Families with
Children with Disabilities

Marci J. Hanson

Tt was ability that mattered, not disability, which is a word I'm not crazy about using.”
—Marlee Matlin (as cited in Miserandino, 2004)

"Having [a child with a disability] has taught me not to Judge others who are different . . . rather -find
their strengths.”

—Parent (as cited in Hanson, 2003b, p. 358)

“He’s definitely been a blessing over and over and over again. He’s always had a positive attitude.
He’s taught me what unconditional Iove is.”

—Parent (as cited in Hanson, 2003b, p. 358)

Organization and the World Bank estimated that 15 % of the world’s population

has a significant physical or intellectual disability, including about 5% of chil-
dren (Brown, 2011; World Health Organization, 2011). Although the incidence of dis-
ability increases with aging, a large number of children also have disabilities. Trends in
prevalence data for the United States reveal that approximately one in six children have
developmental disabilities and specific conditions, such as autism and attention-deficit/
hyperactivity disorder, have increased in recent years (Boyle et al., 2011).

The experience of families in rearing and caring for their children with disabilities
has been the subject of articles in the popular press and in scientific journals. Many have
emphasized the possibility for negative repercussions related to the disability and docu-
mented the increased struggles faced by families in meeting the health, educational, and
social needs of their children. In recent decades, this perspective has been replaced by a
more comprehensive and balanced approach that considers both positive and negative
outcomes and an analysis of family interaction and adaptation when a child has special
needs (Blacher & Baker, 2007; Blacher & Hatton, 2007).

To be sure, the presence of disabling conditions can be challenging. However, the
notion of disability is a complex phenomenon. The transactional nature of development

D isability is a part of our lives. A report jointly released by the World Health




individuals live.
The family is typically the primary context of importance for the child with a dis-
ity. This chapter examines the context of the family and the experiences of familjes
ad

as they adapt and just to circumstances associated with the disability. The focus i on

to

understanding families’ abilities to meet the needs of al] family members including the
child with disabilities, a well as service delivery models that support and enhance famji-
lies” strengths and Tesources in addressing their own famil i

limiting the family’s ability to function,

The experiences of familjes
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tion, and social service agencies; government) deeply affect how they adapt to circum-

stances surrounding disability. As such, the service delivery System must offer a variety
of options that are flexible and can be tailored to the variable needs of families in this
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nonproductive members of that society. In other societies, they were seen as possessing
special powers and links to higher spiritual powers. Although the industrial age gave
rise to more humanitarian perspectives and reforms, disability typically was viewed as
a disease. Greater focus was given to intervention through medical and/or education
regimens, but attempts to “cure” the disability were generally unsuccessful. Societies
that placed high value on the economic contributions of its citizenry showed a lack of
acceptance toward individuals with disabilities because they doubted the productivity
of these individuals. In time, most cultures have embraced social and educational pro-
grams for individuals with disabilities. The participation or self-determination of those
individuals and their families in defining their own needs and supports has increasingly
become the priority.

Societal values and mores also influenced service practices and scientific investiga-
tion by clinicians and researchers. For many years, parents—particularly mothers—were
blamed for their children’s disabilities such as intellectual and developmental disabili-
ties, emotional disturbances, and health problems. For instance, mothers of children
with autism were characterized as cold and unresponsive and were viewed by some as
being responsible for their children’s disorders. Notions promulgated during the eugen-
ics movement (1880-1930) undoubtedly fueled this view of parents as causing their chil-
dren’s disabilities (Turnbull & Turnbull, 1990).

Fortunately, contemporary viewpoints have led to a more informed and just, less
linear, and more transactional approach to understanding the nature of human devel-
opment and to promoting models that support optimal outcomes, They recognize the
dynamic nature of the interplay between the child and the family, between the family
and the larger world or community, and the importance of interactions among family
members. This focus leads to interventions that more closely address family priorities
and concerns and identify appropriate points of support.

INITIAL FAMILY EXPERIENCES
WHEN A BABY IS BORN WITH A DISABILITY

Most expectant parents have developed a picture in their minds of the child they will
have. Wrapped up in these mental 1mages are all the hopes and dreams, cultural values
and expectations, family histories, and personal preferences of each parent. Whefia

cchild-is born with or subsequently acquires a disability ordisorder; these images; as well
asthe hopes and expectations, must be revisited and adjastedy

fParents who-give birth to a child with'a disability often'describe their initial reac-,
tion as one of feeling shattered, overwhelmed; or devastated. These adjectives underscore
the shock, the suddenness, and the comprehensive impact this event can have on the
family. They also highlight the sadness and the violation of expectations that the event
precipitates. Families may experience trauma when this discrepancy occurs between the
ideal or fantasized child and birth experience and the actual child and less optimal
birth situation (Bruce & Schultz, 2001; Solnit & Stark, 1961). W}]eﬁ""thé"réal_it_'y of the
circumstances does not match parents’ hopes and expectations; parents are faced with
an altered course for their family. : ;

Clinicians have likened parents’ responses to those of people who experience the

terminal illness or death of a loved one. Parental response has been described as mourn-
ing the loss of the expected child. Using stage models, typically based on the stages of
grief described in the work of Kubler-Ross (1969), clinicians have speculated that parents




100 Hanson
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to additional stressors created by the risk or disabling conditions (Singer & Irvin, 1989).
Families are typically thrust into new interactions with a myriad of professionals in the
medical and health care fields, education, and social services. Some of these interac-
tions may relate to highly emotional and draining life and death decisions. Fami-

mention their impact on interactions with other family members, friends, and acquain-
tances. The disability, like a rock thrown into a pond, has repercussions that reverberate
throughout the elements and routines of the family’s life. As one father related, “Adam’s
our cruise, our new home, our boat. You know over the years, we laugh because every
time we would get a down payment [for a house], it would go for Adam” (as cited by
Hanson, 2003b, p. 360). Although this family realistically appraised their situation and
lamented some of their sacrifices, they also added that they “wouldn’t have had it any
other way.”

A number of research studies have examined stress in relationship to families of
children with disabilities. In general, findings comparing these families with those
of children who are typically developing find increased stress and greater demands on
family functioning and well-being for families with children with disabilities (Beckman,
1991; Dodd, Zabriskie, Widmer, & Eggett, 2007; Dyson, 1991, 1993; Palfrey, Walker
Butler, & Singer, 1989: Winkler, 1988). The type of disability also has been linked to
amount of stress and family functioning. Greater stress has been associated with severe
physical disabilities (Sloper & Turner, 1993), autism, conduct disorders and behavior
problems (Noh, Dumas, Wolf, & Fishman, 1989; Orr, Cameron, Dobson, & Day, 1993;
Sanders & Morgan, 1997), intellectual disabilities (Fidler, Hodapp, & Dykens, 2000),
and neurological disorders (Hanson & Hanline, 1990). Although it is noteworthy that
characteristics and types of disability appear to play a role in the degree to which families
experience stress and demands (Hodapp, Ly, Fidler, & Ricci, 2001; Sanders & Morgan,

(e.g., caregiving) and fathers (e-g., financial), as well as the effect of family structure (e. g.,
being a single parent versus having a partner) on stress levels (Bailey, Blasco, & Simeons-
son, 1992; Beckman, 1991; Trute & Hauch, 1988). The research studies, as a whole, do
establish that many families of children with disabilities encounter additional stressors
or demands necessitating changes and reorganization in families® expectations for their
children, in the roles and relationships among family members, and in the routines and
priorities of the family.

Investigations also have documented the more positive impact on families of hay-
ing children with disabilities. Reviews have examined these dimensions of positive expe-
riences on family life related to parenting and sibling experiences and have identified
factors such as pleasure and satisfaction in caring for and relating to the child, personal
growth, and greater purpose in life (Dykens, 2005; Hastings & Taunt, 2002; Stoneman,

3

(2007), for instance, studied families of children with disabilities from both Anglo and
Latino backgrounds. They inferred positive impact from the lack of negative views, the
fact that parents experienced many of the same joys of child rearing as did families of
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the relationship between parenting stress and behavior prob-
lems. Differences between cultural groups were noted in that Latina mothers reported

higher positive Impact.

The impact of a child with a disability in the family will vary from family to famnily.
The presence of a disabling condition may add to family demands and necessitate adjust-
ments in family life. However, like any factor, the impact will be enacted differently by
different families and will Vary over time. Service providers are encouraged to keep this
more balanced perspective in mind. Global generalizations about family reactions and
needs fail to take into account differences in personal characteristics of family members,

including dimensions such as personality dispositions, coping styles, and cultural values
and beliefs,

FRAMEWORKS FOR UN DERSTANDING
FAMILIES’ EXPERIENCES AND OUTCOMES

SERVICES AND SUPPORT FOR
FAMILIES OF CHILDREN WITH DISABILITIES

All service delivery systems in the fields of health care, education, and socia] services
face challenges related to how best to serve and support families as they adjust to the
different or increased demands associated with raising a child with a disability or devel-
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to remember that these values and philosophies drive services. Service providers
have personal choices to make along this path with respect to how they behave with
families.

Historically, when a child was diagnosed with a disability, parents and other family
members were given a prescribed set of activities or directives for where and how to care
for their child. Specialists in the various helping professions (.., health, education, and
social services) functioned as experts and, like orchestra conductors, they assessed the
child’s difficulties and needs and provided guidance and direction to families.

The importance of parents’ involvement in the care and education of their chjl-

contrasted with more contemporary program philosophies that emphasize partnerships
between parents and professionals, placing the family at the core of the decision-making
process (Sandall, McLean, & Smith, 2000).

Family-Centered and Relationship-Based Approaches

Two terms have entered the early intervention service delivery lexicon and best describe
the goals of contemporary service philosophy: Jamily-centered and relationship-based inter-
ventions or service delivery models. Both stress the importance of acknowledging the
child as living within the context of the family, the family members as the primary
decision makers for the child, and the relationships among family members and among
family members and professionals as being essential to the intervention and support pro-
cesses. Family-centered (also referred to as family-focused or family-based) approaches
place emphasis on the following (Bailey et al., 1986):

* Helping the family to care for and raise their child with a disability and cope with
unique needs

* Helping the family understand the development and needs of the child both as an
individual and as a family member

* Promoting parent-child interactions that are sensitive and warm, mutually enjoyable,
and appropriate to the child’s developmental leve]

* Preserving and reinforcing the dignity of the family by responding to their needs and
desires in all phases of service—assessment, planning, and evaluation

Family-centered models can be contrasted with more traditional approaches in that
the focus is on the child within the context of the family, not just on the child. The
child’s and family’s strengths and resources are highlighted and form the basis for the inter-
vention. Again, this is in contrast to previous approaches that focused on the disability
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The implementation of family-centered services often inv

- tionships and “ways of doing business” for professionals who ha

only. Professionals must continue to maintain and update their knowledge and special

expertise and share this information with familjes. The goals, styles, and methods they
use in their delivery of services may be modified somewhat fro

m traditional approaches,
however. The following key elements for professional behavior have beeq identified as

essential to the implementation of family-centered services and remain strong underpin-
nings of clinical service (Edelman, Greenland, & Mills, 1992):

olves new roles and rela-
ve been trained s experts

* Recognizing the family as the constant in the child’s life

» Whereas other caregivers
and service systems may come and go

Facilitating collaboration at al] service levels between parents and professionals

Honoring and respecting family diversity in all dimensions—cultural, racial, ethnic,
linguistic, spiritual, and socioeconomic

Sharing unbiased and honest information with family members on an ongoing basis

* Encouraging family-to-family support and networking

* Acknowledging and Incorporating the developmental needs of the child and other
family members into the service

* Implementing policies and services that promote emotional and financial support for
families

* Designing and implementing services that are accessible, culturally and linguistically
respectful and responsive, flexible, and based on family-identified needs

The centrality of the relationship between parent and child is emphasized in the
expanded concept of relationship-based service approaches. Althou
to clinical approaches in infant
based model underscores the crucial importance of ser
nurturing sensitive and satisfying parent-child interactions and relationships (Mahoney,
2009; Weston, Ivins, Heffron, & Sweet, 1997
approach advocates and Incorporates partnerships between parents and pro
the planning and implementation of appropriate services for the child and family.
Enabling and Empowering Families

The family-centered and relationship-based service approaches focus on the child within
the context of the family, rather than on the child alone. The family is part of a social
system and all parts of the system are interconnected. Empowerment is 2 helpful concept
for guiding service practices with familjes: ¢Mpowerment may include a person’s access
to and control over needed fesources, decision-making and problem-solving abilities,
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experience and display their competence. They referred to these ex
Thus, the major thrust of these family-centered Services is to help
competent and mobilize their resources.

The assessment and Intervention model advocated by Dunst et al. (1988) described
four components. The first component is the identification of family needs and

aspirations—what the family’s priorities are and where the family wans to expend their
efforts and resources. The second component is the famjl

periences as enabling.
families become more

y’s style and functioning—in

other words, the unique ways in which that family operates. Third, the family’s social
network is mapped to identify resources for meeting the family’s needs, Finally, the

help-giving behavior of the professionals facilitates families’ aligning their needs and
fesources to implement theijr goals.

er caregivers 3

sianls Support for familjes may come from many sources including both formal and
. =5 informal networks. Forma] networks typically include professionals and helping agen-

wcial, ethnic, B cies (i.e., education health, and social services) that are formed to provide assistance to
families needing services. Informal networks refer to family members, friends, neigh-
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_ by families as useful or as outcomes of their experiences in parenting a child with a djs-
ability. These issues are directly, forcefully, and eloquently described by parents them-

selves in a number of publications (e.g., Harry, 2010; Naseef, 2001; Spiegle & van den
Pol, 1993; Turnbul] et al,, 1993; Turnbull & Turnbull, 1985).

Growing Personally Families often describe their

own personal growth and that
of their immediate family members as 2 result of raisi

Developing New Skills and Resources Families of children with disabilities may
need and receive 2 variety of services from formal networks. Caring for a child with a

disability typically demands that the parents develop a certain degree of expertise in

complex medical jargon and procedures, therapy techniques, and educationa] protocol.

A major goal of most helping agencies is to provide information, education, and training
in caring for and educating children with disabilities. Through the use of these infor.

Supporting Parent-Child Interactions and Relationships A child with a dis-
ability may present many caregiving challenges. Some
hard to soothe. Otbhers, due to their physical disabili
fail to make eye contact with their parents. All
that parents feel about their children and can hamper parents® feelings of competence
and enjoyment when Interacting with them. Professionals can assist parents to more
effectively read and understand their children’s signals or cues and respond in a fashion
that will enhance interaction and their children’s development (Hanson, 1996).
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Linking to Parent-to-Parent and Communj:

choose the OPPortunity to get to know other parents in similar circ
who have “gone before” them and have experiences to share,

Disabilities web site (http://WWW.nichcy.oIg).
Again, the role of the professional is to provide parents with the inf;

ormation they
need to be able to gaIn access to these services if they wish. Some Pparents desire active

respect families’ decisions regarding whether or to what degr
in these organizations.
Focusing Services on Family Priorities and Strengths

Services that are truly family centered are culturally
ing these services typically requires a shift in Perspective or point of view for most ser-

Gennifer and Demiko

Gennifer is g 19-year-old high school dropout and single mother raisin

g her 3-year-old
son, Demiko. Demijko was born prematurely and hos

pitalized for g prolonged period of
mature delivery was relgted to Gen-
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home-based early intervention teacher visits their home weekly to help teach them strat-

“egies for caring for Demiko and enhancing his development. Together, these women
are looking for preschool programs in their local community so that Demiko can begin
school. Furthermore, Gennifer no longer uses drugs and has been clean since Demiko’s
birth. She is also working on her high school general equivalency diploma so that she
can get a better job. To be sure, Gennifer and Demiko face many challenges, but they
have many resources and strengths even though they are living in poverty and Demiko
has severe disabilities.

The outlooks and options available to families are quite different depending on
whether the focus is placed on their difficulties and what they lack, or whether the lens
is aimed on the strengths and resources that families bring to meet their challenges. All
families have strengths and resources; service providers should assist families in identify-
ing these and accessing the supports that they need.
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Justin laws are brief

family involv
Justin is an extremely active 6-year-old boy who is passionate about trains and cars. His

parents, Lily and Evan, try to capitalize on his interests by filling the house with books
and toys about things with wheels. Because Justin is such a picky eater, his parents
have continued the “wheel theme” gt the dinner table with train placemats and plates;
they even try to tempt Justin to eqt by cooking wheel-shaped macaroni. Justin attends
a local public school in his neighborhood and has been provided special education and
related services since he was diagnosed as having an autism spectrum disorder when
he was 2V% years old. His first school experience was an early intervention program.
Once a week, an early interventionist visited Justin’s family home and helped Justin’s
parents organize family routines to enhance Justin's communication and social skills as
well as address his eating difficulties. When he was 3 years old, Justin attended a half-
day preschool program where an itinerant special education teacher worked with his
parents and the preschool teachers to modify the preschool and home environment to
best meet Justin’s educational and developmental goals. Evan also took off work for an
afternoon each week to take his son to a local playgroup. Now, in his local neighbor-
hood elementary school, Justin continues to receive special education services. Justin’s
parents are thankful for the expertise and assistance of teachers and other specialists
who have taught them how to support Justins development so that he can participate
in school and have friends.

Americans v
ADA of 199C
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NATIONAL POLICIES FOR CHILDREN
WITH DISABILITIES AND THEIR FAMILIES'

Children with disabilities, like Justin and Demiko, typically need educational and devel-
opmental services that are specifically tailored to meet their individual needs. Their fam-
ilies also need support to learn how to address their youngster’s own special needs. This

*A portion of the discussion on disability policy is adapted from Hanson (2003a).
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section provides an overview of primary policies in the United States that are designed
to address the needs of individuals with disabilities. These laws and policies have their
foundation in years of experience and advocacy by professionals and parents of children
with disabilities. Prior to the 1970s, some children in the United States were denied
a public school education because they had disabilities. Family and advocate-initiated
litigation, court decisions, national legislation, research studies, and family grassroots
advocacy efforts all served to change this perspective dramatically. The 14th Amend-
ment to the U.S. Constitution guarantees equal protection for all citizens under the
law and establishes the right to not be discriminated against for an unjustifiable reason
such as race or disability. This amendment was centra] to establishing a legal remedy for
this inequity in educational opportunities for children with disabilities. For a historical
discussion and review of public polity related to developmental disabilities, the reader is
referred to Turnbull, Stowe, Turnbull, and Schrandt (2007).

Several key laws have provided far-reaching guarantees and rights for individuals
with disabilities. This legislation charted policies and services to ensure that individu-
als with disabilities received equal protection under the law and public education. They
also have ensured that families are active participants in educational programs. These
laws are briefly reviewed, with special emphasis given to IDEA and its components for
family involvement in children’s educational planning and implementation.

Americans with Disabilities Act

ADA of 1990 is a landmark piece of legislation with crucial implications for access and
education for children with disabilities. The ADA is 2 federal civil rights law that ensures
that people with disabilities have access to all entities (including child care for young
children). It gives individuals with disabilities civil rights protection like those provided
to people on the basis of race, sex, national origin, and religion, and it requires that rea-
sonable accommodations be made to allow everyone to participate in the services and-
opportunities offered.
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Section 504 of the Rehabilitation Act of 1973

Section 504 of the Rehabilitation Act of 1973 is a civil rights law that prohibits dis-
crimination on the basis of disability. In education, it continues to play an important
role because it also applies to students with disabilities who may not be eligible for spe-
cial educational services under other laws, such as IDEA. The definition of disability is

defined more broadly and applies to those that have a physical or mental impairment
that substantially limits one or more major life activities.

Assistive Technology Act

The Assistive Technology Act of 1998, amended in 2004 as Public Law 108-364, ensures
that individuals with disabilities have access to assistive technology devices and services.
The use of assistive technology for people with disabilities can improve individuals’
access and the ability to function in school, home, work, and the community.

Individuals with Disabilities Education Act and Amendments

Access to public education and special education services and supports were realized for
school-age children through another piece of landmark legislation, the Education for
All Handicapped Children Act of 1975 (PL 94-142; see Braddock [1987] and Turnbull
[1986] for reviews of federal policies and the development of this law in the United
States). This law subsequently was modified to apply to all preschool-age children with
disabilities and, through state discretionary programs, to children with disabilities from

birth through 2 years. This legislation was retitled as IDEA of 1990 (PL 101-476) and was
subsequently amended in 2004 (PL 108-446).

IDEA Foundational Core Principles (IDEAT 515

BIiEL 1 210)

esrandsservices for children with disabilitiesand their families: Six principles
i, e ERPE DT el S S e S i el e e e oo
are core to this framework:

1. @Mﬁﬁﬁ@# 145 P @EE:?E@E_’::EZ;; Thlis provision requires that special education
and related services be provided to children at public expense and that these ser-
vices meet the standards of the state educational agency. A policy of “zero reject”
is inherent in this law that precludes public schools from excluding children with

disabilities. Furthermore, services are to be “appropriate” to the individual needs
of each child.

2. %MW@E@ZThIS law stipulates many conditions related to evaluation:
a “full and individual initial evaluation,” the requirement of parental consent
for the initial evaluation, evaluation by a team of professionals, assessment in
the child’s native language or mode of communication, the use of multiple mea-
sures rather than a single instrument to determine eligibility, and the provision
for reevaluations. Furthermore, evaluation activities are to include data gathering
information pertinent to the child’s involvement and progress in the core general
education curriculum, and evaluation procedures must be nondiscriminatory.

3 @%}m:@;ﬁﬁfzgf [edscation progia (IEB). IDEA requires that an IEP
be developed for each child with a disability. TEPs must state the child’s current

level of educational performance; measurable child goals; specified special educa-
tion and related services; the dates, frequency, location, and duration of services;
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and transition services to the next educational environment, The IEP is developed
through a team approach that includes the child’s parents and appropriate profes-
sionals. The child’s strengths and the parents’ concerns for enhancing the child’s
education are taken into consideration. For children from birth through 2 years
of age, the individualized plan is termed the individualized family service plan
(IESP). These plans are described in greater detail in a subsequent section.

4. Edicanom Togided iheleastrestichive environnient (CRB). Children with disabili-
ties must be provided an appropriate education designed to meet their individ-
ual needs in environments in which the children are educated with their peers
without disabilities to the maximum extent possible. The intention of the law is
to maximize the opportunities for children with disabilities to be educated with
their peers and in their neighborhood communities. The emphasis is on creating
services and supports that allow children to have access to and participate in the
general education curriculum. For young children, the LRE is typically referred
to as natural environment and may include the children’s homes, as well as other
settings in which children received care, such as child care programs.

5. Pareptipaisicipation inidecsiontmiaking. Parents have the right to review their
child’s educational records, and parental informed consent is required for chil-
dren’s initial evaluation and placement. Parents can actively participate in all
aspects of the evaluation, placement, and education process, and they have the
right to challenge or appeal any decision related to the identification, evaluation,

or placement of their child.

=

6. Procediiral Safegiiaids to profeCtihe rights of parents and their
outlines safeguards to ensure that the rights of children
parents are protected, including parents’ access to educational records, right to
request a due process hearing, and right to appeal the hearing decision and bring
civil action to appeal a hearing decision. Rights and requirements related to disci-
pline are specified in the law as well.

Family Roles and Services for Children IDEA essentially establishes a national
policy and infrastructure for a system of service delivery across the United States. Cen-
tral to this service system is the recognition of the unique role that families play in chil-
dren’s development. Two primary components or parts of IDEA are reviewed: the Early
Intervention Program for Infants and Toddlers with Disabilities, Part C of IDEA, which
covers services to children from birth through age 2, and Part B of IDEA, which covers
services to children from ages 3 through 22 years.

Early Intervention Program for Infants and Toddlers with Disabilities In 1986, the
U.S. Congress established the Early Intervention Program for Infants and Toddlers with
Disabilities. The law was based on the recognition of “an urgent and substantial need”
to enhance the development of infants and toddlers with disabilities, reduce education
costs by minimizing the need for special education through early intervention, mini-
mize the likelihood of institutionalization of individuals with disabilities, maximize
independent living, and enhance the capacity of families to meet their children’s needs.

The Program for Infants and Toddlers with Disabilities (Part C of IDEA) is a fed-
eral discretionary grant program that assists states in planning, developing, and imple-

menting a statewide system of early intervention services for infants and toddlers with _
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disabilities, ages birth through 2 years, and their families. The statute and regulations for
Part C stipulate state requirements for implementing this comprehensive, coordinated,
multidisciplinary, and interagency service delivery program.

For states to participate in the program, they must ensure that early intervention

will be available to every eligible child. The law defines an eligible infant or toddler with
a disability as follows (IDEA, 2004, 20 U.S.C.):

An individual under 3 years of age who needs early intervention services because the indi-
vidual (i) is experiencing developmental delays, as measured by appropriate diagnostic
instruments and procedures in one or more of the areas of cognitive development, physical
development, communication development, social or emotional development and adap-
tive development; or (ii) has a diagnosed physical or mental condition which has a high
probability of resulting in developmental delay.

States may, at their discretion, also serve children who are at risk of experiencing sub-

stantial developmental delay as defined by that state. Thus, definitions of eligibility vary
considerably across states.

In implementing the program, the governor of each state designates a lead state
agency to administer the program. A variety of agencies may function as the lead agency
including education, health, human services, social services, developmental disabilities,
and rehabilitation service agencies. Despite state differences with respect to child eli-
gibility criteria and the state’s lead agency of administration, several elements must be
stipulated in each state’s plan. These common elements are the minimum components
required of a statewide comprehensive system for early intervention for infants and tod-

dlers with special needs (IDEA Part C, 20 U.S.C. §1435[a], as cited by National Early
Childhood Technical Assistance System, 2012a):

* Definition of developmental delay

* Appropriate early intervention services based on scientifically based research

* Timely and comprehensive multidisciplinary evaluation of needs of children and
family-directed identification of the needs of each family

* Individualized family service plan and service coordination
* Comprehensive child find and referral system

* Public awareness program

Central directory of services, resources, and research and demonstration projects
* Policies and procedures for personnel standards and development

* Single line of authority in a lead agency designated or established by the governor
for carrying out 1) general administration and supervision, 2) identification and coor-
dination of all available resources, 3) assignment of financial responsibility to the
appropriate agencies, 4) development of procedures to ensure that services are pro-
vided in a timely manner pending resolution of any disputes, 5) resolution of intra-
and interagency disputes, and 6) development of formal interagency agreements

» Policy pertaining to contracting or otherwise arranging for services

* Procedure for securing timely reimbursement of funds
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* Procedural safeguards

* System for compiling data on the early intervention system

» State Interagency coordinating council

* Policies and procedures to ensuge that, to the maximum extent appropriate, early
intervention services are provided in natural environments

The range and types of services that are funded through this program are varied
and represent services from many different disciplines. These services may include the
following (20 U.S.C. §1400):

(i) Family training, counseling, and home visits; (i1) special instruction; (iii) speech-language
pathology and audiology services and signed language and cued language services; (iv)
occupational therapy; (v) physical therapy; (vi) psychological services; (vii) service coordi-
nation services; (viii) medical services only for diagnostic or evaluation purposes: (ix) early
identification, screening, and assessment services; (x) health services necessary to enable
the infant or toddler to benefit from the other early intervention services; (xi) social work
services; (xii) vision services; (xiii) assistive technology devices and assistive technology
services; and (xiv) transportation and related costs that are necessary to enable an infant or
toddler and the infant’s or toddler’s family to receive another service.
Family-centered services are to be provided in the child and family’s natural environ-

ment. Thus, services may be provided in a range of environments that include the child’s

A description and overview of this Jaw and its components is provided by the
National Early Childhood Technijcal Assistance Center (2012a). Updates to regulations
and state services also are available (Danaher, Goode, & Lazar, 201 I).

Part B of IDEA Children and youth from 3-22 years receive special education
and related services under Part B of IDEA that are administered through state and [ocal
education agencies. The provisions of due process, nondiscriminatory testing and evalu-
ation, IEP, and placement in LREs that were reviewed earlier are applied to educational
services. Important provisions of the Javw also acknowledge the role of parent involve-
ment, particularly in programs for young children with disabilities, highlight strength-
ening the role of parents, and ensure meaningful opportunities for parents to participate
in their child’s education at schoo] and home.

Eligibility criteria for a child with 4 disability under Part B of IDEA include the
following conditions: intellectual disabilities, hearing impairments (including deafness,
speech, or language impairments), visual impairments (including blindness), serious
emotional disturbance, orthopedic impairments, autism, traumatic brain mjury, other
health impairments, specific learning disabilities, deafblindness, or multiple disabilities.
For children from ages 3 to 9 years, the state and local educationa] agency may, at their

A wide range of services may be considered in special education service delivery
systems. These types of services include assistive technology devices and services, audiol-
0gy, counseling services, early identification and assessment, medical services of diagno-
sis or evaluation, occupational therapy, parent counseling and training, physical therapy, .
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psychological services, recreation, rehabilitation counseling services, school health services,
social work services in schools, special education, speech pathology, and transportation.

Educational environments are typically more broadly construed for young children
than they are for school-age children. For children younger than kindergarten age, edu-
cational environments may include child care and Head Start programs as well as school
programs. Head Start is a key environment for services. The Head Start program was
established in 1965 through provisions in the Economic Opportunity Act of 1964 (PL
88-452). A primary focus was to provide early educational and social services for young
children from low-income families in an effort to provide them with a head start and to
break the cycle of poverty. The Economic Opportunity Act subsequently was amended
to require that at least 10% of the enrollments in Head Start be children with disabili-
ties and that their specialized services be provided in these programs. As such, these
Head Start service options have had a major impact in expanding inclusive services for
young children. Head Start also has had, from its inception, 2 strong family and commu-
nity focus, and it has emphasized multidisciplinary service provision and coordination.
These are crucial components of services for children with disabilities.

Key Education Service Delivery Concepts Under IDEA IDEA addresses a num-

ber of key concepts and components. The primary elements are outlined and briefly
discussed.

Individualized Education Programs for Children Under the law, all children with
disabilities are required to have an IEP/IFSP. The IEP consists of a written statement
that includes the child’s present level of academic achievement and functional perfor-
mance; measurable annual goals and a description of how the child’s progress will be
measured; special education and related services, supplementary aids and services, and
program modifications or supports needed to enable the child to meet educational goals
and participate with other children; an explanation of the extent, if any, to which the
child will not participate with nondisabled children in the regular classroom; individual
accommodations that may be needed to measure achievement and performance; the
date for beginning services and the frequency, location, and duration of those services
and modifications. An IEP team includes the child’s parents, general education teacher,
special education teacher, representative of the local educational agency, and other indi-
viduals who may have knowledge of or expertise regarding the child.

Under Part C, infants and toddlers and their families receive an IFSP. The IFSP
includes written statements of the infant’s or toddler’s present levels of physical, cog-
nitive, communication, social or emotional, and adaptive development; the family’s
resources, priorities, and concerns relating to enhancing the development of the child;
the major outcomes expected and the criteria, procedures, and timelines used to deter-
mine progress; specific early intervention services; the natural environments in which
carly intervention services will be provided, including a justification if services will not
be provided in a natural environment; the time, place and duration of the services; who
pays for the services; the identification of the service coordinator who oversees the imple-
mentation of the IESP; and the steps to be taken to support the transition of the toddler
to preschool or other appropriate services. A model form for the IFSP is provided by the
U.S. Department of Education (http://idea.ed. gov/part-c/search/new).

These individualized plans are fundamental to services for children with disabilities.
Education plans and the delivery of services are designed to meet each child’s unique
needs, and systems of accountability are stipulated. Challenges have centered around the
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provision of appropriate and meaningful assessments, establishing parent-professional
partnerships for planning and implementation, ensuring parents’ meaningful roles while
individualizing for each family’s cultural and linguistic background and preferences, and
exercising professional teamwork in developing and providing services.

Family-Centered Service Delivery Models In family-centered service delivery
models, the full and active participation of parents and family members is encouraged,
particularly in early intervention service delivery systems for infants, toddlers, and pre-
schoolers. IDEA and its regulatory procedures formalized due process procedures and
requirements for involving families in decisions regarding their child’s assessment, place-
ment, and education program planning and implementation.

The roles of families and the many ways in which families can be involved in their
children’s education programs have taken various forms and shifted over the years. At
times, emphasis has been placed on notions of parents as teachers, parents as advocates,
and parents as assistants in classrooms. Of course, one size does not fit all. Families dif
fer in terms of their family membership or structure, family roles, culture and linguistic
background, faith backgrounds, values and belief systems, resources, and the family’s
priorities and concerns for their children. So too do they differ in the roles and prefer-
ences for their involvement.

Family-centered or family-focused services refer not only to a philosophy of ser-
vices, but also to a set of recommended practices in the field of early intervention
(Bruder, 2000; Sandall, McLean, & Smith, 2000). These services describe a cluster of
practices, including providing respectful and culturally sensitive family services, identi-
fying families’ concerns and priorities for their children, obtaining families’ informed
consent and participation in the decision-making process regarding service decisions
for their children, and implementing practices that empower families and support and
enhance families® development and competencies.

Inclusion, Least Restrictive Environments, and Natural Environments The law
specifies that services should be provided to the maximum extent possible in educa-
ticnal environments in which children with disabilities are educated with children who
do not have disabilities. It further stipulates that children should be removed from such
an environment only when the nature or severity of the child’s disability is such that
the education cannot be achieved adequately in the general education environment with
supplemental aids or services. This provision is often referred to as education in the
least restrictive environment. Different terms, such as mainstreaming and integration, have
been used over the years to describe the participation of children with disabilities in
educational environments with their typically developing peers. Today, the practice is
typically termed nclusion. '

The intent is similar for infants and toddlers, although the language of the law dif
fers somewhat. The Part C program for infants and toddlers states that services should
be provided to the maximum extent appropriate in natural environments. Such envi-
ronments include the child’s home and community environments in which children
without disabilities participate.

The provision of the children’s individualized and specialized services within their
homes and community and school programs requires careful planning, teamwork,
administrative support, flexibility, and family involvement. Learning opportunities
abound in daily routines and family and community activities. Particularly in the early
years, interventionists are challenged to adapt activities, curricula, and environments
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and forge new working relationships to meet the needs of children with disabilities in a
range of environments (Bruder & Dunst, 2000; Dunst, 2007; Guralnick, 2001; Odom,
2002; Sandall, McLean, & Smith, 2000; Sandall & Schwartz, 2008).

Transitions A child’s life is characterized by crucial transitions, particularly for chil-
dren born at risk. These transitions are defined as “points of change in services and personnel
who coordinate and provide services” (Rice & O’Brien, 1990, p. 2). The first transition may
occur as the child moves from care in the hospital to the family’s h

transitions may be particularly challenging. Interagency agreements and transition proce-

dures, support for families from key personnel, preparation of children for the transition,

information exchange procedures between the sending and receiving services and personnel,

and staff training and preparation for transition are but a few of the areas targeted for careful

planning and support in order to ease transitions for children and their families (Hanson,
2005; Rosenkoetter, Hains, & Fowler, 1994).

Personnel Preparation and Interdisciplinary Team Models
and personnel licensure, certification, and credentialing requirem
and also across professions based on the standards set by each professional discipline.
Thus, considerable variability can be found across states, although all must adhere to
provisions for a comprehensive system for professional development.

Most professional groups have expanded curricula at both th
levels to address competencies related to serving young children and their families, and many
have separate certification or add-on training programs in pediatric or early care. Creative
and cross-disciplinary approaches are needed, however, for personnel development across
health, education, and social service fields (Winton, McCollum, & Catlett, 2008).

The range of service needs experienced by children with disabilities and their fam;i-
lies bridge professional disciplines. Only through collaborative team models can these
service needs be fully addressed. In early intervention, the transdisciplinary team model

Professional standards

¢ preservice and in-service

with assistance, consultation, and continuous skill training and development from the
full spectrum of team members representing various disciplines. This team approach
requires careful collaboration across professional service providers and requires time
and resource allocation for training and planning, as well s commitments and effective

working relationships among professionals (Hanson & Bruder, 2001).

Parents and other family members are crucial members of any intervention/education
team. Including families in a respec

tful, culturally sensitive, and family-centered way has
necessitated adaptations and shifts in

preservice and in-service personnel preparation for pro-
fessionals. Most programs now actively seek and involve families in these training regimens.
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It is defined as an “active, ongoing process that assists and enables families to access
services and assures their rights and procedural safeguards” (National Early Childhood
Technical Assistance Center, 2012b). Early intervention team members must jointly pro-
vide assessment, intervention, and evaluation activities in a partnership with the child’s
family and enable families to obtain the various services they need (Bruder & Bologna,
1993). Active and collaborative cross-disciplinary working relationships and interagency
coordination are needed regardless of the child’s age and special needs. Such collabora-
tion forms an important element in providing support to families.

Benefits of IDEA The passage of IDEA has provided an unprecedented oppor-
tunity in the United States to establish a unified service delivery system to address the
complex needs of children with disabilities and their families. A child’s individualized
service needs and goals and the active inclusion and participation of the child’s family
are at the core of policies and procedures. The legislation has provided the necessary
infrastructure for developing a system that spans the United States and incorporates
the full range of service delivery agencies, structures, and professional disciplines that
deliver education services. It has afforded the means to cross boundaries of agencies and
professions in order to serve the diverse needs of children and their families. By the same
token, the comprehensive nature of this legislation also has produced tremendous chal-
lenges related to interagency coordination, teaming and collaboration, and the provision
of full and meaningful participation options for families in a manner that is congruent
with family priorities and needs.

SUMMARY

Although having a family member with a disabling condition may have a great
impact on a family, many of the challenges these families face are the same or similar
to those of other families. In other words, parents of children with disabilities should
be viewed as parents first, just as their children with disabilities should be viewed as
children first. When the child has a disability, however, it may create the need for
more supports or specialized services to enable the child and family to participate in
normative family events and routines.

As service providers reflect on their views about families and families’ perspectives
on parenting children with disabilities, they must be vigilant and keep in mind the
impact of cultural and societal values in shaping these service priorities and approaches.
Families are nested within the contexts of their neighborhoods and communities as well
as the larger society in which they live. The policies, laws, values, and priorities of these
communities help shape the experiences that families will have and the services and sup-
ports that will be available to them and desired by them.

Most individuals and families readjust and adapt to the new challenges presented to
them by the presence of a disability. As the literature previously reviewed has suggested,

families who have a member with a disability are often even inspired to reach out to
others and develop a sense of their roles in the “greater good” of their communities. For

instance, as one mother reflected, “I guess the hardest part has been to figure out what
his little niche is. And I think maybe it’s just that he’s a teacher [of others]” (as cited
by Hanson, 2003b, p. 364). Regardless of a family’s goals, professionals can best help
families by engaging in practices that facilitate the family’s sense of competence and
confidence and the family’s abilities to determine the services and resources that they
will need throughout their journey.
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“Once we got over the dismay and shock at the bospital and picked up our shattered
dreams and hopes, we began the slow process of reorienting and reorganizing those

dreams and hope into a different set of rules, a different lifestyle. No, mayhbe our Little
boy with Down syndrome wouldn’t be able to realize some of those high dreams we had
composed before his birth, but with a little reshuffling (and a lot of hard work) he will
be able to realize other dreams that we are composing day by day. So the song will have
different words and a different melody, but will still be a masterpiece.”

—Timothy and Marilyn Sullivan (as cited in Hanson & Harris, 1986, p. 8)

ACTIVITIES TO EXTEND THE DISCUSSION

Mapping supports. Identify a difficulty or issue of significance with which you or a
family member is grappling. Develop a map or outline of the resources and sup-
ports that you have for addressing this concern. Try to consider the broad range
of resources and supports that are available to you and the ways in which they are
interconnected. Sketch out or display your “map” of these resources and supports
much as you would an organizational chart for a business or corporation. Draw
lines to show how they may be interconnected.

Imagine how it feels. To envision the experience for families as they encounter
new stresses in their daily lives, try this activity with a friend or colleague. Ask your
partner to make a list of all the stressors the family may encounter (e.g., car breaks
down, child care provider moves away, illness in the family, parent loses job). With
each stressor or demand, have your partner place a balloon in your arms. Before
long you will find it difficult to manage or juggle the many balloon “stressors.” Sud-
denly the balloons will start to drop or pop, creating even more chaos and instability
for you as you struggle to keep them in order and afloat. While this task graphically
displays the juggling act, it cannot possibly do justice to the emotional experience
of coping with these issues, especially with a loved one such as one’s child.

Mapping supports and resources for a family in your clinical practice. If it is
comfortable and appropriate, work with a family in your clinical practice to map
out the supports and resources that they have to address identified needs. For
example, they may have extended family members and/or neighbors and friends
who help out with child care, errands, and picking up children after school, Profes-
sionals may provide valuable services with respect to medical needs and educa-
tional needs. A local agency may provide information on housing options. As the
discussion continues, professionals and families can identify and appreciate the
many formal and informal supports that may be available to families.

TO LEARN MORE: SUGGESTED WEB SITES

National Dissemination Center for Children with Disabilities
http://www.nichcy.org

National Early Childhood Technical Assistance Center

http://www.nectac.org

Office of Special 1
http://www2.ed.ge

U.S. Department
http://www.ed.go

REFERENCES

Americans with I
1990, PL 101-336
Bailey, D., Blasco,
(1992). Needs exp
of young childre
Journal on Mental
Bailey, D., Simeo1
tington, G., Cc
Helm, J-M. (I
vention: A fun
implementing,
ized family ser
Journal of the Di
156-171.
Beckman, PJ. (1
ers” and fathers
young childrer
ties. American,
95, 585-595.
Berry, JO., & H:
perspectives on
ton, MA: Ally
Blacher, J., & Ba
ofintellectual «
Journal on Men
Blacher, J., & B
context: Influ
tion. In S. O
J. Blacher (Ec
disabilities (p
Guilford Pres
Blacher, J., Nee
Families and
Opinion in Ps
Boyle, C., Bou
Blumberg, S
(2011). Trenc
mental disal
2008. Pediati
Braddock, D. (
retardation dai
more, MD:
Brown, D. (2(
- world popula
2012,fromh
national/rep
-is-disabled.
Shtml



