or disabilities. Most of
these settings are for children and
youth with longterm behavioral or
psychiatric problems, although some
exclusively serve children with physical
or developmental disabilities. The level
of nursing and medical care provided
within these programs varies. These
settings do not provide the same level
of care provided in SNFs. The children
usually return to their family home
during school vacations. These schools
may be private or public programs.

Medical Group Homes

In some states, medical group homes
have replaced other forms of techno-
logically advanced residential facilities.
These homes have providers who typi-
cally care for relatively small numbers of
patients in adapted single-family homes
within residential neighborhoods. Med-
ical group homes may provide nursing
care at the level of the SNF.

All of these types of facilities must
follow state and/or federal regulations.
Skilled care facilities must comply with
federal regulations.'* However, regu-
lations for level of care, environmental
safety, staff ratios, and types of resi-
dents served, as well as payment
sources, vary state by state.’® Admis-
sion is regulated and cannot occur
simply by parental or physician re-
quest. Specific admission criteria and
processes for admission vary by state.
In general, individuals younger than 22
years are not able to be placed in adult
SNFs, and adults are not admitted to
pediatric SNFs. However, there are sit-
uations in which subjects obtain waiv-
ers to allow for exceptions to these
policies. Many states also now allow
children to be present in adult SNFs,
using “intergenerational models.”

TRANSITIONS TO ADULTHOOD IN
CONGREGATE CARE SETTINGS

As young people with significant IDDs
and special health care needs reach
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adulthood, many remain in pediatric
facilities because of insufficient com-
munity resources to address issues
specific to their disabilities and health
problems, including insufficient ex-
pertise of medical and nursing staff in
caring for adults with IDDs in SNFs. In
addition, there may be regulations
prohibiting the placement of subjects
with IDDs in SNFs for adults who are
medically fragile but without these
types of disabilities. This lack of ade-
quate care options often creates ex-
tremely difficult situations for young
adults with profound IDDs who have
been in residential placement since
early childhood and are now over age
for the licensed facility where they
have always received care. Although
some patients remain in the pediatric
SNF, the medical and nursing staff may
not have experience in the recognition
and management of adult medical
conditions (eg, ischemic heart dis-
ease). In addition, as adults with IDDs
age, many develop special health care
needs that may not be adequately met
in nonskilled care facilities or at home
with aging parents.

CHARACTERISTICS OF CHILDREN
WHO LIVE OUTSIDE THE FAMILY
HOME

Decades ago, most children referred to
residential placement had intellectual
or developmental disabilities; some did
not have significant medical prob-
lems.? Certain medical interven-
tions, such as use of feeding tubes
and positive-pressure ventilation, were
not commonly used in long-term care
facilities, with the exception of re-
spiratory care for children with polio.
Many families also were encouraged
to place their infants with Down syn-
drome into institutional settings. With
the dramatic changes in living sit-
uations and community supports for
subjects with disabilities over the
past 40 years, it would be extremely

difficult to place an infant with Down
syndrome who did not have associ-
ated chronic complex conditions into
an institutional setting today. Home
care waivers that allow Medicaid
funding for long-term nursing care
provided at home, including for fami-
lies who might not otherwise be
financially eligible for Medicaid (eg,
Katie Beckett waivers), began at ap-
proximately the same time. The idea,
and then the expectation, that long-
term sophisticated medical, rehabil-
itative, and technological care would
be provided for children with compli-
cated disabilities co-occurred with
support for home care, mandatory
eligibility for special education, and
the recognition that families of chil-
dren with developmental disabilities
thrived when family members remained
together.

The Developmental Disabilities Assis-
tance Bill of Rights Act, section 102,'6
defines developmental disability as a
severe, chronic disability that is the
result of mental and/or physical im-
pairments, occurs before 22 years of
age, is chronic in nature, and results in
significant limitations in at least 3
major areas of functioning. Children
from birth through age 9 years do not
require 3 or more major areas of
limitation in the presence of significant
developmental delays or specific con-
genital or acquired conditions, if there
is a high likelihood of meeting all cri-
teria later in life if their needs are not
addressed. These limitations result in
the need for a number of different
services and supports for children,
youth, and adults.’” Importantly, most
people with developmental disabilities
do not have medically complex con-
ditions or chronic illness. There is
variability in how states define dis-
ability for different types of services,
as well as how services are provided
to children. Medical diagnoses per-
taining to disability generally do not
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correspond to educational definitions
of disability.”® Children and adoles-
cents who are medically fragile and/or
technology dependent are supported
by government, educational, and fiscal
programs that do not apply to adults,
leading to a significant step-down in
services and available supports when
reaching adulthood.

Many children and youth who re-
ceive skilled care have problems that
were acquired or are later-presenting
medical conditions, such as acquired
brain injury, spinal cord injuries, leu-
kodystrophies, neuromuscular condi-
tions, or catastrophic complications
of other illnesses. Although many
young individuals in skilled care fa-
cilities have severe to profound IDDs
and complicated medical conditions
regardless of etiology, there are some
children who require significant
medical and technological support in
the context of normal or more mildly
affected cognitive skills: for example,
those with neuromuscular disorders
who require assisted ventilation or
children and adolescents with long-
term need for parenteral nutrition.
Their needs for social support, edu-
cation, recreation, and future planning
are different from those of children
with severe to profound intellectual
disability. The needs of children and
adolescents with life-limiting disorders
(eg, leukodystrophies) or children whose
parents have decided against life-
prolonging treatment are also different
from those of children with profound
disabilities who are expected to live into
adulthood.

DIFFERENCES BETWEEN HOME
CARE AND RESIDENTIAL CARE

Children and adolescents in congregate
care settings are cared for differently
than when they are at home. The most
obvious difference is that they do not
usually have daily contact with parents
and siblings, and their care is provided
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by different people throughout the day.
Families visit their children at variable
frequency. Unfortunately, some children
have little contact with their families.
There also are greater risks of in-
fectious diseases when individuals are
in congregate care settings, despite
requirements for universal precautions
and immunizations.

The care of children and youth in res-
idential settings is driven by physician
orders and nursing protocols and may
be more regimented than home care
(eg, timing of feeding, bathing, and
medication administration). Licensed
personnel are required to report spe-
cific changes and to follow medical
orders and facility protocols, whereas
parents are free to use their own
judgment. Nursing homes may have
contractual or regulatory limits on
what pharmacies or suppliers they can
use; these restrictions may limit access
to certain medications, formulas, and
types of equipment. In some cases,
particularly when there are concerns
about the care a family is providing, the
protocol-driven nature of congregate
care may benefit the child. For example,
Henderson et al'® found that chil-
dren in residential care who received
nonoral feedings demonstrated im-
proved growth compared with children
in home care, likely reflective of ad-
herence to specific orders in residen-
tial facilities.

Children in residential care retain their
rights to a free appropriate public
education in the least restrictive set-
ting, and some continue to participate
in public schools. Therapy, educa-
tional, and recreational services fre-
quently are provided within the facility.
Children and adolescents in the com-
munity may have providers come into
their home, or they may go out to
different appointments. There may
be fewer environmental barriers in
a residential setting, access to mul-
tiple caregivers and equipment for lift-

ing, and protocols for care. However,
although children and youth in SNFs
might have access to technically easier
care, round-the-clock caregivers, and
an accessible environment that may
facilitate recreation and community
access, they have extremely limited
interaction with typically developing
peers. This limitation may be viewed as
negative, neutral, or positive, depend-
ing on the particular family and child.

REASONS FOR PLACEMENT AND
DECISION-MAKING

There have been a number of reports
about the reasons for placement of
a child, adolescent, or adult family
member into a residential setting as
well as the effects of that decision on
other family members. Factors that
affect placement decisions include
issues related to the child or youth,
family and parental attitudes, cultural
practices, influence of the social envi-
ronment, and the availability (or lack)
of external assistance. Some individu-
als require more care than can be
provided in most homes by most
families,” although it is clear that some
families are able to do more than
others for a variety of reasons. Fami-
lies may not be able to adequately care
for their child alone in the context of
insufficient community resources, such
as a large youth with a high spinal
cord injury who is ventilator dependent
and requires 2 people to turn him. In
other situations, families lack the ca-
pability to organize, supervise, and
manage a home care staff and may not
be able to learn the assessment and
technical skills to provide safe care.
These decisions are difficult for fami-
lies, and pediatricians may also be
challenged when they believe that
a loving family might not be the best
provider of care for their own child.
Llewellyn et al20 found that parents, as
a group, reported their desire to care
for their child at home. Despite this
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finding, decisions to place a child into
a congregate care setting often were
made for reasons that the parents
considered to be important for the
“survival” of the family as a whole.

Perceptions of social challenges also
have been found to affect decisions for
out-of-home placement in certain sit-
uations. In 1 study, parents who expect
that their child with disabilities might
be stigmatized in the community were
found to be more apt to place their
child in a residential setting.> Simi-
larly, Hanneman and Blacher?! found
that the more “normative” the child’s
appearance, the less likely families
considered residential placement.
Conversely, in this report, mothers of
higher socioeconomic status and those
with more children were more likely
to consider out-of-home placement.
Stress on the caregiver affected the
consideration of placement as well as
whether placement actually occurred.
Interestingly, support resources and
quality of life did not influence place-
ment in this particular study. However,
others have found that lack of ade-
quate community-based disability or
family support services to meet their
particular needs was associated with
out-of-home placement 22

The importance of the well-being of
families with children with disabilities
has been explored by a number of
researchers.2324  Families have been
found to make decisions regarding
placement that are in the interest of
maintaining the highest level of func-
tioning of all family members.2> How-
ever, not all families balance the
demands of caring for their child with
a disability similarly, as the context of
other family needs may differ2 Hostyn
and Maes'® evaluated families who
placed their children in residential set-
tings and divided them into 4 groups.
Some families, whose children had
multiple disabilities, health problems,
and complex needs, tended to choose
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placement so that the child could lead
a comfortable life, with intensive medi-
cal and therapeutic supports. These
families were also often noted to have
difficulty balancing care for the child
with disabilities with their other family
and work demands. The authors also
described families who had children
with a developmental disability coupled
with significant behavioral problems.
These families tended to choose place-
ment because they were not able to
handle a child’s behavior, felt guilty and
powerless, and were often socially iso-
lated. Some of them also had concerns
about the effects of negative behav-
iors on their other children. In general,
children with these characteristics are
not appropriate candidates for SNFs
because they do not require skilled
nursing procedures and they may be
independent in activities of daily living.
A third type of family was one in which
1 or both parents had physical or
mental health problems or an in-
tellectual disability. They also tended to
have fewer educational opportunities,
social supports, and available re-
sources and were more likely to be
unemployed or underemployed. The
decision for out-of-home placement in
these cases was found to be based on
the parents’ feelings of inadequacy to
care for their child. A fourth type of
family was one in which the primary
caregivers were divorced. Although
both parents may be much involved in
their childs life, they perceived little
support from others. In all groups, pa-
rental concern for the well-being of
family members other than the child
with disabilities was noted, and parents
also voiced the belief that residential
placement would better support their
child with disabilities.

Parents remain the guardians and
decision-makers for their children in
out-of-home placement. Parents do not
“sign away” their parental rights in
these situations. Although parents are

the legal decision-makers, there may
be limits on the choices parents can
make regarding certain types of care
for their children based on regulations
or facility policy. People who are un-
able to make their own decisions at
the age of majority must have guard-
ians; usually, parents seek guardian-
ship in this situation. Unfortunately,
some parents abandon their children
by not participating in decision-making
and being unavailable for consent. In
these cases, the facility must work
with state child welfare agencies or,
for individuals over the age of majority,
with adult protective services or other
agencies. There are some families who
fulfill the responsibility for consent and
decision-making although they are not
involved in their children’s lives and do
not visit them. Some children who are
wards of state child welfare agencies
also may be admitted to residential
care, such as in situations in which the
disability is the direct result of child
abuse.

EFFECTS OF PLACEMENT

Baker and Blacher?” evaluated the
effects on the family of the placement
of a family member with IDD into
residential care. The vast majority of
families reported that the placement
had advantages for all involved. How-
ever, although parents of children
younger than 15 years visited more
frequently, they also reported the
highest stress as well as the lowest
marital adjustment and advantage to
placement. Another study found no
significant negative effect on adoles-
cent siblings when a child with an
intellectual disability resided outside
the family home. The child with in-
tellectual disability also continued to
have an influence on family function-
ing, regardless of the place of resi-
dence.?® Hostyn and Maes'0 found that
parents generally did not regret their
decision to place their child into
a residential setting.
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Despite the benefits to family life that
some have reported after placement in
a residential setting, the decision for
placement is extremely difficult for
families to make.22 The family quality
of life before and after placement also
has been explored.?8 Qverall, there
were positive changes in the areas of
emotions, freedom, and family relation-
ships, although most parents reported
continuing guilt and worry.

DURATION OF PLACEMENT

Because parents or guardians retain
their parental rights, they may also
terminate the placement and take
their child home. This action some-
times occurs because parents regret
their decision. It may also occur after
a change in family circumstance, such
as improved financial situation, change
in marital status, or ability to access
more community supports. In addition, it
can occur because of changes or im-
provement in the child’s condition (eg,
tracheostomy care no longer needed).

When a child or youth returns to the
family home, it is crucial to provide
careful discharge planning that in-
cludes teaching parents or guardians
and determining that they are ready to
provide needed care. Important con-
siderations for providing comprehen-
sive home care for medically complex
children and adolescents are neces-
sary, as outlined in the previously
published policy statement?® In addi-
tion to family training, arrangements
need to be made for appropriate
nursing services, home modifications,
equipment, and transition to a new
school program and therapy services.

WHO PROVIDES MEDICAL CARE
FOR CHILDREN AND ADOLESCENTS
IN RESIDENTIAL CARE?

There are federal regulations regard-
ing the frequency of medical exami-
nations in SNFs,%0 although there are
no standards for medical directorships
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or consultancies in these settings
or for intermediate care facilities
providing care for people with de-
velopmental disabilities. Medical direc-
tors can be pediatricians, neurologists,
family physicians, or other medical
specialists. Some facilities are part
of a chain; there may be a single
physician or a team of physicians
with responsibilities for all the facil-
ities. Some children and adolescents
might continue to obtain routine or
specialized medical care from their
providers before placement. Some
facilities have consulting arrange-
ments with other specialists (eg, reg-
ular orthopedic, pulmonary, neurology,
or rehabilitation medicine clinics on
site), and others do not. Some may
have arrangements with local acute
care or specialty hospitals for in-
patient care for children.

It is important for physicians acting as
medical directors, primary care physi-
cians, and consultants for children in
residential placement to be familiar
with their patients’ specific medical
conditions, which can include extremely
rare disorders. They should also be
familiar with the frequent complica-
tions of severe disability, including
progressive respiratory insufficiency,
severe musculoskeletal problems, com-
plex seizure disorders, the require-
ment for tube feeding, and other
gastrointestinal disorders. Physicians
who act as medical directors should
also understand their responsibilities
as they relate to policies, procedures,
and compliance with local laws, regu-
lations, and regulatory agencies. They
should understand internal and ex-
ternal administrative structure and
responsibilities, which includes un-
derstanding of policy development with
regard to safety, infection control,
awareness of abuse/neglect by families
or employees, reporting responsibil-
ities, consent for treatment require-
ments, and other issues. Knowledge

and familiarity with issues related to
palliative care and end-of-life decision-
making are also an integral part of
physician responsibilities.'?

FINANCIAL SUPPORT FOR
RESIDENTIAL PLACEMENT

Federal and state funds may be avail-
able to support children with severe
disabilities and special health care
needs to remain at home.3" However, it
has also been noted that families of
children with disabilities have dis-
proportionate out-of-pocket expenses
for the care of their children com-
pared with the general population
despite public and private insurance
coverage, with lower-income fami-
lies experiencing the most financial
burden.3233

There has been a significant increase
in federal funding to provide commu-
nity support for children and youth
with IDD and/or special health care
needs, with diminished support for
institutional settings. Additional funds
for community support are sometimes
provided by states, counties, and mu-
nicipalities.3' Most children and ado-
lescents residing in out-of-home
settings become eligible for Medicaid,
which continues to be a major sup-
porter of care in SNFs across the life
span. Although Medicaid coverage for
SNFs for those younger than age 21 is
optional for states, all states provide
this benefit.34 Supplemental Security
Income (SSI) of children in SNFs is
directed to the SNF for their care,
because that is where they live. This
policy is often surprising to families
who have come to rely on the SSI as
part of the family’s income. Settings
classified as schools or transitional
settings do not access the child’s SSI.
A child with his or her own assets (eg,
insurance settlements, inheritances)
may not be eligible for public benefits.
Private family medical insurance may
also be accessed for some services,
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such as therapy or care provided out-
side the SNF, but very few, if any, pri-
vate insurance policies pay for skilled
care placements. The Patient Pro-
tection and Affordable Care Act (Pub. L.
111-148) was passed in March 2013,
with provisions to improve information
accessibility to consumers, empha-
size quality assurance and perfor-
mance improvement, and prevent abuse
in nursing homes However, payment
for SNFs has not fundamentally changed
under this law.38 Because there may
be variability in types of funding,
each facility has personnel who un-
derstand funding sources and billing
and should be able to provide that
information to families. Educational
programming for children and youth
in out-of-home settings is generally
funded by the school district in which
the family lives. If a child attends
a residential school because, as part
of the individualized education plan
process, the local school district has
determined that it cannot meet the
child’s needs in a less restrictive place-
ment, the school district may be re-
sponsible for paying for the residential
services as well as the educational
component. Families, even those with
limited resources, may benefit from
consultation with a professional skilled
in financial planning and estate plan-
ning to learn how to maximize public
benefits and preserve their ability to
provide care and opportunities for all
of their children.

dJust as funding for home care is pre-
carious in type, amount, and timing,
funding for residential care also is
limited. Because skilled care facilities
must provide care within a strict limit
of per diem Medicaid payments, they
may decide that the more medically
fragile children cannot be cared for
adequately for the allowed amount of
money. These limitations can lead to
situations in which children who need
more highly skilled care (eg, ventilation,

PEDIATRICS Volume 134, Number 4, October 2014

FROM THE AMERICAN ACADEMY OF PEDIATRICS

dialysis, total parenteral nutrition) will
not be accepted for admission and
therefore must be cared for at home,
with parents providing much of the
care with less supervision and fewer
physical accommodations and re-
sources than would be possible in an
SNF. In essence, the parent provides
unpaid skilled care at home, which,
supplemented by funded home health
care, provides a higher level of care than
can be provided in a nursing home. In
other situations, children remain in acute
care hospitals for long periods of time,
sometimes years. Some nursing homes
raise money through philanthropy,
which can supplement per diem pay-
ments for services. Nursing homes may
be either for-profit or not-for-profit, and
these differences can result in different
payment, staffing, and other service
provision.

FAMILY SUPPORT IN THE MEDICAL
HOME

Families of children with significant
IDDs and/or special health care needs
require support to obtain services,
navigate complex systems of care,
understand care options, and be
supported in making difficult decisions
that involve the entire family. The
perception that professionals, such as
primary care providers, expect fami-
lies to care for their children at home,
coupled with the lack of available
support and resources, has been
noted to be a source of frustration to
families.22 Hostyn and Maes'™ also
found that, even with provision of
“family support,” many families do not
feel as if all their needs are being met.
Caring for children and youth with
complex needs and their families
requires ongoing commitment from
the primary care physician and the
subspecialists who may be providing
the majority of the child’s medical
care. Support from other health pro-
fessionals, such as social workers,

can provide additional needed assis-
tance to both families and the primary
care provider. The support needed
will change over time as the child’s
condition changes and as the family’s
understanding and relationship with
their child evolve and grow. ldeally,
the medical home model should pro-
vide this type of support; however,
there are circumstances in which some
parents need more care than can be
provided from the medical home and in
the community, given the current state
of available resources.

CONCLUSIONS

Despite the fact that considerable
progress has been made to sup-
port children with significant de-
velopmental and/or medical problems
in the home setting, there continues
to be a need for other options of care
and living arrangements. The decision
to have a child live away from the
family home is difficult and complex.
Although consideration must be given
to providing each child with the best
resources and support as possible, the
family’s needs, stressors, capacity,
and relationships must also be con-
sidered. The importance of trying to
support families to care for the child
at home cannot be overstated. How-
ever, parents of children with signif-
icant special health care needs may,
at some point, consider out-of-home
placement.

GUIDANCE

1. Pediatricians who care for children
and youth with medically complex
needs or severe disabilities should,
as part of medical home services,
be aware and knowledgeable of
community supports for these
families. This assistance includes
familiarity with respite services,
programs available to provide
nursing or supportive care in the
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home, and financial supports for
families. State or local agencies
with responsibilities for health or
developmental disabilities services
function as potential sources of
information for families and phy-
sicians. Agencies such as The
Arc (www.thearc.org) and Family
Voices (www.familyvoices.org) serve
as strong resources for fami-
lies and medical providers. Many
other national resources, such as
the National Dissemination Gen-
ter for Children with Disabilities
(www.nichcy.org) and Disability.
gov (www.disability.gov), also are
helpful.

. Pediatricians should encourage

parents and caregivers to take
short breaks and avail them-
selves of respite services. If a par-
ent appears to be overwhelmed,
anxious, or depressed, the pedia-
trician should express concern and
be instrumental in finding support
for the parent.

. Pediatricians should consider con-

sultation with subspecialists who
have experience in the longitudinal
care of children with special health
care needs for assistance with de-
veloping home care plans and con-
sideration of long-term care options.
These subspecialists might include
neurodevelopmental disabilities pe-
diatricians or child neurologists,
developmental/behavioral pedia-
tricians, specialists in the child’s
primary specific disorder (eg, pul-
monologists, pediatric physiatrists),
or palliative care specialists.

Physicians should respect the fam-
ily’s motivation to ensure com-
passionate, skilled, and medically
appropriate care for their child re-
gardless of the setting in which it
takes place. A decision to place
a child in out-of-home care may
be seen as analogous to a family’s
decision that a child may live with
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relatives or attend a boarding
school. If a family wishes to con-
sider the option of out-of-home
care, the pediatrician should ex-
plore the reasons the family is con-
templating placement. This type of
inquiry also provides an opportu-
nity to revisit the parents’ under-
standing of the child’s condition,
prognosis, and goals of care and
whether the treatment plan is con-
sistent with those goals.

. Information about care options

for children with complex medi-
cal problems and IDDs is often
available through the state health
department and/or the state de-
velopmental disability agency.
The physician can then learn about
local facilities and the process for
application and provide assis-
tance in this process, as needed.
Social work assistance, if avail-
able, can assist in accessing in-
formation and providing support
to families. Personnel from the state
agency responsible for screening
patients referred for placement
should also be available as a re-
source. They often require an update
on the child’s medical condition, in-
cluding up-to-date immunizations,
physical examinations, vision and
hearing assessments, screening for
infectious conditions, a recent psy-
chological assessment, and some
laboratory examinations for con-
sideration of admission.

. The pediatrician should advise the

family to visit all the possible facil-
ities being considered, learn about
the medical care provided within
the facilities, meet the actual direct
care providers, and make certain
that the facilities meet all the state
guidelines. Families of children
who are living in the facilities can
be excellent sources of informa-
tion. Office- and hospital-based so-
cial workers also may be able to

provide additional support and in-
formation to families.

. The pediatrician should remain

available to resume care of the
child when he or she is home for
visits or returns home on a perma-
nent basis and be available to the
medical and nursing staff of the
facility when the child is a new res-
ident and the caregivers are not
yet familiar with the child’s usual
condition. Some pediatricians may
also continue to provide primary
care for the child in a residential
setting. It is important that lines of
communication be clear; the facil-
ity might have policies that restrict
orders to the medical director or
nursing home medical staff. Direct,
concise, person-to-person commu-
nication from the primary pediatri-
cian chosen by the parents and
medical director of the facility is
crucial if shared care is desired
by the parent and agreed to by
the pediatrician and the medical
director of the facility. A portable
medical summary, as discussed in
the AAP policy statement on transi-
tion,3” provides an important mech-
anism to share medical records.
Support for the parents’ efforts to
ensure safe, compassionate, and
adequate care for their child is
crucial. The support needed by
the family is likely to change over
time as the parents’ role as direct
caregivers diminish and as the
child matures and his or her needs
also change.

. Pediatricians may find it useful to

educate themselves about local,
state, and/or federal issues to sup-
port children and youth with com-
plex medical and developmental
needs. Pediatricians, individually
and through the national and state
chapters of the AAP, can endorse
policies and legislation that sup-
port funding programs for children
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with special health care needs and
their families. Policies that support
children and adolescents who are
medically fragile or have disabil-
ities should recognize the diversity
in this population, their families,
and the communities in which they
live. Additional studies are needed
to better evaluate the different
models of care, health and devel-
opmental outcomes of children and
youth who have lived or are living
in residential care, options avail-
able to children who leave or age
out of home care, and quality indi-
cators in SNFs. Pediatricians should
be involved in the development of
policies that guide medical care
for children and adolescents in all
settings and should advocate for
registries of those living in congre-
gate care settings.

If parents require assistance ex-
ploring issues about guardianship,
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