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CHAPTER 1:  INCREASED ADMISSIONS OF CHILDREN 

Tyor and Bell (1984) wrote:  

The history of the mentally retarded in America is a story of a hidden community, a 

group of persons, mostly children, traditionally viewed with pity, scorn, and contempt, 

who have been organized and contained on the periphery of society. They represented an 

underclass of forgotten people…Over the years, the mentally retarded and the mentally ill 

have been linked together and identified as society’s most unwanted citizens, its ultimate 

rejects (p.  ix). 

Nine states have closed their state residential facilities for people with intellectual 

disabilities, and seven additional states report having no residents 21 years of age or younger 

(Lakin, Larson, Salmi, & Scott, 2009). However, institutionalization of children with intellectual 

disabilities continues today. Lakin et al. (2009) reported that in 2008, over 1500 youth with 

intellectual disabilities under the age of 21 resided in state residential facilities in the US, which 

represents 4.6% of the total population living in large state facilities. Texas has reported a 

significantly larger number of children living in institutions for people with intellectual 

disabilities than any other state; 383 children representing 25% of the national total (Lakin et al., 

2009). Importantly, the 2008 Texas figure represented a one-third increase of 137 children since 

2006. Due to the increased admissions of individuals under age 21, the Texas Health and Human 

Services Commission (HHSC) assembled the Children in State Schools Workgroup (2008) to 

examine the issue. The HHSC workgroup reported that admissions of children “increased 38 

percent from FY [Fiscal Year] 2005 through a two year period ending in August 2007; and there 

was a fifty percent increase for those children 0 – 17 years of age” at the state supported living 

centers (formerly referred to as state schools) (p.  4).   
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Lakin et al. (2009) corroborated the workgroup’s findings and reported an increase in 

Texas admissions of children, ages 0 – 14, from 17 in 2006 to 40 in 2008 and, for those aged 15 

– 21 years, from 75 to 99. The increasing numbers of Texas children and young adults with 

intellectual disabilities who have been admitted raises serious concerns since admission of 

individuals under age 21 is typically contrary to Texas laws, policies, and values that discourage 

such admissions. For example, why does Texas have such a disproportionately large and 

increasing number of children and youth with intellectual disabilities under the age of 21 in state 

supported living centers? 

Significance of the Problem 

INSTITUTIONALIZATION – CONTRARY TO CURRENT SOCIAL POLICY 

 The HHSC Children in State Schools Workgroup (2008) reported systemic issues in 

institutionalization. On March 25, 1994, the Texas Department of Mental Health and Mental 

Retardation Board adopted a policy that “the board affirms that children have a human right, 

regardless of the severity of their disabilities, to grow up in families” (p.  X-3). The policy 

further “recognizes that the natural family is the first choice for a child whenever possible” (p.  

X-3).  The policy directs the department “to provide or procure services and supports to keep 

children at home with families” and “a comprehensive array of quality service alternatives that 

are family-focused and family-driven.” (p. X-3).  In addition, in 1997, the Texas Legislature 

passed House Bill 885 (Texas Government Code § 1. Chapter 531), requiring the state to develop 

procedures that ensure a permanency plan is developed for each child who is already in or at risk 

of moving into large congregate care facilities.  The legislation defines permanency planning as 

“a philosophy and planning process that focuses on the outcome of family support by facilitating 

a permanent living arrangement with the primary feature of an enduring and nurturing parental 
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relationship” (Texas Government Code § 1. Chapter 531.135(2)).  Subsequent legislation has 

incorporated permanency planning into Texas codes and agency rules for children entering 

Intermediate Care Facilities for the Individuals with Intellectual Disability or Related Conditions 

(ICF/IID) and requires a review of the plan every six months.   

CASE LAW 

The Olmstead v.  L.C.  and E.  W.  decision (1999) provided Texas with a legal obligation 

to serve people with disabilities in the community if they choose. However, as Representative 

Patrick Rose (2008) noted “the very structure of our long-term care system inhibits compliance 

with this direction” (p.2). Not being able to provide services in the community for those who 

wish to receive such services leaves the state open for further litigation. 

COST OF INSTITUTIONALIZATION TO THE PUBLIC 

  The Texas Department of Aging and Disability Services (2013c) listed the public cost of 

care in state supported living centers as averaging $210,253 per resident in 2011. In a Cost 

Comparison Report, the Texas Department of Aging and Disability Services (2013c) described 

the state supported living center as “institutional services… delivered at state-operated … 

Intermediate Care Facilities for Individuals with Intellectual Disability or Related Conditions 

(ICF/IID). ICF/IID services include residential services, habilitation services, medical services, 

skills training and adjunctive therapy services” (p.2). In contrast to institutional services, the 

same report provided a description of services provided in the home and in the community.  

Non-institutional services are provided by two 1915(c) Medicaid waiver programs: Home 

 and Community-based Services (HCS), and Texas Home Living (TxHmL). HCS and 

 TxHmL services include adaptive aids, case management, counseling and therapies 

 (audiology, speech/language pathology, occupational therapy, physical therapy, dietary 
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 services, social work and psychology), minor home modifications, dental treatment, 

 nursing, residential assistance, respite, day habilitation and supported employment. The 

 HCS service array also includes residential services provided in three-bed and four-bed 

 group homes. (p.2) 

In contrast to the cost of institutional service, the funding for supports and services for this 

population, provided in the home or community under Home and Community-based Services 

(HCS), cost an average of $4,259 per month ($6054 for residential services, $3343 for non-

residential), or $51,108 per year in 2011 (Texas Department of Aging and Disability Services, 

2013c).  The TxHmL program averaged $16,491 per year. On the other hand, the state supported 

living centers represent the most expensive service delivery option for individuals with 

intellectual disabilities. Further, the Texas Department of Aging and Disability Services (2008) 

reported that 37,187 adults and children with intellectual disabilities were on the interest 

[waiting] list for Home and Community-based Services with the longest wait time ranging from 

“8 to 9 years” (p. 21). As of August 31, 2011, there were 52,676 adults and children on the 

interest list for the Home and Community-based Services waiver funding with 35% waiting at 

least 5 years and over 1,500 waiting over 10 years (Texas Department of Aging and Disability 

Services, 2013a). 

Theoretical Frameworks 

BRONFENBRENNER’S ECOLOGICAL THEORY 

  As indicated in Figure 1.1, Bronfenbrenner’s model (Bronfenbrenner, 1979, 1986) 

consists of five systems, which are graphically displayed as concentric circles surrounding the 

child at the center.  The ecological systems consist of the microsystem, or “complex interrelations  
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in the immediate setting” in which the child lives and actively participates (1979, p. 7); the 

mesosystem, or “interrelations between two or more settings,” (1979, p. 209) such as home-

school-church; the exosystem, which may influence on the child from settings in which he/she is 

not an active participant, such as a parent’s job; the macrosystem, or the cultural values and 

beliefs of the community in which the child lives; and the chronosystem, the horizontal 

“influence on the person’s development of changes (and continuities) over time in the 

environments in which the person is living” (1986, p. 724). Within each system (or circle) 

Figure 1.1  Concepts Adapted from Bronfenbrenner’s model (Bronfenbrenner, 1979, 1986) 
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various influences affect the child’s learning and development. Bronfenbrenner (1979) defined 

development as “the person’s evolving conception of the ecological environment, and his 

relation to it, as well as the person’s growing capacity to discover, sustain, or alter its properties” 

(p.  9).  

 Bronfenbrenner’s model is particularly applicable to children in institutions because it 

emphasizes the importance of a variety of influences on the development of the child as each 

child is viewed within his/her unique set of circles. The ecological framework describes the 

limited exposure to the influences of families, community, and cultural beliefs and values made 

available for children who are placed in institutions. Bronfenbrenner (1979) noted that “the 

developmental potential of a setting in a mesosystem is enhanced if the person’s initial transition 

into that setting is not made alone, that is, if he enters the new setting in the company of one or 

more persons with whom he has participated in prior settings” (p.  211). 

INSTITUTIONAL CARING POLITICAL THEORY 

Engster (2004) proposed the Institutional Caring Political Theory based on Noddings’ 

(1988) Caring Theory which focuses on caring for others.  Engster posited that “the core of an 

institutional caring political theory is a body of rights aimed at meeting the needs and developing 

the capabilities of all individuals [involved] (p.131).” Therefore, application of this theory to 

children in institutions requires addressing both the child and family in beneficial ways.  

Noddings (1988) concluded that if the ethic of caring was implemented, decision-makers would  

sense an obligation to promote caring communities. 

NORMALIZATION THEORY 

 Wolfensberger‘s (1975) normalization principle was developed in the 1950s in Denmark.  

The theory challenged the historic stereotypes of individuals with intellectual disabilities being 
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subhuman, a menace, object of scorn, recipient of pity, diseased, fool, and the eternal child.  The 

theory honors the dignity of people with intellectual disabilities and recognizes their right to live 

as normal a life as possible.  The normalization principle has had a profound effect on the field 

of developmental disabilities by creating a paradigm shift in public perception of people with 

intellectual disabilities that promoted the growth of community-based services, including such 

services as family support services, group homes and supported employment (Scheerenberger, 

1983).   

Purpose and Scope 

 The Persons with Mental Retardation Act (2004) governs the admission of individuals to 

the state-administered facilities for people with intellectual disabilities. The entry point is 

through the Local Authority (LA), formerly referred to as the mental retardation authority, as 

designated and contracted by the Department of Aging and Disability Services. The Texas 

Administrative Code §2.257 provides the specific criteria for admission of a minor, i.e., a child 

under the age of 18. There are no voluntary admissions of minors, only commitments through a 

county court. Figure 1.2 exhibits the process.  

PARTICIPANTS 

 Regardless of policy and procedures, Texas houses the nation’s largest population of 

children with intellectual disabilities under the age of 21 in institutions. The dichotomy between 

policy and practice leads to the over-arching research question: What most influences the 

recommendation of placement of a child in a state-administered institution?  

 In order to understand how decisions are made to admit children to state institutions for 

people with intellectual disabilities, it is helpful to examine each step in the admission process to 

get a comprehensive picture. Therefore, data must be collected from parents of individuals under  
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 Parent/Guardian requests 

placement through the Local 

Authority 

Local Authority’s Interdisciplinary Team 

recommends placement if the child: 

 has mental retardation & as a result 

 is a substantial risk of physical 

impairment or injury to self or others, or 

 unable to provide or & is not providing 

for basic personal physical needs (IQ 4 or 

more standard deviations below mean, 

medical needs or dangerous behavior ) 

cannot be adequately & appropriately 

habilitated in an available, less restrictive 

setting  (per CRCG) and 

     SSLC provides services, care, training & 

     treatment appropriate to minor’s needs 

                     

 

 

County judge orders 

commitment 

Community Resource 

Coordination Group (CRCG) 

staffing inform family 

 available community 

supports as an alternative 

to admission, 

 available community 

supports were attempted, 

and 

 if indicated, services for 

serious emotional 

disturbance  SSLC Director agrees SSLC can meet 

child’s needs 

Local Authority informs parent/guardian of 

permanency planning for those under 22 

admitted to institutions & develops plan 

 
 

Figure 1.2. Admission Process for Minors. Adapted from Texas Administrative Code §2.257. 

 

age 22 residing in state supported living centers, interdisciplinary team members at the Local 

Authorities, members of Community Resource Coordination Groups, County Judges, and the 

state supported living center Directors. 

Research Questions 

The following research questions were used to guide this study: 

1.  What factors influenced the decision to place a child under the age of 22 into a state supported 

living center?  

2. What community-based services and supports could have prevented the placement?   
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CHAPTER 2:  HISTORY AND LITERATURE SYNTHESIS 

History of the Treatment of People with Intellectual Disabilities 

Having knowledge of how people with intellectual disabilities have historically been 

treated by society provides a framework for understanding the current practice of placing 

children with intellectual disabilities in state-administered institutions. Davies and Ecob (1959) 

posited that “no other form of human inadequacy have so many social blights been attributed: 

crime, delinquency, degeneracy, poverty, vagrancy, [and] immorality” (p. 3). As a result, people 

with intellectual disabilities have experienced a wide range of treatment. 

ABANDONMENT 

Ebbell (1937) noted that the first recorded reference to intellectual disabilities was in The 

Papyrus Ebers, the Greatest Egyptian Medical Document in 1552 B. C.  During the Greek and 

Roman eras, people who were different were considered inferior (Durant, 1939).  Payne (1916) 

reported that the Greeks had no concept of humanity and would sacrifice the weakest. Aristotle 

wrote in Politics that “as to the exposure [leave outside to die] and rearing of children, let there 

be a law that no deformed child shall live” (Book 7, Part XVI, ¶5).  

 COMPASSION  

Davies and Ecob (1959) suggested that Jesus Christ was the first to indicate a societal 

duty to care for people who were considered to have a disability or disease.  During Jesus’ time, 

the public considered disabilities as a manifestation of sin by the person or his/her parents and, 

thus outcasts, as described in the ninth chapter of John in the Bible.  However, Jesus taught 

compassion and humbleness toward others (Phillipians 2:3) and service to one another (Luke 

14:13), encouraging others to serve people who were considered inferior (Matthew 25:45).   

Further, the church’s adoption of compassion and care for all people, including those with 
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disabilities led to the Roman Catholic Church opening the first asylum for abandoned infants 

providing custodial care in 787 A.  D. (Scheeberger, 1983).  The first example of family care for 

children with intellectual disabilities was in Gheel, Belgium in 853 A. D. (Davies & Ecob, 1959).  

 However, Scheerenberger (1983) noted that although not specifically related to 

individuals with disabilities, Zoaster (6 – 10 B.C.), Buddha (563-483 B.C.), Confucius (551-479 

B. C), and Mohammed (569-622 A. D.) also “countered man’s inhumanity to man” (p. 21) with 

love, concern for others and helpfulness.  In addition, Davies and Ecob (1959) noted that Native 

Americans considered children with disabilities as “children of the Great Spirit” (p. 9) and 

therefore were unharmed.  

SCORN AND SEGREGATION  

Nevertheless, deMause (1974) reported that abandonment continued well into the 13
th

 

century and Medieval times.  After the crusades (1100 – 1300), public opinion that previously 

condoned abandonment of children with intellectual disabilities supported institutionalization 

and public scorn as demonstration of superiority over the inferior, deviant population 

(Scheerenberger, 1983).  In the Reformation (1517 – 1648), Martin Luther promoted the belief 

that people with intellectual disabilities were filled with Satan and therefore subjected them to 

exorcisms (Davies & Ecob, 1959; Luther, 1652).  In colonial America, children with disabilities 

were either institutionalized or kept at home where they were objects of public persecution as 

witches or forced into slavery due to the labor shortage (Erikson, 1966).  Children with 

disabilities were placed in poor houses with criminals, people with mental illnesses and other 

society outcasts (Cleland & Schwartz, 1982; Scheerenberger, 1983). 
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SOCIETAL RESPONSIBILITY FOR CARE   

Queen Elizabeth convinced Parliament to pass the Elizabethan Poor Laws in 1563 

providing care for the “poor and disadvantaged” which included people with intellectual 

disabilities (Scheerenberger, 1983, p. 27).  These laws resulted in the first governmental 

acknowledgement of responsibility and the development of almshouses.  In the 1700’s, Jean 

Jacques Rousseau promoted the worth and value of all human beings referring to people with 

intellectual disabilities as the noble savage (Rousseau, 1933).  Rousseau proposed that people 

learn through physical and sensory methods, an instructional approach that was later adopted by 

Dr. Jean Itard who conducted the first scientific research with a person who had intellectual 

disabilities (Davies & Ecob, 1959).  Dr. Itard, Chief Medical Officer of the National Institution 

for the Deaf and Dumb in France, found a boy who had grown up in the woods without human 

contact – perhaps the result of abandonment at a very early age.  The boy was referred to as the 

“Savage of Aveyron” (Davies & Ecob, 1959, p.  10). Dr. Itard employed his educational 

expertise in an attempt to socialize the boy.  Although the boy did not achieve normalcy, he did 

improve which proved that people with intellectual disabilities could learn.   

PITY  

Despite Dr. Itard’s work, some societies continued to view people with intellectual 

disabilities with distain telling them that they were not welcome in their communities 

(Scheerenberger, 1983).  However, Brockley (2004) reported that in the 1800’s, the attitude of 

society had shifted to viewing people with intellectual disabilities as “unfortunate and 

disadvantaged,” sometimes referred to as the “deserving poor” who are worthy of “God’s 

blessing and human charity” (p.  9). 

SOCIALIZATION AND TRAINING   

The first successful school specifically to educate children with intellectual disabilities 

was founded in Paris in 1837 by Sequin who advocated for people with intellectual disabilities as 

one of the most neglected populations in society (Davies & Ecob, 1959).  In 1840, Edouard 
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Seguin, a pupil of Itard, immigrated to the United States and his optimism regarding the 

education of children with intellectual disabilities using sensory-motor training was instrumental 

in the growth of institutions (Cleland & Swartz, 1982).   In 1854, New York led the states in 

recommending separate institutions for people with intellectual disabilities (Seguin, 1907).  

Having experienced success with three people with intellectual disabilities, Samuel Gridley 

Howe, Superintendent of the Perkins School for the Blind, advocated with his state legislature 

for funding of the first state-funded institution for children with intellectual disabilities that 

opened in Boston in 1848.  It was a boarding school, not a permanent placement, with the goal to 

prepare the youth to live in society (Payne, 1969; Scheerenberger, 1983).  Tyor and Bell (1984) 

wrote the following: 

While reasons of public health and individual improvement were important, Howe, 

Wilbur, Brockett, and others were motivated by strong sense of Christian obligation and 

fellowship...In this respect the schools were modeled in the image of the inculcation of 

morality their most important goals (p. 19 & 25).   

Since some children with severe intellectual disabilities tended not to improve, admission 

to the training schools were limited to children with higher levels of intellectual disabilities.  

Tyor and Bell (1984) reported that the first training schools were small and “pupils kept in 

contact with their families and society through frequent visitations from parents, legislators, and 

other observers and most students returned home for summer vacation” (p. x). States experienced 

a rapid growth in the number of training schools.  Crissey (1975) noted the principles guiding the 

development of the schools were to be small in order to provide individual attention for 150 – 

200 children.  The facilities were built in the country and designed to promote a healthy lifestyle 

with fresh food and spacious outdoors for exercise and play.  The educational program reflected 
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the developmental model focusing on acquisition of basic daily living skills and vocational 

training that began at home using the facility only for specialized training.  Residential care was 

considered temporary with the intent to return children home and to the community.  Admissions 

to the schools exploded requiring expansion into large facilities, and the staff was no longer able 

to provide education due to the numbers of residents, resulting in only custodial care, with the 

previous commitment to education declining (Scheerenberger, 1983).  

 MEDICAL PERSPECTIVE   

 In 1876, the Association of Medical Officers of American Institutions of Idiotic and 

Feebleminded (now, the American Association for Intellectual and Developmental Disabilities) 

was formed (Cleland and Swartz, 1982).  The advent of this organization ushered in a change 

from an educational focus (which had become by default custodial) to a medically-oriented 

service delivery system.  The residents became patients with the implication that they were sick.  

Farm colonies were developed segregating populations by buildings and disabilities as being 

economical (Scheerenberger, 1983).   

INHERENT CRIMINAL BEHAVIOR   

 The Dugdale study of a family of criminals in 1877 found that half of the family had 

intellectual disabilities, and all of the criminals in the family did (Davies & Ecob, 1959).  The 

role of heredity in intellectual disabilities was confirmed in a restudy by Estabrook (1916) as 

well as the work of Rev.  O.  C.  McCullough in Indiana who wrote about The Tribe of Ishmael.  

Estabrook (1916) wrote that “…not merely institutional care, nor better community environment, 

will cause good social reactions in persons who are feeble minded and feebly inhibited” (p. iv). 

During the era of reconstruction and industrialization (1850-1900), parents of children with 
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intellectual disabilities were scorned by society for their failure to create a wage earner, and 

children were viewed as the result of their parents’ immorality (Brockley, 2004). 

SPECIAL EDUCATION   

In 1896, some of the institutions included schooling, and it was Rhode Island served as 

the first state to offer special education (Sheerenberger, 1959).  Davies and Ecob (1959) 

suggested that “the educational model justified the institution, the school, or training facility, 

which provided pupils with a sheltered and controlled learning environment” (p. xiv). By 1898, 

there were 24 public institutional homes in 19 states that offered education based on the 

developmental model. Students went home for vacation and summers (Minnesota 

Developmental Disabilities Council [MNDDC], 2008).  Education was considered a right with a 

corresponding responsibility of society.  The institutional homes were small, based on the family 

model, and selective in their admissions with a commitment to education and not custodial care. 

Approximately 30 years later, The 1929 Bill of Rights for the Handicapped Child, perhaps the 

first legislation to address the right to education for children with disabilities, was passed 

(Scheerenberger, 1983). 

STERILIZATION 

 Fueling the rapid expansion in the development of institutions was the eugenics 

movement spearheaded by Sir Francis Galton who proposed that “systemic efforts should be 

undertaken to improve the human breed by checking the birth rate of the unfit and furthering the 

productivity of the fit” (Davies & Ecob, 1959, p. 33).  In 1908, the British Royal Commission 

study found a close connection between mental retardation and several social problems, 

including crime, drunkenness, promiscuousness, poverty, and susceptibility to sin – as was also 

found by Dr. Anne More in America (Davies & Ecob, 1959).  Intellectual disabilities became 
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one of the largest and most serious societal problems by 1915, and sterilization laws were passed 

(Scheerenberger, 1983).  Sterilization was preferred over segregation because of the lack of 

facilities, the large numbers in the community, and the lack of funds during the World War I 

(Scheerenberger, 1983). 

COMMUNITY-BASED SERVICES   

 The next turning point in public opinion toward people with intellectual disabilities came 

when Dr.  Goddard found that 40% of white males recruited for the U.S. army during World War 

I tested in the range of intellectual disabilities (MNDDC, 2008).  Emphasis shifted to 

community-based training and special education. No one was institutionalized who could be 

cared for at home (Payne, 1969).  Parents were not willing to send children to the institutions, so 

many remained in programs that were initiated in the community (Scheerenberger, 1983).  Noll 

and Trent (2004) suggested that the Freudian-inspired concepts of adjustment and adaptation, 

coupled with the shift from a medical approach back to an educational/psychological model led 

to the development of community services for people with intellectual disabilities.  In 1933, New 

York established the first family care for people with intellectual disabilities as an extension of 

the institution (Davies & Ecob, 1959).  The authors added, “it is worth noting that family care for 

the retarded follows the modern trend of care for other types of dependents” (p. 142).  However, 

due to the financial burden on families and lack of enough community-based services, many 

children with intellectual disabilities received custodial care in rural institutions (Scheerenberger, 

1983).   

History of Texas Institutions 

 The development of Texas institutions for people with intellectual disabilities has 

primarily followed the availability of federal dollars and been based on a medical model of 
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congregate care.  Texas’ involvement in the institutional movement did not occur until the early 

1900s (Texas Department of Mental Health and Mental Retardation, 1975).  In 1915, the 34
th

 

Texas legislature’s House Bill 73 established Texas’ first facility, specifically for people with 

intellectual disabilities, which was opened in 1917 on the outskirts of Austin (renamed Austin 

State School in 1925, then renamed Austin State Supported Living Center in 2008).  The sexes 

were segregated to prevent procreation due to the assumed potential “female promiscuousness 

and males’ criminal behavior” (p.  22). The facility was considered a permanent residence for 

ages 6 through 49 with preference given to school-age and females of childbearing age.  In 1933, 

the Texas Legislature purchased land east of Austin for a farm colony, later known as Travis 

State School and moved all of the men and boys to it.  Parents were not allowed to visit the 

dorms of either facility; they met their child at the administration building.  Texas continued 

opening facilities in Mexia (1946), Abilene (1957), Denton (1960), Lufkin (1962), Richmond 

(1968), Lubbock and San Angelo (1969), Corpus Christi (1970), Brenham and El Paso (1974), 

Ft. Worth (1976), and San Antonio (1978).  Ft. Worth and Travis State Schools were closed in 

1995 as part of the Lelsz v. Kavanaugh settlement of a suit filed in 1974 regarding the conditions, 

care and habilitation at the facilities in Denton, San Antonio, Ft. Worth, and two facilities in 

Austin. 

The deinstitutionalization movement has been steady in small increments. While some 

states have no or very few state-administered institutions, Texas has thirteen which house the 

largest population in the country with the largest number of institutionalized children.  Children 

are court-ordered into state facilities with no requirements for parental involvement or contact.  

Children in the state Children’s Protective Services, with three months of non-involvement or 

contact by a parent, are considered abandoned and parental rights are terminated (Texas Family 
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Code, Title 5, Subtitle B, Chapter 161, Subchapter A, 1995).  However, parental rights for 

children with intellectual disabilities placed or abandoned in state supported living centers are 

not affected.  Further, the cost of placement of a child in a state supported living center is 

minimal to the parent, less than average child care costs.  In 2008, the average cost for day care 

of a 4 year-old in Austin (Trower, 2008) was $657 per month.  Based on the sliding fee scale for 

minors in state supported living centers (Texas Secretary of State, 2010), parents would have to 

make almost $69,000 per year to pay $660 per month.  Based on the sliding fee scale, parents 

would have to have $785,000 annual income to pay the average cost of care ($7820 per month) 

in a state supported living center. 

WHY ARE INSTITUTIONS A TEXAS CHOICE?  

Most Texas state facilities are located in rural areas, thus functioning as a major employer 

with a strong economic impact on the local communities.  The parents of residents have 

organized, presenting a strong political voice and resisting closures of state institutions.  They 

fear their closure would result in their child being moved into a contracted community-based 

residence that may be considered less stable than state-funded institutions (Payne, 1976).  Texas 

institutions and community-based services share the same Medicaid federal- and state-matched 

funding sources, thus the available funds are split between them.  This may make less visible the 

significantly greater cost of institutions.  Unlike other states that have moved to close their costly 

institutions (Lakin et al., 2009), Texas has chosen to maintain the state supported living centers.  

In the 81
st
 Texas Legislature, funding for community-based services increased, but additional 

resources were also provided to increase staff and security to upgrade institutions.   
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History of Effects of Institutionalization 

In 1937, professionals began questioning the effects of institutionalization on the 

development of children (Crissey, 1937).  Goldfarb (1945) studied matched pairs of 

institutionalized children with those in foster care and found that living in the institution resulted 

in “a basic defect of the total personality…[that] manifests itself in the spheres of intellect and 

feeling in a manner suggesting that the institution child’s personality is congealed at a level of 

extreme immaturity” (p.  252). Spitz (1945) referred to the effects of institutionalization as 

hospitalism and attributed the detrimental effects of decreased intelligence quotient (IQ) to the 

lack of adequate mother-child relationship. Balla, Butterfield, and Zigler (1974) found 

institutional size, staff ratios and the design of the institutions did not affect residents’ learning.  

In discussing size and cost, Zigler (1976) noted that “simply increasing expenditures or 

personnel will not necessarily guarantee better care for the retarded.  Rather, it is how these 

personnel are utilized in the settings in which they are found” (p.  15). He continued by 

suggesting the development of small living units in which residents are viewed and treated as 

individuals.   

However, the most vehement critic in the United States was Wolf Wolfensberger who 

introduced the principle of normalization in human services (Wolfensberger, 1975).  

Wolfensberger described normalization as both a process and a goal that “in as many aspects of a 

person’s functioning as possible, the human manager will aspire to elicit and maintain behaviors 

and appearances that come as close to being normative as circumstances and the person’s 

behavioral potential permit” (p.  28). Crissey and Rosen (1986) wrote that “growing up within 

overly restrictive institutions may produce handicaps far worse than those created by the original 

physical and intellectual limitation motivating institutional placement” (p.  32).   
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Review of the Literature 

 This literature review addresses two questions related to the institutionalization of 

children. First, what are the reasons families place their children with intellectual disabilities in 

out-of-home care? Second, what does the literature reveal regarding the effects of 

institutionalization on children with intellectual disabilities?  

PROCEDURES AND CRITERIA 

Selection criteria for journal articles   

Criteria included: (a) original research (not literature reviews, syntheses, or meta-

analyses), (b) published in scholarly (peer reviewed) journals, dissertation or thesis, and (c) 

published in English. To examine placement of children with intellectual disabilities out of the 

home, additional selection criteria included: (a) research conducted with parents of children and 

young adults with intellectual disabilities; (b) the reasons for placement of children out of home 

framed as the independent variable; (c) placement of children as dependent variable; and (d) 

published since 1981. The date of 1981 was selected to coincide with the passage of the 

Omnibus Budget Reconciliation Act of 1981 that provided Medicaid funding for community-

based services. To examine the effects of institutionalization on children with intellectual 

disabilities, the following criteria were utilized: (a) research conducted with children and young 

adults who had experienced institutionalization under the age of 22; (b) the effects of 

institutionalization as the independent variable; (c) at least one measure of growth and 

development as a dependent variable; and (d) no limits placed on the dates of publication in this 

section of the synthesis.  



20 

 

Phase 1 

A computer search was conducted in EBSCO, ERIC, ProQuest, PsycINFO, Biblioline 

Basic – Child Abuse, Child Welfare and Adoption Database, Social Services Abstracts, Cinahl, 

Web of Science, Social Services Abstracts, Biosis, Linguistics and Language Behavior 

Abstracts, Gender Studies, Sociological Abstracts, and Dissertations. The keywords included 

combinations of descriptors: “intellectual disabilities,” “mental retardation,”  “developmental 

disabil*,” “mental deficienc*,” “learning disabilities,” “institutionalization,” “residential 

institutions,” “institutions,” “residential programs,” “facility,” “residential care,” “children,” 

“effects of institutionalization,” “placement,”  “effects.” These database searches yielded 2724 

hits. A review of the title of the articles yielded 110 on the effects of institutionalization on 

children, eleven on the reasons for placement of children with intellectual disabilities in 

institutions, and 2603 that did not meet the selection criteria. Most of the rejected articles 

regarding children with intellectual disabilities addressed the results of de-institutionalization and 

evaluations of community placement. 

Phase 2 

The abstracts of the 121 selected articles found by the database searches were reviewed to 

determine whether the articles addressed one of the two topics – effects of institutionalization on 

children with intellectual disabilities or reasons for placement of children with intellectual 

disabilities in institutions. Only two articles met the criteria on effects of institutionalization, and 

nine articles addressed reasons for placement. Reasons for rejection of the larger number of 

articles included they did not address children with disabilities, targeted populations not having 

intellectual disabilities, focused on de-institutionalization rather than effects of 

institutionalization, studied adult populations rather than children, or was not an original study. 
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Question 1. In addition to the nine articles selected in Phase 2, 16 additional articles on 

reasons for placement were found from the reference lists of the nine articles, totaling twenty-

five studies. A closer review of these articles resulted in the exclusion of seven: three that were 

not original studies, two that reviewed factors other than reasons for placement, one that did not 

disaggregate children from adults, and one that addressed adults. The exclusion resulted in 18 

studies on reasons for placement of children with intellectual disabilities in out-of-home care. 

Question 2. The selected studies of Phase 2 about the effects of institutionalization on 

children with intellectual disabilities were reviewed for additional studies. This review identified 

45 additional articles. Subsequent review of these 45 articles excluded seven: three did not 

address the effects of institutionalization, two that did not address the target population, one that 

appeared to meet criteria but was not the most recent update of a longitudinal study and one that 

was not a formal study. A total of 40 studies on effects of institutionalization on children with 

intellectual disabilities were selected.  

Coding and reliability procedures  

The selected articles were coded using a researcher developed coding system. Data were 

recorded regarding participants (number, age, intelligence quotient, living arrangement, gender, 

ethnicity), research design including numbers in comparison groups, assessment instruments 

used, fidelity of implementation procedures including duration of each session, and significance 

of reported results. A second rater coded a 10 % randomly selected sample of the articles to 

establish inter-rater reliability which was established at 95%. The random selection was made by 

assigning a number to each article and using the website (www.random.org/integers) to select 6 

articles. All differences were resolved through discussion.  

http://www.random.org/integers
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Synthesis of Findings 

REASONS FOR PLACEMENT 

Addressing the first question, why families place their children with intellectual 

disabilities into institutions (See Table 2.1) reveals an ongoing, complex process over time, 

rather than a distinct act. The most mentioned child characteristic was destructiveness – to the 

extent that the aggression disrupted the home and family life. Other child characteristics listed 

included age (i.e., older children), level of functioning, and the existence of multiple disabilities 

(Blacher, Hanneman, & Rousey, 1992; Bromley & Blacher, 1991; Cole & Meyer, 1989; 

Goldman, 2001; Hodapp & Zigler, 1985; Rousey, Blacher, & Hanneman, 1990; Sherman, 1988; 

Strobino, 1984; Tausig, 1985; and Wynne & Rogers, 1985).  

Goldman (2001) suggested that placement was due to a combination of factors including 

lack of toilet training, lower levels of intellectual disabilities, lack of adaptive behaviors, and 

lack of verbal expression. However, Sherman and Cocozza (1984) noted, “client characteristics, 

by themselves, do not provide a total explanation for why some disabled individuals are placed 

while others successfully remain with their families in the community” (p. 95).  

 The studies reviewing parent or family characteristics primarily focused on the 

perceptions of parents – usually the role of the mother as decision-maker regarding the 

placement of a child with intellectual disabilities in an institution. The primary desire expressed 

by parents was to care for their child with intellectual disabilities in the home in order to keep the 

family together for as long as possible (Llewellyn, Dunn, Fante, Turnbull, & Grace, 1999; 

Mirfin-Veitch, Bray, & Ross, 2003). Parental stress was the major factor contributing to 

consideration of placement (Blacher & Hanneman, 1993; Bromley & Blacher, 1991; Cohen, 

1997; Goldman, 2001; and Strobino, 1984). As the child grew, the physical and emotional  
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Table 2.1 

Reasons for Placement 

 

 

Reference 

 

Subjects 

 

Design 

 

Findings 

 

Blacher (1990) 

 

 

 

 

 

 

N=84 parents of children 

with severe MR 

Ages: 28 mo. – 99 mo. 

M Age: 65 mo.  

Anglo: 74% 

African American: 9% 

Hispanic: 5% 

 

Longitudinal qualitative & 

quantitative study: 6-point 

Placement Tendency Index 

administered 3 times 18 – 24 

months apart by interview with 

parents 

 

• The decision to place is a linear process, not a discrete 

act 

• Significant increase in placement tendency over time  

• 48% families remained against                                             

 placement 

• Some “respite” periods sometimes led to permanent 

placement out of the home 

 

 

                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

Blacher & 

Hanneman 

(1993) 

N = Parents of 100 

children or adolescents 

with severe disabilities 

Ages: 3 – 8 yrs. 

         Male: 65% 

Anglo:   73% 

Black:      8% 

Hispanic: 6% 

Other:    13% 

SES: Middle class 

 

In-home interviews with 2 

staff 4 times over 6 years using 

the Placement Tendency Index 

Increased tendency for out-of-home placement with: 

• Greater perceived stress in the home & less harmony 

• Less satisfaction with social support & when formal 

support is unavailable 

• Modest significant association between reported 

placement tendency and ultimate placement 

• Notes the importance of “triggering events” (36%) and 

the “snowball effect”  

• Placement is age-related with older children placed more 

than younger 

Blacher, 

Hanneman, & 

Rousey (1992) 

N = 5,992 

(3,166 at home) 

Ages ≤ 18 yrs. 

Severe & Profound MR 

Cross-sectional analysis with 

variables: Age, sex, MR level, 

ethnicity, adaptive behavior, 

maladaptive behavior, 

• Significant differences between in-home & placed: 

   - Age 

   - Adaptive behavior (less skills more likely to be placed) 

   - Maladaptive behavior (higher, more likely to be 

placed) 
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Reference 

 

Subjects 

 

Design 

 

Findings 

 

         At Home      Placed 

M Age:     9             13 

Male:     56%          54% 

Anglo:   40%          61% 

Latino:  35%          19% 

Black:   11%            9% 

Profound:  29%     58% 

 

N = 141 

(68 at home, then placed; 

73 at home ) 

            At Home   Placed 

M Age:  10              10 

Male:     58%          54% 

Anglo:   29%          62% 

Latino:  48%          25% 

Black:   15%            4% 

Profound:  27%     38% 

 

presence of multiple 

disabilities 

 

Semi-longitudinal study with 

data from 2 consecutive years 

   - Ethnicity (Anglo, more likely to be placed) 

   - Level of MR (Profound, more likely to be placed) 

   - Deafness 

Bromley & 

Blacher (1991) 

N = 63 parents of child 

placed out of home 

Child Ages: 2 – 16 

Mage: 11 

Male: 64% 

Length of stay: 1 mo. -  

23 mo.  

(Average: 10 mo.) 

SES: Middle class 

Caucasian: 74% 

Black: 9% 

Interview at home using 

Family Data Sheet, Factors 

Influencing Placement (21 

items) 

• Found that no one factor predicted placement, but that it 

  was due to several in combination 

• Top factors regardless of age: 

    - Level of functioning & behavior 

    - Relationships with family members (feelings of 

family) 

    - Perceived daily stress 

• Lack of services had moderate effect 

Table 2.1 (continued) 
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Reference 

 

Subjects 

 

Design 

 

Findings 

 

Hispanic: 9% 

Other: 8% 

Diagnoses: 

Down Syndrome: 6% 

Other genetic:       5% 

Anoxia at birth:    8% 

Autism:              24% 

MR Unknown:  57% 

 

 

Cohen (1997) 

 

 

 

 

 

 

 

 

 

N = 216 adults  with MR 

& families of 2 centers 

(placed as children) 

Anglo = 166 (77%) 

Latino: 38 (18%) 

African-American: 12  

(5%) 

 

Study compared placement of 

Latino, African-American, & 

Anglo adults to ethnicity, 

gender,  severity of disability, 

parents’ stress level, education, 

income, & religiosity from: 

Short Form of  Questionnaire 

on Resources and Stress and 

Religiosity Scale) 

• Ethnicity, parent education, annual income, & religiosity 

were significant predictors of placement 

• All minorities were less likely to place & had higher 

religiosity than Anglo  

    -94% Latino preferred home placement 

    -89% African American preferred home placement 

    -53% Anglo preferred home placement 

• Anglo with high religiosity kept adult at home 

• Parent stress, severity of mental retardation, gender & 

age not significant predictors 

 

Cole & Meyer 

(1989) 

 

N = 103 

Ages: 4 – 19 

Mage: 11 

Male: 62% 

IQ <30 or Severe or 

Profound Disability 

SES: Average $29,000 

 

Surveys to parents divided into 

3 groups based on plans for the 

future (in home indefinitely, in 

home until 21, out of home 

before 21): 
•  Demographics 

•  SES 

•  Child’s level of functioning  

•  Types of resources used/ 

needed to maintain child at home 

• The Topeka Association of 

 

Keeping child home indefinitely Group: 

•  > income & > number of children = < likely to keep 

home 

• > family satisfaction =  > likeliness to keep home 

Keeping child until 21 Group: 

•  > functioning of child = > likely to keep home until 21 

•  > resources = >likely to keep home until 21 

Out of home before 21 Group: 

• < functioning = > likeliness to place 

• > Use of resources = > likelihood to remain home 

• > Use of out-of-home respite = > likelihood for 

Table 2.1 (continued) 
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Reference 

 

Subjects 

 

Design 

 

Findings 

 

Retarded Citizens (1975) 
 

placement 

• Family resources not significant 

Top resources found to be useful: 

    -  Assistance from spouse 

    -  Coverage of medical/dental bills 

    - Evening/weekend care in home 

 

Colvin (2006) N =51 family members 

of adults with MR in 

state institution (placed 

as children) 

Ages: 18-65 

M Age Latino: 26 

M Age African 

American: 31 

M Age Anglo: 34 

17-question survey taken from: 

• Survey of Families with a 

Developmentally Disabled 

Family Member (Tausig, 

1985) 

• Survey of Parents of children 

with Developmental 

Disabilities (Sherman, 1988) 

• National Survey of the 

Families of Institutionalized 

Mentally Retarded Persons 

(Spreat, Telles, Conroy, 

Feinstein, & Columbatto, 

1987) 

 

• Person with intellectual disability would receive more 

intensive/specialized program in the institution & advised 

by physicians &/or medical & professional specialists 

• Need for more protective/secure environment 

• Maintained stay in institution due to 

intensive/specialized program 

• Maintained stay in institution due to need for 24-hour 

supervision 

• Maintained stay in institution due to family’s satisfaction 

with services & the need for facility, social and 

physical/health supports 

 

Goldman 

(2001) 

 

 

N = 100 families of 

children with MR (50 

living at home; 50 

institutionalized) 

Age of child: 10 – 18 

Placement within past 2 

years 

Compared 2 groups of children 

using parental self-report on 

Family Adaptability and 

Cohesion Evaluation Scales  II 

scale (Olson, Portner & 

Lavee), Family Satisfaction 

Scale (Olson & Wilson), & 

Abbreviated Symptom 

Questionnaire for Parents or 

• Child characteristics: 

    - Destructiveness (moderate to severe adaptive 

behavior, presence of maladaptive behavior, psychiatric 

history) 

    - Severity of mental retardation 

    - Seizure disorder related to increased requests for out-

of-home placement 

• Family characteristics: 

    - Father’s adaptability 

    - History of abuse or neglect in the family 

Table 2.1 (continued) 
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Reference 

 

Subjects 

 

Design 

 

Findings 

 

Teachers (Connor)     - Poor health or chronic illness of primary caregiver 

• Factors found NOT to be a predictor of placement: 

    - Gender 

    - Family functioning or structure 

    - Ethnicity 

    - Relationship of caregiver to child 

    - Educational level or SES of caregiver 

    - Family response to stressors 

    - Family satisfaction 

    - Level of severity of MR or ambulation 

 

Hanneman & 

Blacher (1998) 

 

 

N = 70 families of 

children with MR (at end 

of study)  

M Child age: 5.5 at start 

Ages: 2.6 – 9.1 

“Predominantly” Anglo 

& Male 

Parents: Middle class, 

well educated 

10-Year longitudinal study 

using home interviews on the 

6-point Placement Tendency 

Index (Blacher & Hanneman), 

demographic questionnaire, 

the Home Quality Rating Scale 

(Meyers, Mink & Nihira), 

Occupational Prestige Index 

(Stevens & Cho) ,  public 

schooling, and interviewers’ 

perceptions of child’s 

appearance conducted 5 times 

every 18 months 

• Parents’ consideration of placement is strong predictor 

• Higher mother’s occupational prestige (employed 

outside the home with higher levels of education& SES) 

• Larger number of siblings led to increased tendency 

toward placement 

• Parents perception that caring of child affected 

household harmony & awareness of MR (child adjusting 

poorly to home environment) 

• The more “normative” child appearance, the less 

consideration of placement 

• Younger mothers & older fathers more likely to place 

• Younger mothers in higher SES 

• Primary caregiver having difficulty coping with care 

• Dissatisfaction with school may have contributed 

• Factors found NOT to be a predictor of placement  

    - Child characteristics (poor health)  

    - Family behavioral intentions (placement tendency) 

    - Support services outside the home 

• Concluded that placement is a complex, ongoing process 

  

Hodapp & 

Zigler (1985) 

N = 42 children with 

severe MR 

Comparison of 23 living in 

large institutions (>1500 

The factor differentiating placement in large institution or 

regional center: Chronological Age 

Table 2.1 (continued) 
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Reference 

 

Subjects 

 

Design 

 

Findings 

 

Mage: 11.9 

MIQ: 23.6 

population) and 30 in regional 

centers (10 – 116 population) 

tested 1 & 2 yrs. after out-of-

home placement using: 
•  IQ 

•  Behavior Rating Inventory for 

the Retarded (Sparrow & 

Cichetti, 1978) 

• Hartford Self-Sufficiency Scale 

for Caretakers (Klaiber, 1980) 

•Pre-Institutional Social 

Deprivation (Zigler, Butterfield & 

Goff,1966) 

•Resident Management Scale 

(King, Raynes, & Tizard, 1971) 

to assess social climate of 

institution (resident- or 

institution-oriented care) 

• > Age, > MA, & > adaptive scores = large facility 

    - Average age: 17 in large institution 

    - Average age: 10 in regional center 

• Institutional children placed earlier (MAge: 12) 

 

Kobe, Rojahn, 

& Schroeder 

(1991) 

 

N = 137 Caregivers of 

persons with MR in 

family home 

Ages: 2 – 62 (Mage = 27) 

SES = 62.6% <$20,000 

 

Random sampling of waiting 

list for out-of-home placement; 

structured in-person 60-90-

minute interviews using 27-

item Caregiver Form of 

Community Needs Survey 

(Black, Crites, & Smull, 1982)  

& Inventory of Self-Injurious 

Behavior (Rojahn, Polster, 

Mulick, & Wisniewski, 1989) 

 

• Need for transportation & in-home assistance was  

   significant indicator of placement 

• Urgency of placement predicted by: 

    - Interference with normal family activities 

    - Burden of providing care 

    - Health of caregiver 

• Behavior: 

    - Handling behavior problems 

    - Personal family relationships & job responsibilities  

      disrupted due to behavior 

• Service needs Identified to prevent placement: 

    -Training in independence for child 

    - Medical care 

    - Behavior management 

Table 2.1 (continued) 
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Reference 

 

Subjects 

 

Design 

 

Findings 

 
    - Case management 

    - Education 

 

Llewellyn,  

 Dunn, Fante, 

Turnbull & 

Grace (1999) 

 

N =  167 families of 

children with severe 

disabilities (physical, 

intellectual, sensory or 

multiple) with great 

needs for support 

Ages: 15 mos. to 6 years 

M Age: 5.4 

Male children: 64% 

Living at home: 96% 

Non-Aboriginal: 60% 

(Australia) 

Compared 3 groups: placement 

not wanted, undecided, 

seeking placement or placed in 

a qualitative and quantitative 

study which used methods: 

• Family self-report on the 

Ecocultural Scale Short-form 

Questionnaire (Ecocultural 

Scale Project) to collect 

demographic data from 

families and 

• Interview with families on: 

  - family accommodation  

with everyday living 

  - perceptions about caring for 

child at home or seeking 

placement 

 

•  Differences found: 

    - Lack of congruence in everyday family life with 

regard to child.& needs of other family members 

    - Lack of integration of child into everyday family life 

and community   

•  No differences found: 

   - Proactive parent 

   - Father’s involvement 

   - Finance 

   - Mother’s availability 

   - Sibling involvement 

   - Religion 

• Families whose child has a single disability tended to 

integrate the child in everyday life better than those who 

exhibited multiple disabilities 

• Explanations given by families for their choice 

   - Strong values and beliefs about caring for child about 

parents’ responsibility to care for child, importance of 

home environment and community involvement as 

compared to the group seeking placement concerned 

about child’s well being, access to  better care, steady 

routine needed by child, major life-threatening episodes, 

effect on siblings 

    - Changes in family circumstances (changes in child, 

birth of a new baby, family crisis, caregiver illness or 

accident compared to the families who sought placement 

to survive the increasing pressure and stress, fathers’ 

threatening to leave, impossibility of working & caring for 

child 

• Recommendations by professionals, family & friends to 

Table 2.1 (continued) 
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Reference 

 

Subjects 

 

Design 

 

Findings 

 
place (feeling pushed into consideration of placement) 

 

Mirfin-Veitch, 

Bray & Ross 

(2003) 

 

 

 

N = 35 families of 

institutionalized adults 

with mental retardation 

(placed as children) 

Children: 34% Male 

(New Zealand) 

Quantitative study: Audio-

taped interviews with families 

prior to, during & following 

placement conducted over 4 

years analyzed for thematic 

content using NUDIST 

(Richards & Richards) 

software 

• All families had strong commitment to maintaining child 

in family as long as possible 

• Various community-based services failed (gradually 

increasing time of respite care, resulting in sense of 

inevitability becoming accustomed to idea of placement.) 

• Parents faces intense & sustained issues with care that 

increased over time feeling unable to cope (physical 

growing increased physical needs, behavior had 

detrimental effect on family, concern for siblings, isolated 

from support systems) 

• Professionals facilitated placement, validating parents’ 

feelings of stress & inability to cope and raising the issue 

of the mother’s mental health 

• Catalyst for placement that changes family life 

   - Family event (birth of baby) 

   - Mother’s mental health 

• Mothers’ mental health & effect on siblings 

• Mothers made final decision 

• Conclusions: 

   - Mother is decision-maker 

   - Consideration for siblings (although many siblings did 

not support placement) 

   - Decision to seek out of home placement is a process 

rather than an event 

 

Rousey, 

Blacher, & 

Hanneman 

(1990) 

 

N = 5,607 

M Age = ≤ 18 

Severe & Profound MR 

(57.2% Severe) 

 

 

53.5% live at home 

46.5 live out of home 

 

• Older ages related to out-of-home placement, especially 

for profound MR 

• In-home & Out-of-home differed significantly on: 

  - Adaptive behavior (fewer skills for out-of-home) 

   - Maladaptive behavior (greater for out-of-home) 

   - Age (Older for out-of-home) 

Table 2.1 (continued) 
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Reference 

 

Subjects 

 

Design 

 

Findings 

 
   - Other disabilities (but overall effects were small) 

• Risk for Severe is lower than Profound 

 

Sherman 

(1988) 

 

N = 531 parents 

(377 at home; 154 

placed) 

 

Mailed survey to 2 groups: 
• Parents whose children live at 

home 

• Parents whose children have 

been placed out of the home 

 

• Child characteristics related to placement 

   - Autism: 3 times higher in out-of-home placement 

   - Severe disability placed; mild disability at home 

   - Behavior problems placed 

• Family characteristics related to placement 

   - Large family placed 

   - Parent separation or divorce placed 

   - Ethnicity, income, parents’ education not significant 

• Resources needed at home to prevent placement 

   - Education/Vocation 

   - Special transit 

   - Speech & physical therapy 

   - Behavior modification programming 

   - Parent training 

   - Respite 

   - Homemaker assistance 

• At-home group received more informal sources of care- 

giving & more formal client services 

 

Strobino 

(1984) 

N = 65 parents of 

children with MR in out 

of home placement 

 

Self-report questionnaire 

capturing parents’ perceptions 

of their ability to be primary 

caregiver, their attitude toward 

normalization, and their 

decision to seek residential 

placement. 

 

• Greater stress more likely to request placement 

    - Fewer functional skills, self care, community living &  

      behavior skills led to greater stress 

• Younger parents of younger children w/behavior  

   challenges more likely to place 

• Functional level of MR is related to parents’ attitude  

   toward normalization 

Tausig  

(1985) 

N = 247 

(148 < 21; 99 >21) 

Case  records review 

comparing 2 groups: 

• Different decision-making process for children < 21 

years & those > 21 

Table 2.1 (continued) 
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Reference 

 

Subjects 

 

Design 

 

Findings 

 
• Families requesting placement 

• Families requesting increased 

services 

   - < 21 had more variables: Placement due to behavior 

problems of older males, & multiple disabilities; family 

characteristics included mental health, # of siblings < 6 

yrs. (fewer children, greater requests for placement) 

   - >21: Placement due to perceived burden & disruption 

of family relations, family health  

• Level of disability, life events not significant 

 

Wynne & 

Rogers (1985) 

N = 74 parents of 56 

children with severe 

disabilities 

(37 reside with parents; 

19 reside in facility) 

Child Ages: 7 – 21 

MAge: 14.6 

Diagnoses: 

•  Severe or Profound 

Developmental 

Disability 
• Infantile Autism 

• Brain Damage 

• Cerebral Palsy 

Telephone survey with parents 

using: 
• Demographic data sheet 

• Parents’ perception of child’s 

developmental milestones 

• Religiousity 

•SES determined by 

Hollingshead’s 7-level system of 

occupational status (Wynn, 1979) 

Differences between groups on: 

• Child’s age (younger at home) 

• Parental feelings toward placement 

    - At Home Group expressed anger, resentment & 

opposition 

    - Placed Group expressed depression 

• Religiousity  

    - At Home Group: > or < other people 

    - Placed Group: Same as others 

• Mother’s Age: Older mothers in Placed Group 

• Age at first words: > Age for first words = >likelihood 

for placement 

• Age when started school: If had preschool, more likely 

to remain home 

 

    

Note. > = Greater than, < = Less than, Mo. = Months, MR = mental retardation, w/ = with, SES = Socio-economic status, Yrs. = Years  

Table 2.1 (continued) 
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demands of care grew adding to the stress, culminating in what Blacher and Hanneman (1993) 

referred to as the snowball effect. 

 The second most frequently discussed factor for placement was consideration of the 

effects the child with intellectual disabilities had on siblings (Bromley & Blacher, 1991; Cole & 

Meyer, 1989; Hanneman & Blacher, 1998; Kobe, Rojahn, & Schroeder, 1991; Llwellyn et al., 

1999; Mirfin-Veitch et al., 2003; and Tausig, 1985). Blacher and Hanneman (1993) coined the 

term, a trigger event, such as divorce, loss of financial support, and new parent. Family size, 

socioeconomic level, marital relations, family functioning, parental attitudes toward placement, 

parental age, ethnicity, medical/dental bills, and additional children were other factors. However, 

most of these indicators in other studies were found not be contributing factors (Goldman, 2001; 

Hanneman & Blacher, 1998; and Llewllyn et al., 1999). Sherman and Cocozza (1984) provided 

an explanation for the differences noting that having a child with intellectual disabilities has been 

reported to provide both positive and negative effects on the family. In addition, the authors 

added that “not to be forgotten is the substantial proportion of parents with retarded children who 

report that their marriage and families have been strengthened and brought closer together by the 

stress of having a disabled family member” (p.98). 

The most consistently reported factor related to families’ placement of children with 

intellectual disabilities was based on the advice of professionals and not necessarily a function of 

family issues. Mirfin-Veitch et al. (2003) noted that professionals were actually facilitators of the 

process by validating the parents’ insecurity in maintain the child at home and questioning the 

mothers’ mental health. 

Finally, Sherman and Cocozza (1984) raised the issue of community and social supports. 

The authors wrote: 
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The limited research in this area suggests that, in addition to being aware of the impact of  

certain family characteristics and the resulting stress on families, the availability and  

quality of social supports and community services must be considered in order to  

understand why some disabled individuals are placed while others are able to  

successfully remain with their families. (p.99) 

Cole and Meyer (1989) found that the more families used community resources, the greater 

likelihood the child would remain at home. One exception was out-of-home respite in that the 

greater the use, the greater the likelihood for placement out of the home. Kobe et al. (1988) also 

found the following services identified by parents that prevent placement: education/vocational 

training, special transit, speech and physical therapy, behavior modification programming, parent 

training, respite, and homemaker assistance.  Kobe, Rojahn, and Schroeder (1991) also asked 

parents to identify services to prevent placement and composed the following list: training of 

child in independence, medical care, behavior management, case management, and education.  

EFFECTS OF INSTITUTIONALIZATION 

President Kennedy appointed the first 26-member President’s Panel on People with 

Mental Retardation that made over 100 recommendations regarding research, preventive health, 

education, vocational training, comprehensive social services, improved facilities, redefined the 

role of institutions as well as community alternative care, and public awareness (John F. 

Kennedy Presidential Library and Museum, 1961). Cleland and Swartz (1982) added that the 

Mental Retardation Facility and Community Center Construction Act of 1963 (Public Law 88-

164) generated funding for teacher training and spurred expansion of institutional care. These 

efforts brought general attention to institutional care and effects. 
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 Research indicates the effects of institutionalization on children with intellectual 

disabilities are very complex. Institutions affect every aspect of a child’s development with 

individual children being affected differently.  Studies even with matched children but in 

different institutions exhibited varying results. Zigler (1976) suggested that the effects of 

institutionalization be considered within the context of three variables: characteristics of the 

person, the developmental and motivational factors of the person and the nature of the institution.  

To address specific ways institutionalization affects children with intellectual disabilities, 

synthesis results were organized by core developmental domains: cognitive development, 

language development, physical and motor development, social/emotional development and 

behavioral development. The accompanying five tables correspond to the core developmental 

domains and provide pertinent information regarding each study reviewed. Studies that 

addressed multiple developmental domains are listed in more than one table and are asterisked. 

Table 2.2 provides a listing of the studies in each table. 

Cognitive Development  

 Table 2.3 presents the results of the studies on children with intellectual disabilities. The 

children are affected negatively by institutionalization in terms of cognition, but evidence shows 

that institutionalization less than six months does not appear to affect cognition and some 

improvement occurs in age 10 to 11(Beckett et al., 2006, O’Connor et al., 2000). Children living 

in poverty prior to institutional admission showed IQ increases after admission, but, as 

Butterfield (1967) posits, it is not known whether the increase was due to leaving a poverty 

situation or admission to the institution. Overwhelmingly, children who live with their parents 

learn more rapidly and score higher on IQ assessments than children in institutions, and children  
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Table 2.2 

List of Studies by Table 

_____________________________________________________________________________ 

Table Number     Table Name: Overview of Studies   Studies’ Authors & 

       regarding Institutionalization Effects on:  Date of Publication 

_____________________________________________________________________________ 

     2. 3             Cognition   Balla, Butterfield, & Zigler (1974)* 

       Baumeister (1968)* 

       Centerwell & Centerwell (1960)* 

       Clarke & Clarke (1954) 

       Crissey (1937) 

       Kaufman (1963) 

       Skeels (1939) 

       Zigler, Balla, & Butterfield (1968)* 

       Zigler, Butterfield, & Capobianco (1970)* 

       

 2.4      Language Development  Badt (1958) 

        Balla, Butterfield, & Zigler (1974)* 

       King & Raynes (1968) 

       Kugel & Reque (1961)* 

       Lyle (1959) 

       Lyle (1960a) 

       Lyle (1960b) 
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_____________________________________________________________________________ 

Table Number     Table Name: Overview of Studies   Studies’ Authors & 

       regarding Institutionalization Effects on:  Date of Publication 

____________________________________________________________________________ 

 2.5  Physical and Motor   Centerwell & Centerwell (1960)* 

   Development   Dennis (1960)* 

       Kugel & Regue (1961)* 

       Strauss, Eyman, & Grossman (1996) 

        

 2.6  Behavior Development Dennis (1960)* 

       Dentler & Mackler (1961)* 

       Eyman, Silverstein, McLain,  

        & Miller (1977) 

       Klaber & Butterfield (1968) 

      

 2.7  Social and Emotional   Balla, McCarthy, & Zigler (1971) 

   Development   Baumeister (1968)* 

            Butterfield & Zigler (1965) 

       Bybee, Ennis, & Zigler. (1990) 

       Dentler & Mackler (1961)* 

       Gorlow, Butler, & Guthrie (1963) 

       Green & Zigler (1962) 

       Harter (1967) 

Table 2.2 (continued) 
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Table 2.2 (continued) 

_____________________________________________________________________________ 

Table Number     Table Name: Overview of Studies   Studies’ Authors & 

       regarding Institutionalization Effects on:  Date of Publication 

_____________________________________________________________________________ 

   Social and Emotional  Harter & Zigler (1968) 

   Development   Iscoe & McCann (1963) 

   (continued)   Klaber, Butterfield, & Gould (1969) 

       Lustman & Zigler (1982) 

       Montague & Cage (1974) 

       Payne (1969) 

       Rosen, Diggory, & Welinsky (1966) 

       Shallenberger & Zigler (1963) 

       Stevenson & Fahel (1961) 

       Yando & Zigler (1971) 

       Zigler (1961) 

       Zigler (1963) 

       Zigler, Balla, & Butterfield (1968)* 

       Zigler & Butterfield (1966) 

            Zigler, Butterfield, & Capobianco (1970)* 

       Zigler & Williams (1963) 

______________________________________________________________________________ 

* Duplication between tables 
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Table 2.3 

Studies regarding Institutionalization Effects on Cognition 

 

 

Reference 

 

Participants 

 

Design 

 

 

 

Effects  

 

 

Balla, 

Butterfield, & 

Zigler (1974)* 

 

 

N = 70 

No gross motor, sensory 

or psychotic disturbances 

Familial and organic 

retardation 

 

 

 

Children in 4 institutions of 

varying sizes with test-retest 

model on PPVT for MA and 

IQ (2.5 yrs. later) 

 

 

•General increase in MA from test to retest but was 

less than half than what would be expected for  IQ 

•Females had higher IQs than males; IQs did not 

change  

•Size of institution not related to development 

•Preinstitutional deprivation is an determinant of rate 

of development 

 

Baumeister 

(1968)* 

N = 75 

M Age 15 (10 for 

children without 

disabilities) 

No gross sensory or 

motor defects 

Comparison of 3 groups: 

children in institutions, 

children never been in 

institutions, and children 

without disabilities matched on 

mental age on paired-associate 

learning task 

•Children in institutions had lower scores than non-

institutional children and children without disabilities 

of the same MA 

•No differences between non-institutionalized children 

of the same MA 

• Length of institutionalization is related to the 

learning rate 

 

 

Centerwell & 

Centerwell 

(1960)* 

N = 53 Compared the physical & 

mental growth of children with 

Down syndrome living with 

•IQ & SQ, living with parents M  IQ of 43; foster care 

M IQ of 34; At age 7: living with parents M IQ of 23 & 
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Reference 

 

Participants 

 

Design 

 

 

 

Effects  

biological parents and living in 

foster care homes (referred to 

as an “institution”) on 

Kuhlmann-Binet or Stanford-

Binet Form L for IQ and the 

Vineland Social Maturity 

Scale for SQ  

SQ 32; foster care M IQ 16 & SQ 24 

 

 

 

 

 

 

Clarke & 

Clarke  (1954) 

 

N =  88 

(England) 

Adolescent &  

Young Adult 

 

Compared IQ scores  & 

background of “patients” to 

new admissions match by IQ 

& age for test/re-test model 

 

• “Patients” showed mean increase of 6.5 points; new 

admissions showed mean increase of 4.1 points 

• “Patients” from “very bad homes” had an average 

increase of 9.7; whereas, those not from bad homes and 

new admissions gained  an average of 4.1 points 

 

Crissey (1937) 

 

N = 294 (a few 

duplicates noted) 

 

Ages: 3 - 16 yrs. 

Range of IQ: 30 points 

Compared IQ scores using test 

and re-test model with children 

in orphanage & children in a 

juvenile home paired with 

children with ID living in 

institutions (matched on IQ, 

age, time between tests)  

•Children in institutions lost IQ (M loss of 4.9 points);   

children in dependent homes were constant or gained 

(M gain of 2.3 points) 

•Children in dependent homes showed a gain in IQ; 

transfers from these homes to institution lost IQ (a 

difference of 8.3 & 6.6 or 6.2 points) 

 

 

Kaufman 

(1963) 

 

N = 28 

Cultural-familial 

retardation 

M Age: 13 

 

Children living in institution 

compared with children living 

with biological families in the 

community on learning tasks 

with multiple trials in 12 days 

 

•Children living at home had a higher mean number of 

correct responses than those in the institution 

•Both younger and older children at home learned more 

rapidly than those in the institution 

•Young institutionalized children had lowest scores 

 

Table 2.3 (continued) 
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Reference 

 

Participants 

 

Design 

 

 

 

Effects  

Skeels (1939) N = 25 

Age: 7mos. – 3 yrs.  

(1st test) 

5  - 10 yrs. (2nd test) 

Free from gross organic 

and physiological defects 

Compared IQ scores of 

children in orphanage to 

children who transferred from 

orphanage to a state school 

ward with older, brighter 

residents in test/re-test model 

with a  follow-up 2 ½ yrs. later 

•State school residents showed marked improvement in 

IQ compared to children in orphanage who showed 

equivalent loss. 

• 11 of 13 state school residents attained normal or 

above average IQ and were placed in adoption 

• Follow-up showed slight mean gain for children in 

orphanage, but ID persisted 

 

Zigler, Balla, 

& Butterfield 

(1968)* 

 

N =38 

Familial retardation 

M Age: 14 & 20 

No gross motor, sensory 

& psychological 

disturbances 

 

Longitudinal study to compare 

motivation for social 

reinforcement,  4 groups 

(children living in institutions 

who have familial retardation 

– from high & low SES,  those 

without familial retardation – 

from high & low SES),  

Satiation tasks under 2 

conditions – with and without 

verbal and non-verbal support 

 

• IQ not related to SES, 18 of 25 children with 

familial retardation increased a mean of 4.9 points; 

whereas, 6 of the 13 children with non-familial 

retardation increased but exhibited no mean change 

in IQ. 

• Change in IQ was independent of level of SES prior 

to admission 

• Low SES prior to admission result in heightened 

motivation for social reinforcement 

 

 

Zigler, 

Butterfield, & 

Capobianco 

(1970)* 

 

N = 33 

Familial retardation 

M Age: 10 

Free from gross motor or 

sensory deficits 

 

Longitudinal study, children 

from low SES & high SES 

prior to admission to the 

institution compared on social 

reinforcement on satiation task 

 

• Pre-institution-SES not related to IQ changes; IQ 

decrease in both groups attributed to motivation 

• More low SES increased IQ than high SES  

• The same institution had different effects on 

children depending on SES prior to admission 

 

Note. DQ = Developmental Age, ID = Intellectual disability, IQ = Intelligence Quotient, MA = Mental Age, Mos. = months, PPVT = 

Peabody Picture Vocabulary Test, SES = Socioeconomic status, SQ = Social quotient, UK = United Kingdom; Yrs. = years   

* Duplicated between table

Table 2.3 (continued) 
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living in foster homes grow and development faster than children who live in institutions, but not 

greater than those who live with their biological parents. 

Language Development  

 The findings of the studies, described in Table 2.4, indicate major deficits in language 

development and usage for children with intellectual disabilities living in institutions. Children 

living in institutions less than six months do not experience adverse effects in language 

development (Beckett et al., 2006, O’Connor et al., 2000). Perhaps this conclusion can be 

explained by limited adult and peer interaction in the institution as suggested by Dentler and 

Mackler (1961). Like the effects on cognition, the longer in the institution, the greater the 

negative affects; however, unlike cognitive development that shows improvement in ages 10 and 

11, the language delay does not improve with age. The children living at home begin language 

development, usage, and skills much earlier than those in foster care or group homes, and 

performed better than those in the institution. 

Physical and Motor Development  

 Table 2.5 presents results of the studies related to delays in motor development for 

children with intellectual disabilities living in institutions. Evidence exists of improvement when 

placed in families. Recent research with Romanian adoptees, institutionalized prior to adoption, 

though not specifically identified as having intellectual disabilities, indicated brain and 

physiological manifestations of prolonged stress (Chugani et al., 2001; EluvathingalS et al., 

2006; Fries, Ziegler, Kurian, Jacoris, & Pollak., 2005; Groza, Ryan & Thomas, 2008; Gunnar, 

Van Dulmen, & The International Adoption Project Team, 2007; Marshall, Reeb, Fox, Nelson, 

& Zeanah, 2008; Moulson, Fox, Zeanah, & Nelson, 2009; Shirtcliff, Coe & Pollak, 2009). Such  
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Table 2.4 

Studies regarding Institutionalization Effects on Language Development 

 

 

Reference 

 

Participants 

 

Design 

 

 

Effects  

Badt  (1958) N  = 60 

Ages: 7 – 15 

Familial retardation 

 Examined children in 

institutions on the ability to 

give abstract definitions 

compared on chronological 

age, mental age & number of 

years in the institution 

•Length of time in the institution correlated inversely 

with the abstraction score (i.e., ability to define 

words & manipulate concepts); the longer in an 

institution, the lower the abstracting ability 

•Both chronological age & MA contributed very little 

to the correlation 

 

Balla, 

Butterfield, & 

Zigler (1974)* 

N = 70 

Familial and organic 

retardation - No gross 

motor, sensory or 

psychotic disturbances 

 

Children in 4 institutions of 

varying sizes were compared 

by test-retest model on PPVT 

for MA and IQ (2.5 yrs. later) 

•Children from low SES prior to institutionalization 

were more dependent on the Verbal Dependency 

measure   

 

King  & 

Raynes    

(1968) 

N = 56 

M Age: 12 

(United Kingdom) 

3 groups: 18 children living in 

a free-standing ward (at a 

“large hospital” for children 

with ID), 22 children living in 

a home (in a complex with 

some regimen & live in staff), 

and 16 children living in a 

Local Authority hostel 

standing on its own (with 

personal belongings, 

•Speech : Children living in the ward had lower 

scores than children in the home or hostel 

•Observation of feeding skills: Children in the ward 

had lower scores than children in the home or hostel  
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Reference 

 

Participants 

 

Design 

 

 

Effects  

encouraged independence & 

housemother); Groups 

compared on verbal and social 

skills. 

 

Kugel & 

Reque (1961)* 

N = 55 Compared development of 

children with Down syndrome 

living at home with those 

living in 1st year of life in 

institution 

 

•Living at home developed language & use of 

language earlier, 60% used sentences by age 8 

compared to 10% from institutions 

 

Lyle  (1959) N = 194 

Ages 4 – 14 yrs. 

 

(United Kingdom) 

Compared children in 

institutions with children 

living at home on verbal & 

non-verbal intelligence (some 

children with Down syndrome 

in each group) sections of the 

Minnesota Preschool Scale of 

Intelligence (Form A) 

• Children with Down syndrome had lower verbal 

scores than children with Down syndrome living at 

home (12 month discrepancy ) 

• Children without Down syndrome living at home 

had lower verbal scores than children without Down 

syndrome living at home (6 month discrepancy) 

• Children with Down syndrome in institutions had 

lower verbal scores than children without Down 

syndrome in the institution (9 month discrepancy) 

•No difference between children with Down 

syndrome living at home and children without Down 

syndrome living at home 

•No difference between children with Down 

syndrome living at home & children without Down 

syndrome living in the institution 

 

Lyle (1960a) N = 194 

Ages 6.5 – 14 

(United Kingdom) 

Follow-up study to compare 

children in institutions with 

children living at home on 

•Lower scores for children in institutions on all 

speech scales, except clarity & frequency, than 

children living at home by M of 24.9 points                                                                                                                                                                                                           

Table 2.4 (continued) 
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Reference 

 

Participants 

 

Design 

 

 

Effects  

different aspects of speech 

(some children with Down 

syndrome in each group) 

•Children with Down syndrome had lower scores 

than children without Down syndrome, except 

comprehension & name naming by 13.8 points 

•Concluded: Children with Down syndrome 

regardless of where they live appear to develop 

verbally at a slower rate, have a lower level of 

achievement & difficulty in discriminating & 

reproducing speech 

•Sex had no significant effect 

 

Lyle  (1960b) N = 32 

Ages: 5 – 10 

(United Kingdom) 

No hard of hearing, 

behavioral issues, 

marked physical 

disability 

Children living in institution 

transferred to a residential 

family unit with emphasis on 

person relationships (paired on 

Down syndrome, 

chronological age, sex, non-

verbal intelligence & who 

spoke very little or not) 

compared with children 

remaining in the institution 

with a test/re-test model on 

verbal intelligence at 12 & 18 

mos. after initial study in 1959 

 

•At 12 mos.,  institutional verbal scores lower than 

children transferred to the residential family unit; 

children with Down syndrome were lower than those 

without Down syndrome in both environments 

•At 18 mos., institutional scores lower(4 mos. of 

verbal MA development) than children in the 

residential family unit (10 mos. of verbal MA 

development)  

•Verbal development can be accelerated by a 

different social environment 

Note. DQ = Developmental Age, ID = Intellectual disability, IQ = Intelligence Quotient, MA = Mental Age, Mos. = months, PPVT = 

Peabody Picture Vocabulary Test, SES = Socioeconomic status, UK = United Kingdom; Yrs. = years  

Table 2.4 (continued) 
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Table 2.5 

Studies regarding Institutionalization Effects on Physical and Motor Development 

 

Reference 

 

Participants 

 

Design 

 

 

Effects  

Centerwell & 

Centerwell 

(1960)* 

N = 53 Compared the physical & 

mental growth of children with 

Down syndrome living with 

biological parents and living in 

foster care homes (referred to 

as “institution”)  

•Living with parents  >10% greater height & weight 

•By age 2,  

    -Living with parents, 44% were walking  

    -Foster care: 

      0 walking – by age 3 had  6% & by age 5 had 50% 

 

Dennis (1960)* N  = 174 

Ages: 1 – 4 yrs. 

(Iran) 

Compared children in 3 

institutions on motor 

development, social and 

emotional behavior 

•Severe delay in 2 institutions, 1 had moderate delay 

•Results challenges theory that motor develop is 

sequential based on maturation  

•Concluded: Delay was due to lack of opportunities  

 

Kugel & Reque 

(1961)* 

N = 55 Compared development of 

children with Down syndrome 

living at home to those in an 

institution during 1
st
 year of life  

 

•Children living at home developed motor skills 

earlier  

•Physicians recommended institutions most 

Strauss, Eyman 

& Grossman 

(1996) 

N =7,241  

Ages: 2 – 14 

All chronically ill with 

medical condition 

Compared risk of mortality 

between 4 groups: children in 

their own home, community 

care (foster or board and care), 

health facilities, & institutions 

with data gathered from 

observation & parent report  

•Children in their own home or community care had 

lowest risk for mortality 

• Institutions had almost double the risk for mortality 

Note. > = Greater than, *Duplicated between tables
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physiological evidence implies long-term adverse effects that may present lifetime concerns. 

Compared to foster care or living in the institution, children with intellectual disabilities living 

with parents measured the greatest height and weight gains as well as earlier development of 

motor skills and possible less risk of mortality. 

Behavioral Development  

 Table 2.6 presents studies which indicate a variety of behavioral challenges in children 

with intellectual disabilities living in institutions. Consistently, research reports head-shaking, 

stereotyped rocking, indiscriminate friendliness with strangers, and insatiable attention seeking 

behaviors present in children institutionalized. In addition, increased conformity to rules, apathy, 

and withdrawal occurs. Current research with Romanian adoptees, who were institutionalized 

prior to adoption, though not specifically identified as having intellectual disabilities, found 

behaviors similar to autism, attachment disorder or post traumatic stress (Rutter et al., 2007; 

Hoksbergen, ter Laak, Rijk, van Dijkum, & Stoutjesdijk,  2005).  However, movement into 

adoption or foster care produced positive behavioral changes.  

 Qualitative and ethnography stories may provide insights to the causes of some of these 

changes. Hubert and Hollins (2006) conducted a qualitative study in an institution with twenty 

men with intellectual disabilities who entered the institution as children and noted various 

inadequacies in the environment that seemed to contribute to the challenging behaviors, e.g., 

flinging themselves at the floor and walls, head banging, roars and screeches, tearing of clothes, 

spreading feces, rocking and injuring themselves and others. The authors reported a loss of 

individual and social identity with staff ignoring the residents who lived in a bare environment 

void of stimulation with little attention to hygiene, physical needs or emotional suffering. Hubert 

and Hollins observed that the men spent much time trying to communicate their feelings and 
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Table 2.6 

Studies regarding Institutionalization Effects on Behavior 

 

Reference 

 

Participants 

 

Design 

 

 

Effects  

Dennis (1960)* N  = 174 

Ages: 1 – 4 yrs. 

(Iran) 

Compared children in 3 

institutions with observations 

of motor development, social, 

and emotional behavior 

 

•Observed wariness to strangers, attention-seeking 

behavior, head-shaking and rocking in the 2 

institutions reporting the least development 

Dentler & 

Mackler 

(1961)* 

N = 29 

M Age: 9 

M IQ: 56 

Observations of residents’ 

interactions  and sociometric 

tests at admission to institution 

and  1 year later 

 

•Great contrast from residents’ responses on initial 

test and retest with greater conformity to routines and 

instructions and minimal interaction with peers noted 

in the retest 

 

Eyman, 

Silverstein, 

McLain & 

Miller (1977) 

N = 953 (<20 yrs.) 3-year longitudinal study 

comparing children in large 

institutions with community-

based fostercare/board and 

care homes on behavior 

instruments 

•Foster care and Board and care homes had more 

positive change than large institutions 

•Change is related to level of retardation, age & 

facility 

•Concluded: Psychosocial characteristics of the 

residence do influence behavior of all groups 

 

Klaber & 

Butterfield 

(1968) 

N = 489 

Number/ward: 27 – 136 

M Age/ward: 9 – 14 

M IQ/ward: 13 – 27 

Rocking/ward: 5 – 16% 

Observations & timing of 

rocking behavior of children in 

4 large state institutions 

matched on IQ, Social 

Quotient, & age 

• Stereotyped rocking may occur as a measure of 

feelings of comfort based on the care received 

•Differences between institutions & wards were 

mediated by the effectiveness of care 

 

Note < = Less than, > = Greater than, IQ = Intelligence quotient,  Mos. = Months, Yrs. = Years  * Duplicated between table
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needs but were rejected as not being interactive, social beings. The authors reported a loss of 

family identity (which all of the men craved), loss of gender identity (de-sexed and de-gendered), 

lack of attention to sensory disabilities, and no recognition of depression or anxiety. Allen (2005)  

described his feelings and experience: 

My first years in Rome [State School] were the most difficult in my life. I felt like no one 

understood me nor cared about me. I felt all alone in the world. I was a desperate, angry 

young man [age 15]. No one understood my anger and desperation. Instead, I was 

punished for not behaving – often severely. The staff would, for example, put me on the 

floor in the back of the bathroom door and I had to lay (sic) there all day; sometimes 

without getting anything to eat. (p. 41) 

Allen described his experiences over his sixty years in and out of state and private institutions. 

He demonstrated behavioral challenges as he was moved from dorm to dorm and institution to 

institution. Below he describes his anguish that led to the behaviors: 

I was in trouble in B-Building because I was protesting against being in Rome [State 

School]. The time went by. I wanted to go home. I did not have any visitors for the first 

five years in Rome. I felt abandoned by my family and was very lonely. Like the rest of 

my family, I have always been very religious. I turned to God. I had nowhere else to turn. 

I asked God to get me out of there and I prayed that my family would come to visit me. 

Nothing happened. I became very desperate. I feared that the Lord had left me like my 

family had. My desperation was so deep it is hard to describe (p. 41)….I felt like I was in 

a prison being punished like a criminal and all I had was a disability. (p. 208) 
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Social and Emotional Development  

The results of the studies in Table 2.7 show major difficulties in the socio/emotional 

domain for institutionalized children with intellectual disabilities. Institutionalized children with 

intellectual disabilities showed some wariness toward strangers which may be explained by the 

low frequency of visitors since children with experience outside of the institution were less wary. 

Documented perseveration may be due to the lack of interaction with adults in institutions. Zigler  

(1976) suggested that: 

 The larger the size of the institution, the greater the motivation of the individuals to 

 receive adult attention and support. In large institutions, individuals appear to be 

 relatively deprived of this class of social reinforcer. It should be noted that this finding 

 was the single instance in which institution size was predictive of the resident’s behavior. 

 (p. 17) 

Children with intellectual disabilities living in the institution showed greater outerdirectedness 

and imitation than non-institutionalized matched peers with the exception of one study (Bybee et 

al., 1990). Greater outerdirectedness and imitation may present difficulties in community-based 

problem-solving situations where imitation is not as nurtured as in the institution. Additionally, 

there were mixed results regarding the self-concept of children in institutions. Although some 

authors report no differences between children living in institutions and those living at home, 

others noted that the earlier the separation from parents, the increased negative self-attitude, 

withdrawal and subdued affect. In addition, one author noted increased optimism and self-

confidence compared to non-institutionalized peers; another noted that length of 

institutionalization does not decrease expectancy of failure. However, if the experiences reported 

by Hubert and Hollins (2006) and the ethnography of Tom Allen (Allen, 2005) are reflective of 
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Table 2.7 

Studies regarding Institutionalization Effects on Social and Emotional Development 

 

Reference 

 

Participants 

 

Design 

 

 

Effects  

Balla, McCarthy 

& Zigler (1971) 

N = 27 

Familial retardation 

No gross motor, sensory 

or psychotic disorders 

M Ages: 13 – 19 

M IQ: 57 – 68 

M Institution Yrs.: 4 

 

Compared 3 groups of children 

in institution divided by MA 

(7, 9, 12) on satiation task to 

assess excessive wariness, 

length of institutionalization, 

Social Deprivation Scale 

• MA not related to wariness  

•No relation between Social Deprivation Scale 

factors & MA, nor wariness (except MA12 group) 

•Institutionalized at early age, those that received 

more visits & vacations were less wary 

Baumeister 

(1968)* 

N = 55 (30 with ID) 

M Institution Yrs.: 4 

M CA: 16 (with ID), 

10 (without ID) 

M IQ: 72 (with ID), 

112 without ID) 

 

3 groups: children with ID in 

institutions, children with ID 

living at home, & children 

without ID living at home were 

compared on satiation task 

with or without verbal 

reinforcement 

•Inferior performance on satiation task for children in 

institutions than children living at home or children 

without ID 

 

 

Butterfield & 

Zigler (1965) 

 

Study I: N = 40 

M Age: 15 

M IQ: 57 

M MA: 8 

M Institution Yrs.: 4 

 

Study II: n = 80 

 

4 groups (in 2 different 

institutions) matched  on age, 

MA & length in institution 

were compared on satiation 

tasks (with or without support) 

 

•Difference in social climate resulted in different 

performance 

•The more social deprivation, the greater the 

motivation for social interaction & support 

•Same findings with study repeated 
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Reference 

 

Participants 

 

Design 

 

 

Effects  

M IQ: 52 

Bybee, Ennis, & 

Zigler (1990) 

N = 46 2 groups matched on CA, IQ & 

MA: children in a high quality 

private, nonprofit institution 

and children living with 

parents attending school at 

same private, nonprofit 

institution on self-concept & 

outerdirectedness  

 

•No differences on self-esteem with children living 

with parents (poor self-image scores in social & 

physical abilities domains) 

•No differences in outerdirectedness; however 

institutionalized showed increases in MA; whereas, 

community children declined in outerdirectedness 

with increased MA 

Dentler & 

Mackler 

(1961)* 

N = 29 

M Age: 9 

M IQ: 56 

Observations made and 

sociometric tests administered 

at admission and  1 year later 

 

•Longterm resident decreased connections with peers 

and developed a subdued affect 

Gorlow, Butler 

& Guthrie 

(1963) 

N = 164 

 

Familial retardation 

 

Ages: 16 – 22 

IQ: 50 – 80 

 

Length in institution:  

4 mos. – 8 yrs. 

Comparisons were made of 

self-attitudes toward school 

achievement, success on 

parole, & occupational training 

success with aspects of 

institutional living and 

personality 

•Positive self-attitude related to achievement &  

intelligence 

•Early separation from parents tended to result in 

more negative self attitude 

•Self-acceptance related to length of 

institutionalization and attitude improved 

•More self accepting attitudes included more self-

independence as well as dominance & rebellious 

toward others 

 

Green & Zigler 

(1962) 

N = 72 

 

Familial retardation 

3 groups matched on MA: 

Boys with ID living in 

institution, boys with ID living 

at home, & boys without ID 

•Greater perseverance on tasks for boys in 

institutions than boys living at home (both ID and 

without ID) 

•Children with ID living at home responded similar 

Table 2.7 (continued) 
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Reference 

 

Participants 

 

Design 

 

 

Effects  

compared on satiation tasks to children without ID living at home 

 

Harter (1967) N = 160 (80 with ID) 

Familial retardation 

MA levels: 5.5 & 8.5 

IQ levels: 65, 100, 130 

No problems with gross 

motor or sensory deficits 

16 groups: 3 IQ levels (one 

level divided by children living 

in institutions & children living 

at home) & 2 MA levels were 

compared on satiation task 

with or without support 

•Inferior performance by children in institutions 

compared to children not in institutions & to what 

would be predicted by MA & IQ 

•The social interaction for the institutionalized group 

appeared to compete with completion of the task 

rather than guiding learning (greater desire for adult 

attention) 

 

Harter & Zigler  

(1968) 

N = 40 

Familial retardation 

Age: 13 

No gross motor, sensory 

or emotional disturbances 

Compared children living in 

institution and children living 

with biological parents being 

socially reinforced by a peer or 

adult on 2-part satiation task 

•Children in institution were more motivated to seek 

adult contact and approval than those living at home 

•Children living at home were more motivated to 

seek peer contact and approval 

•Children in institution played both parts of the task 

longer than children living at home  

•Children living at home less fearful or wary  

 

Iscoe & 

McCann (1963) 

N = 80 

(Texas) 

M MA: 8 

M CA: 16 (young);  

 40 (old) 

M Length in institution: 

3 (young); 22 (old) 

 

2 groups matched on MA older 

& younger residents of 

institutions were compared on 

task identifying emotions 

•Length of institutionalization retarded the ability to 

read gradations in emotions 

Klaber, 

Butterfield, & 

Gould (1969) 

N = 40 

M Age: 16 

Children who transferred from 

one institution to another 

(personnel were encouraged to 

•Children in former institution with less adult contact 

sought approval of the adult examiner and played the 

game longer than the transfers 

Table 2.7 (continued) 
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Reference 

 

Participants 

 

Design 

 

 

Effects  

interact with children) and 

children from the former 

institution where personnel 

were encouraged to be 

detached were compared on 

responses to social 

reinforcement performing a 

satiation task on multiple trials 

 

•Residing in a more depriving institution heightens 

response to social reinforcement (which may interfere 

with independent problem-solving) but it is reversible 

Lustman & 

Zigler (1982) 

N = 48 3 groups matched on MA: 

children in institution, children 

living with family in same 

school system & children 

without intellectual disabilities 

living with family in the same 

school system on task 

involving imitation 

 

•The institutionalized group were more imitative & 

less outerdirectedness than noninstitutionalized 

•The institutionalized group engaged in more 

imitation of peers than adults 

•For the institutionalized, imitation may be an 

indication of trained compliance 

Montague & 

Cage (1974) 

N = 40 

M Age: 11 

M IQ: 65 

Cultural/familial 

retardation 

M Institution Yrs.: 5 

 

Children living in an institution 

and children living in 

community were compared on 

self-perception test with re-test 

•No significant difference  

•Higher self concept than normative data reported for 

children without disabilities 

Payne (1969) N = 60 

(Texas) 

Ages: 10 – 20 

M IQ: 50 or less 

2 groups of randomly selected 

children in an institution long-

term (7 yrs.)  and short-term 

(11 weeks) were compared on 

task involving expectancy of 

•Long-term institutionalization does not result in 

lower expectancy of failure than short-term 

• Coming from a low SES prior to institutionalization 

had no effect on the outcome 

  

Table 2.7 (continued) 
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Reference 

 

Participants 

 

Design 

 

 

Effects  

failure 

 

Rosen, Diggory 

& Werlinsky 

(1966) 

N =22 

M Age: 17 

M IQ: 75 

2 groups matched on age & IQ: 

Children with ID living in 

institution at least 5 yrs. & 

children with ID living in the 

community & attending day 

classes at the institution were 

compared on levels of 

aspirations, prediction of 

performance, probability of 

success & actual performance 

on manual task 

 

• Children in institution were more conducive to 

optimism & self-confidence than children living in 

the community 

•Children in institutions set higher goals, predicted 

higher performance & produced more than children 

never in institutions 

Shallenberger & 

Zigler (1963) 

N = 40 (20 with ID) 

M MA: 6 

M Age: 12 with ID,  

5 without ID 

M IQ: 52 with ID, 

117 without ID 

 

4 groups matched on MA and 

sex: children w/ID living in a 

state school & children in a 

nursery school, both groups 

divided by whether they 

received positive or negative 

reinforcement were compared 

on satiation tasks 

 

•Negative reinforcement resulted in higher 

perseverance for children with & without ID than 

positive reinforcement 

• Children with ID exhibited greater perseverance 

than children without ID 

• Amount of perseverance was related to length in the 

institution                                                                                  

Stevenson & 

Fahel (1961) 

N = 224 (112 with ID)  

M Age/group: 9 – 10 

M MA: 6 – 9 

M Length in institution:  

2 yrs. 

(Texas) 

4 groups: children with ID 

living at home or in a state 

institution; children without 

disabilities living at home  or 

in a state orphanage were 

compared on a social 

reinforcement activity 

•The institutionalized children exhibited greater 

motivation for social interaction with attentive adult 

than noninstitutionalized 

• There was less difference between children with ID 

in institution and living at home than children without 

disabilities in orphanage and home 

Table 2.7 (continued) 



56 

 

 

Reference 

 

Participants 

 

Design 

 

 

Effects  

•Length of time in institution (or orphanage) was a 

factor regarding IQ for children with ID and was a 

factor regarding age for children without disabilities  

Yando & 

Zigler (1971) 

N = 192 (96 with ID)  

 

 

Familial retardation &  

organic 

8 paired groups of children (in 

institution & not), (familial 

retardation & organic), 

younger & older), & children 

without disabilities (matched 

by MA or chronological age in 

an institution & not) on tasks 

measuring outerdirectedness 

•Children with ID were more outerdirected (organic 

more than familial), had more cued errors, & were 

more imitative than children without disabilities 

•Children in institutions had greater noncued errors 

than children not in institutions; children with lower 

IQ made most errors 

•Children without disabilities in institutions made 

comments indicating wariness & suspiciousness 

(negative reaction tendency) 

•Children with organic retardation not in institutions 

showed greater outerdirectedness than those in the 

institutions: however, children with familial 

retardation  not  in institutions showed less 

outerdirectedness than those in the institutions 

 

Zigler (1963) N = 128 (114 with ID) 8 groups matched on MA: 

children with ID living in 

institution, children with ID 

living at home, younger 

children without ID living 

orphanage, children without ID 

living at home were compared 

on satiation tasks with support 

or without support 

•The institutionalized group showed greater 

perseverance on tasks than those living at home (for 

both children with and without ID) 

•There was a greater differences exhibited by 

children without ID who were institutionalized in the 

orphanage & those living at home 

•Effectiveness of social reinforcement & length of 

institutionalization was not related; therefore, length 

of institutionalization was not the only measure of 

social deprivation 

Table 2.7 (continued) 
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Reference 

 

Participants 

 

Design 

 

 

Effects  

•Change in support did not affect children living at 

home, but did children in institutions, indicating a 

reinforcement of persistence rather than speed of 

completion 

Zigler, Balla, & 

Butterfield 

(1968)* 

N =38 

 

Familial & non-familial 

retardation 

 

M Age: 14 & 20 

No gross motor, sensory 

& psychological 

disturbances 

Longitudinal study compared 

motivation for social 

reinforcement with 4 groups 

children living in institutions 

who have familial retardation – 

from high & low SES & those 

without familial retardation – 

from high & low SES were 

compared on satiation tasks 

under 2 conditions – with and 

without verbal and non-verbal 

support 

 

•At admission: Low SES showed greater motivation 

whether with familial & non-familial retardation 

•At 3 yrs. retest: No effects of SES, but low SES 

children’s motivation was greater upon retest than 

high SES  

•At retest: children with familial retardation 

decreased, but children with non-familial did not 

•Among children with familial retardation those with 

low SES decreased more than children with high SES 

 

Zigler & 

Butterfield 

(1966) 

N = 100 

 

Familial retardation 

 

M MA: 7 yrs. 

 

Children with ID: 

M CA: 16 (young),  

40 (old) 

Children without ID: 

M CA: 6 

 

5 groups matched on MA: 

Residents of 2 different 

institutions (young & old) & 

younger children without ID 

were compared on satiation 

tasks  

•Older residents made more errors & showed more 

perseverance than younger 

•Higher perseverance in children with ID than 

children without ID 

 

Table 2.7 (continued) 
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Reference 

 

Participants 

 

Design 

 

 

Effects  

Zigler, 

Butterfield & 

Capobianco 

(1970)* 

N = 33 

 

Familial retardation 

 

M Age: 10 

Free from gross motor or 

sensory deficits 

 

Longitudinal study comparing 

children from low SES & high 

SES prior to admission to the 

institution were compared on 

social reinforcement in a 

satiation task 

 Low SES decreased more in motivation for social 

reinforcement than High SES 

•The same institution had different effects on 

children depending on SES prior to admission 

 

Zigler & 

Williams 

(1963) 

N = 49 

 

M Age: 8 & 13 

 

Familial retardation 

 

No gross motor or 

sensory disabilities 

Longitudinal Study to compare 

motivation for social 

reinforcement between 

residents with  high & low SES 

prior to living in institution on 

satiation tasks under 2 

conditions – with and without 

verbal and non-verbal support  

•Original test results: Low SES spent more time on  

satiation tasks with and without verbal support; a 

correlation was found between MA & total time on 

tasks, but not on retest 

 •Retest: No effects on pre-institution low SES; 

effects were due to the reinforcement condition 

•High & Low SES increased time from original to 

retest with the low SES residents increasing more 

•80% IQ scores decreased between admission & 

study; the largest decrease group spent more time on 

the satiation tasks 

    

Note.  > = greater than; CA = chronological age; EEG = electroencephalogram;  ID = intellectual disabilities; IQ = intelligence 

quotient    * Duplicated between table

Table 2.7 (continued) 
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the mainstream of institutional care, self-concept must be affected. No studies reported 

institutional advantage compared to living in the community. 

Limitations 

The body of literature included in this review has presented several challenges in 

the development of this synthesis. There are at least nine major limitations. 

 First, due to the selection procedure, all of the eligible studies may not have been 

found. Important studies may exist that could provide significant data that were not 

detected by the computer databases. 

Second, only 24% of the authors studying effects of institutionalization provide a 

description or definition of “institution.” Those who did, describe institutions as large 

(several hundred population), congregate care facilities with rigid routines and little 

interaction among peers or residents with adults. Thirty percent defined institutions as 

contrast to community-based homes or living in a family. One included group homes as 

institutions. Over half did not include a definition or description of the institution.  

Third, pertinent participant characteristics were often not reported nor considered 

in the analysis of data. Only eight studies reported ethnicity (three on effects of 

institutionalization and five on reasons for placement). Although several of the studies 

indicated the participants had familial retardation, only three studies listed specific 

diagnoses (one on effects of institutionalization and two on reasons for placement). Only 

53% of the studies on effects of institutionalization and 28% of studies on reasons for 

placement listed gender although some of the studies noted sex was not correlated with 

the outcomes. Although some of the studies on the effects of institutionalization 
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specifically targeted children who had lived in poverty prior to admission, none of these 

studies list specific reasons for placement in the institution which may affect the 

performance and child’s overall development. Interestingly, some of the studies report 

pertinent information seemingly not available in the child’s record (e.g., pre-admission 

diagnosis or socioeconomic level, parental contact information, etc.).  

 Fourth, double counting of participants may exist due to the multiple articles on 

the effects of institutionalization by several of the same authors (e.g., Zigler and Rutter) 

and those on reasons for placement (Blacher and Hanneman). Dunkin (1996) described 

“listing different reports from the same project as providing additional confirmation of 

the same finding” as a Type 4 error in synthesizing research (p. 91). Fifth, some of the 

research designs presented difficulty in generalization. Dunkin (1996) described 

“incorrect statements of the sampling, methods, designs, procedures, and contexts of 

studies” as a Type 3 error in synthesizing research (p. 90). For example, some of the 

studies used infant intelligence scales which may not predict the IQ scores of older 

individuals. Also, some studies used parents or caregivers as informants without 

corroboration. Some studies had multiple variables, but only the most significant findings 

were reported in this synthesis. Only five of the effects studies with children who had 

intellectual disabilities and one regarding reasons for placement noted a random selection 

procedure.  

 Sixth, many of the studies on effects of institutionalization were with children 

who were admitted to the institution at a very early age and were conducted 40 to 50 
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Summary 

Table 2.8 presents the major findings from the literature review. The decision 

for placement is typically an ongoing, complex process over time culminating in the 

mother making the decision. The mother’s decision is often based on increasing 

physical or emotional demands on her from challenging behaviors, concern about 

siblings, or a major family crisis. The decision is influenced most by professionals. 

 

years ago. Generalizations to older populations entering institutions must be considered 

with caution.  

 Seventh, much of the research on the effects of institutionalization on children 

with intellectual disabilities may not be reflective of the current procedures of 

identification and/or quality of care provided in institutions. Only three studies on reasons 

for placement have been conducted in the last ten years, two of which are dissertations. 

(Please see Figure 2.1.)   

 Eighth, since the studies span a wide range of years, the changes in definition of 

intellectual disabilities may have affected the homogeneity of the target population. 

Although the American Association on Intellectual and Developmental Disabilities  

 (2009) consider the term intellectual disability to be the same as mental retardation, 

some of the articles included the archaic term of feebleminded.  

 Finally, the ethnic representation reported does not correspond to current cultural 

and linguistic diversity. In summary, MacLean (2003) wrote, “in spite of the challenges 

of interpretation and the methodological differences among studies of previously 

institutionalized children, the results across studies are consistent in showing that 

institutionalization has a powerful impact on all aspects of children’s development” (p. 

879). 
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Figure 2.1. Display of the number of publications regarding the  

effects of institutionalization on children with intellectual  

disabilities by decade (none reported in 1940’s) 
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Table 2.8 

Historical and Literature Review 

________________________________________________________________________ 

 

Historical  Trends in Treatment of Persons with Disabilities 

 Societal treatment has been widely varied historically. 

 Most recent trends reflect dual attitudes toward people with disabilities 

 1. Viewing the individual in terms of their human qualities, resulting in care and education 

       2.  Viewing the individual in terms of their disability or differentness, resulting in segregation  

Reasons for Placement 

 Child characteristics: Aggression, destructiveness, disruption of family routine 

 Family characteristics: Primary caregiver (usually mother) gradually becomes less able 

to manage the demands for the care of the child with intellectual disabilities and have 

time and energy for the rest of the family. 

 Community characteristics:  Many of the families interviewed in the studies noted that 

placement was encouraged by professionals (often physicians), family and friends.  

Effects of Institutionalization 

 All domains of child development are negatively affected by institutionalization; 

deficits in verbal and social skills are maintained after leaving the institution. 

 Children with intellectual disabilities raised in families exhibit greater development 

than those in group homes who develop faster than those in the institution.  

_____________________________________________________________
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CHAPTER 3: METHODS 

This study was designed to help understand the process that parents and 

professionals experience when there is the placement of a child under the age of 22 in 

state institutions for people with intellectual disabilities. Due to the required involvement 

of several people at various stages in the process, this study explored the perceptions of 

decision-makers involved in the placement of children with intellectual disabilities under 

the age of 22 in state supported living centers, namely: a) parents of individuals under age 

22 residing in state supported living centers, b) interdisciplinary team members at the 

Local Authorities (LA), c) members of Community Resource Coordination Groups 

(CRCG), d) County Judges, and e) state supported living center Directors.   

Public policy supporting children living in families and the contradictory practice 

of placing children in state supported living centers casts a light upon two over-arching 

research questions: 1) What factors influenced the decision to place a child under the age 

of 22 in a state supported living center? 2) What community-based services and supports 

could have prevented the placement? 

Data were collected using a survey that requested information on the factors that 

influence decision-makers and supports and services that may have prevented placement. 

As a matter of comparison, parents who chose community-based supports and services in 

lieu of placement in the state supported living center were included in data collection. 

Approvals were obtained from the Institutional Review Boards of the Department of 

Aging and Disabilities Services (administered by the Department of State Health 

Services) and The University of Texas at Austin. 
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Research design 

 A non-experimental, phenomenological design incorporating mixed methods 

triangulation was used to develop and analyze the responses of each group (i.e., 

parents/guardians of residents, community-based parents/guardians, LA interdisciplinary 

team members, CRCG members, County Judges, and Directors of state supported living 

centers). The Health and Human Services Commission (2013a) published, “Community 

Resource Coordination Groups (known as CRCGs) are local interagency groups, 

comprised of public and private providers who come together to develop individual 

services plans for children, youth, and adults whose needs can be met only through 

interagency coordination and cooperation,” (para. 1). In addition, the Health and Human 

Services Commission (2013b) listed the partnering agencies as local representatives of: 

Department of Assistive and Rehabilitative Services; Department of State Health 

Services; Department of Aging and Disability Services; Department of Family and 

Protective Services; Texas Correctional Office on Offenders with Medical or Mental 

Impairments; Texas Department of Criminal Justice (usually on Adult CRCGs); Texas 

Department of Housing and Community Affairs (usually on Adult CRCGs); Texas 

Education Agency;  Texas Juvenile Probation Commission; Texas Youth Commission; 

Texas Workforce Commission (usually on Adult CRCGs); Health and Human Services 

Commission, Families, Consumers and Caregivers; and local representatives from private 

sector service providers.  

  Ambert, Adler, Adler and Detzner (1995) noted that “multiple informants and 

multiple methods of data gathering or triangulation within a same study are themselves 
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recursive checks against the validity of the researchers’ interpretation” (p. 885). A 

naturalistic qualitative method of open-ended questions was included to capture the 

respondents’ voice on various topics not previously acquired.  

 The data were collected using survey instruments developed by the investigator 

with input from people with expertise developing community based supports and making 

placement decisions, including parents, advocates, LA representatives, CRCG members, 

DADS staff, special education administration doctoral students, and literature on group 

decision-making (Kaplan & Miller, 1987; Kaplan, Schaefer, & Zinkiewicz, 1994; Miller, 

2006).  General descriptive, data was aggregated from the Department of Aging and 

Disability Services (DADS) files, providing a profile of the reference population of 145 

residents under the age of 22 who were in residence in a state supported living center at 

the time of the survey.  

TIMELINE 

 Upon the approval of the Institutional Review Boards of The University of Texas 

at Austin and the Department of Aging and Disability Services, designated DADS 

representatives facilitated distribution of the surveys to parents/guardians of residents as 

well as community-based parents/guardians in May, 2012. A cover letter, survey, 

stamped envelope and stamped return envelope were distributed by DADS.  In addition, 

an account was established in Qualtrics (Qualtrics Labs, Inc., 2012), an online software 

system which allowed for electronic distribution and collection of responses from Local 

Authority interdisciplinary team members, Community Resource Coordination Group 
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members, County Judges, and Directors of state supported living centers. The parents 

were also given an online option. 

DATA ANALYSIS 

Returned paper surveys were entered into Qualtrics; the accuracy of data entry 

was reviewed by the researcher three times. The Qualtrics data was downloaded into 

Microsoft Excel spreadsheets for comparative analysis. The spreadsheets were imported 

into the IBM Statistical Package for Social Sciences (SPSS), Version 21 (2012) for 

further manipulation. On Part I demographics, frequency, percentages and means were 

determined and examined for possible trends of each group. For Parts II and III (decision-

making and support services), the decision-making factors and perceptions of supports 

needed were compared to identify trends of specific groups. The researcher used etic 

codes, including aggression, violence, destruction; additional disabilities; unable to 

manage/family stress; influenced by physician; linear decision-making process;  lack of 

supports; Autism; early intervention; caregiver health; mental health issues, legal issues; 

ethnicity;  and income. Emic codes included concerns for parent’s job, safety, lack of 

financial eligibility for services; CPS and schools; parent choice; and no place to live. 

The researcher applied hermeneutics to the qualitative texts with secondary coders, 

unrelated to the study, verifying the results in an effort to control for experimenter bias. 

HUMAN SUBJECTS  

 This study used purposive sampling to capture the responses of decision-makers 

involved in the placement of children under the age of 22 in state supported living 

centers. Access to the targeted sample was accomplished through a variety of contacts. 
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 Sources of Potential Participants  

 The DADS designated a contact person to assist the investigator in identifying the 

targeted parent populations and collection of data. The total number of potential 

participants in this study was 725 which included parents/guardians and professionals.   

 The residential parent population included parents of children who were 

committed to state supported living centers under the Texas Administrative Code 

(described on in Chapter I). Parents of children admitted to the state supported living 

center due to juvenile justice commitments (i.e., criminal activity) were excluded from 

the sample population. The community-based parent population included parents of 

children who chose community-based supports and services, typically funded by 

Medicaid, in lieu of placement in the state supported living center during the time period 

of September, 2010 through May, 2012.  

 Professionals in the sample populations were interdisciplinary team members at 

Local Authorities, Community Resource Coordination Groups members, Directors of 

state supported living centers, and County Judges. Only professionals involved in the 

decision-making process of recommending placement of a child with intellectual 

disabilities under the age of 22 to state supported living centers were included.   

Procedures for the Recruitment of Participants   

Parent/Guardians 

 The potential parent participants received an introductory letter addressed to the 

parent/guardians explaining the purpose of the study and that participation was voluntary 

and would not affect any services to their child or family. The letter also contained 
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investigator contact information if the participants had questions or concerns.  Phone 

numbers for the two institutional review boards were also included. Contact information 

for the DADS representative was also included in the letters to the residential parents and 

Directors of SSLCs. A return envelope addressed to the investigators’ post office box was 

included in the surveys mailed to the parents. 

Professionals   

 Directors of state supported living centers were identified by DADS based on the 

location of current residents under the age of 22 in state supported living centers.  The 

Local Authorities, County Resource Coordinating Groups, and County Judges were 

identified based on the designated residents’ counties of residence (i.e., where their 

parent/guardians live) in the DADS’ records. The list of applicable counties was provided 

by DADS to the researcher. 

  The surveys for the LAs, CRCGs, County Judges, and Directors of state 

supported living centers were distributed via internet structured through Qualtrics. LA 

interdisciplinary team members who were part of the decision to recommend placement 

of a child under age 22 in a state supported living center were identified by the designated 

LA Director of Intellectual and Developmental Disabilities. Their email addresses were 

provided to the researcher. Community Resource Coordination Group (CRCG) Chairs 

provided email addresses for the interdisciplinary team members who were part of the 

decision making that  recommend placement of a child under age 22 in a state supported 

living center. The County Judges and Commissioners Association of Texas provided 
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email addresses for the County Judges. Email addresses for the Directors of State 

Supported Living Centers were provided by DADS. 

 As with parents, professional participants were provided information indicating 

that their participation was voluntary and did not affect their job.  In addition, the email 

screens included contact information for the investigator and the two Institutional Review 

Boards if there were questions or concerns related to the study or the survey. 

Procedure for Obtaining Consent 

 A waiver was obtained from both Institutional Review Boards for documentation 

of informed consent since the study met the criteria of minimal risk, performed outside of 

a research setting. Completion of the survey indicated consent. In addition, those viewing 

the survey via Qualtrics clicked an “I agree” button of informed consent. 

RESEARCH PROTOCOL   

 The survey instrument solicited quantitative and qualitative responses and 

consisted of three parts. Part I addressed basic demographic information (ethnicity, age, 

education) for all participants. Parents were also asked about employment, income, 

relationship to the child, household composition, child’s age when first considered 

placement and when admitted to SSLC or waiver, and where child lived prior to 

admission, including length of stay. The professionals were asked their role in decision-

making and their years of experience.  

 Part II addressed factors influencing decision-making. The quantitative questions 

included influences on decision-making (who, what), placement expectations (how long), 

parents’ intent prior to placement or pursuit, why community parents chose the waiver, 
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and professionals’ opinions on whether there should be limits on SSLC stay (if so, how 

long?), whether they agree with practice of placing children in the SSLCs, critical aspects 

at SSLC that affect their decision-making, whether they visited a SSLC in the last two 

years, and whether they were involved in developing the Permanency Plan. The 

qualitative questions included reasons for placement or pursuit of placement, reasons 

community parents chose waiver, SSLC steps to reintegrate residents in the community, 

and conditions when they would not recommend placement of a child in the SSLC. 

 Part III addressed support services which might prevent placement. A list of 

services was constructed based on the Home and Community-based Services with the 

addition of public school, after school care, community agencies other than LA, family, 

friends, and religious groups. The parents were asked which services they received prior 

to pursuit of out-of-home placement and which of those services they considered 

inadequate or insufficient. The professionals’ surveys were similar to the parent survey, 

but tailored to the specific respondent group.  All respondents were asked at what age the 

recommended services to prevent placement should begin. Open-ended questions were 

included to provide participants with an opportunity to share their perceptions, issues, 

concerns, supports, and suggestions. (See Appendix A for the survey instruments.)   

 Survey questions were developed from numerous meetings with representatives 

similar to each group surveyed and spanned over one and one-half years. Initial drafts of 

the surveys were developed from suggestions by advocates for the population surveyed, 

local practitioners involved in services to individuals with intellectual disabilities, and 

representatives of a statewide organization that supports people with disabilities. The 
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DADS’ State Supported Living Centers Continuity of Services Section was the primary 

DADS contact. Approval of the study for the Department of State Health Services’ 

Institutional Review Board was necessary. The various DADS departments and IRB’s 

approved survey content for parents of SSLC residents and Directors of SSLCs.  

Meetings with the DADS’ Local Authorities Access and Intake Section provided 

feedback on the questions for the Local Authorities survey and facilitated survey 

distribution to those who chose community-based services in lieu of placing their child in 

a SSLC. In addition, this Section sent an email to the Local Authorities encouraging their 

participation and provided the investigator with an opportunity to provide information 

related to the study to Local Authority Directors of Intellectual and Developmental 

Disabilities via an audio meeting (i.e., Comnet). Meetings and email correspondence with 

staff of the Health and Human Services Commission facilitated the development and 

approval of the CRCG survey as well as an email to the CRCG Chairs encouraging 

participation in the survey. Correspondence with The County Judges and Commissioners 

Association of Texas assisted with accurate emails for the judges’ survey. All six surveys 

were reviewed by Special Education Administration doctoral students for clarity, survey 

completion time, and computer testing of the online surveys.  

 A pilot of the parent instruments was conducted with two parents who did not 

have children in a SSLC, two DADS staff members, and one community residential 

director. A pilot of the Local Authority survey was conducted with a Local Authority 

representative. The CRCG survey was piloted with one local CRCG member and one 

Health and Human Services Commission representative.  A pilot of the County Judges’ 
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survey was conducted with an attorney, and the SSLC Directors’ survey was piloted with 

DADS personnel. 

 In addition to the paper surveys mailed to the parents, online surveys were 

developed as an option for parents. Each paper survey contained a passcode that could be 

used to take the survey online. To prevent duplication, the paper survey passcodes were 

compared to the online passcodes. If there was duplication, the online survey was 

utilized. Only two residential parents and no community parents chose to use the online 

survey. 

 The survey was designed to take less than 30 minutes. Participants were given six 

weeks to reply. Two weeks after the initial distribution, a follow-up letter or Qualtrics 

notice was sent which included a thank you if the recipient had participated and a 

reminder if not received. Due to an initial low response, a second Qualtrics notice was 

sent to the County Judges after one month since local elections may have interfered with 

the first distribution. 

PRIVACY AND CONFIDENTIALITY OF PARTICIPANTS  

Privacy and confidentiality of participant as a person 

 All responses to the surveys were anonymous.  The only designation was a group 

designation, i.e., residential parent/guardian, community-based parent/guardian, Local 

Authority interdisciplinary team, CRCG member, County Judge, and State Supported 

Living Center Director. All email addresses collected for distribution of the electronic 

survey via Qualtrics were destroyed after the survey was sent and follow up provided. 
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Participant control over timing, extent, and circumstances of participation   

 Due to the research design, participants completed the survey at a time most 

convenient for them, in a location of their choosing (e.g., the comfort of their home or 

office).  Since participation was anonymous, there was not an offer to provide the results 

to the participants; however, the participants were informed that the analysis of the 

aggregated results would be provided to DADS to assist in the planning of programs to 

support families.   

Confidentiality of the Research Data   

 All of the hard copies of completed survey instruments were kept in a locked file 

cabinet and will be maintained for at least 3 years.   The aggregate data from the hard 

copies was entered into excel spreadsheets without specific respondent identifiers.   

 Qualtrics uses a unique user name and password to establish an account and to 

enter use of the website.  As the investigator is the owner of the Qualtrics account, all 

data collected by Qualtrics is private, confidential and available only to the investigator.  

Qualtrics self-certifies compliance with the U. S. and E. U. Safe Harbor Framework and 

the U. S. and Swiss Safe Harbor Framework as set forth by the U. S. Department of 

Commerce regarding the collection, use and retention of personal information. Qualtrics 

has SAS 70 Certification and meets the rigorous privacy standards imposed on health 

care records by the Health Insurance Portability and Accountability Act (HIPPA).  Upon 

deletion of the account, all data are permanently deleted.   

 Raw data collected via Qualtrics was downloaded into excel spreadsheets.  The 

investigator stored the spreadsheets as well as the aggregated data on computer discs 
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available only for data manipulation and analysis purposes by the investigator.  The 

computer discs were to be maintained for at least 3 years. 

RESEARCH RESOURCES   

Staff  

 DADS provided a contact person who coordinated the distribution of surveys for 

the collection of data from the parents. The investigator opened a Qualtrics account to 

distribute the surveys to LAs, CRCGs, County Judges, and Directors of state supported 

living centers as well as to provide parents an electronic option.   

Time  

 The study was conducted over a six-week period. Implementation occurred in 

May and June, 2012.  

Funds  

 There was no external funding for this study. The Qualtrics account was free 

through the University of Texas at Austin. A 12-month license on IBM SPSS Statistics 

Premium V19 Grad Pack was purchased by the investigator. A post office box was rented 

to provide a secure mailing address for paper surveys. All paper, envelopes and stamps 

were provided by the investigator. 

Training for investigator   

 The investigator completed the University of Texas at Austin required Human 

Participant training. In addition, the investigator completed the confidential National 

Science Foundation (NSF) Survey of Earned Doctorates as well as the DSHS’s 

Disclosure of Potential Conflict of Interest form. 
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POTENTIAL BENEFITS 

 Although there was no direct benefit to the participants, their aggregated opinions 

provide DADS with information for planning and implementing community-based 

supports and services. The outcomes of the planning potentially could influence statewide 

law, policy, and service delivery systems. 

POTENTIAL SITES OR AGENCIES INVOLVED IN THE RESEARCH PROJECT 

DADS distributed the parent/guardian study through the following state supported living 

centers: 

 Abilene State Supported Living Center in Abilene, Texas 

 Austin State Supported Living Center in Austin, Texas 

 Brenham State Supported Living Center in Brenham, Texas 

 Corpus Christi State Supported Living Center in Corpus Christi, Texas 

 Denton State Supported Living Center in Denton, Texas 

 El Paso State Supported Living Center in El Paso, Texas 

 Lubbock State Supported Living Center in Lubbock, Texas 

 Lufkin State Supported Living Center in Lufkin, Texas 

 Mexia State Supported Living Center in Mexia, Texas 

 Richmond State Supported Living Center in Richmond, Texas 

 Rio Grande State Supported Living Center in Harlingen, Texas 

 San Angelo State Supported Living Center in San Angelo, Texas 

 San Antonio State Supported Living Center in San Antonio, Texas 
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The DADS identified the involved Local Authorities from the list below:   

 Anderson/Cherokee Community Enrichment Service 

 Andrews Center 

 Austin Travis County Integral Care 

 Betty Hardwick Center 

 Bexar County Mental Retardation Authority 

 Bluebonnet Trails Community Mental Health Mental Retardation (MHMR) 

Center 

 Border Region MHMR Center 

 Burke Center 

 Camino Real MHMR Center 

 Center for Life Resources 

 Central Counties Center for MHMR Services 

 Central Plains Center for MHMR & Substance Abuse 

 Coastal Plains Community MHMR Center 

 Dallas MetroCare 

 Denton County MHMR Center 

 El Paso Community MHMR 

 Gulf Coast Regional MHMR Center 

 Heart of Texas Region MHMR Center 

 Helen Farabee Center 
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 Hill Country Community MHMR Center 

 Lakes Regional MHMR Center 

 Life Path System 

 Lubbock Regional MHMR Center 

 MHMR Authority of Brazos Valley 

 MHMR Authority of Harris County 

 MHMR Services for Concho Valley 

 Pecan Valley MHMR Region 

 Permian Basin Community Center for MHMR 

 Sabine Valley 

 Spindletop MHMR Services 

 Tarrant County MHMR Services 

 Texana Community MHMR Center 

 Tri-County MHMR Services 

 Tropical Texas Center for MHMR 

 West Texas Centers for MHMR 

 The methods were designed to elicit state-wide responses from decision-makers 

who have been involved in the placement of an individual under age 22 in a state 

supported living center. The investigator-developed surveys requested data regarding 

influences on the decision-making as well as needed community-based services. Both the 

quantitative and qualitative results of this study are reported in Chapter 4.  
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CHAPTER 4: RESULTS  

 This study was conducted in an effort to gain an understanding of the decision-

making processes involved in placing of individuals under the age of 22 in Texas state 

supported living centers and the community services needed. There were two research 

questions: 1) What factors influenced the decision to place a child under the age of 22 

into a state supported living center? and 2) What community-based services and supports 

could have prevented the placement?  

 A total of 725 surveys were distributed to six targeted groups. Two of the six 

groups consisted of parents/guardians/legally authorized representatives (hereafter, 

referred to as parents) – parents who had children under the age of 22 residing in a state 

supported living center on May 4, 2012, (hereafter, referred to as residential parents); 

parents who pursued placement of their child under the age of 22 in a state supported 

living center but chose a diversion waiver slot to keep their child in the community 

(hereafter, referred to as community parents). The parents received paper surveys via mail 

while electronic surveys were distributed to the remaining groups, which consisted of 

professionals: Local Authority (LA) interdisciplinary team members, Community 

Resource Coordination Group (CRCG) members, applicable County Judges, and 

designated Directors of state supported living centers. All surveys included opportunities 

to capture quantitative and qualitative data. Respondents’ quotes are included to further 

explain and enrich the quantitative information.   

 This study surveyed parents and professionals associated with request or  
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placement of individuals under the age of 22 in state supported living centers. Data was 

received from DADS, providing the description of the children living in the state 

supported living centers at the time of the survey, as shown in Tables 4.1 and 4.2. DADS 

provided additional data on the individuals whose families accepted waiver funding in 

lieu of state supported living center placement, as reflected in Tables 4.3 and 4.4. DADS 

data also included a description of the number of individuals who used waiver slots for 

each of the various residential alternatives, as shown in Tables 4.5. Finally, DADS 

provided data that shows the number of individuals under the age of 22 residing at the 

state supported living centers and those involved in waiver funding for community-based 

services by Local Authority, as reflected in Figure 4.1. Note that some Local Authorities 

showed no individuals in either category.  

Return Rate 

 None of the community parents responded electronically, and only two residential 

parents did. One also sent in a paper survey that was excluded as a duplicate. Two 

residential parent and three community parent surveys were excluded because their 

children were not under the age of 22. One residential survey was returned, indicating the 

Children’s Protective Services (CPS) employee had left the agency, and one community 

survey was excluded because the recipient of the survey felt “completing the form would 

be in conflict with their rules regarding confidentiality” (Department of Aging and 

Disability Services Guardianship Specialist, personal communication, June 5, 2012).  
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Table 4.1 

State Supported Living Center Population under Age 22 

_____________________________________________________________________ 

Age      Medically          Autism        Behaviorally         MH         Total 

                   Fragile                                   Challenging          Needs  

_____________________________________________________________________ 

11  3 2 3 3 

12  0 0 0 0 

13  2 4 5 5 

14 2 5 7 9 9 

15   4 5 7 7 

16   3 5 6 6 

17 3 6 11                  13 18 

18 1 3   7  9 11 

19 4 9                      18 25 27 

20 2 9 25 29 33 

21 5 7 18 21 26 

Total 17 51 102 127 145 

________________________________________________________________________ 

Note. Some residents were listed in more than one category. MH Needs included 

individuals with an Axis I diagnosis in addition to an IDD diagnosis in Axis II of the 

Diagnostic and Statistical Manual for Mental Disorders, IV. Data provided as of April 

30, 2012 by Department of Aging and Disability Services on November 18, 2012. 
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Table 4.2 

Totals for Ethnicity and Levels of ID 

________________________________________________________________________ 

       # Residents  Percentage 

                      (n = 145) 

________________________________________________________________________ 

Ethnicity 

 Asian                                                                      2                   1%  

 Black or African American                                27                           19% 

 Multiracial                                                          6                            4% 

 White                                                                 110                          76% 

Levels of Intellectual Disability 

 Mild (50 – 70 IQ)                                           47                          32% 

 Moderate (35 – 50 IQ)                               42                          29% 

 Severe (20 – 35 IQ)                                           28                         19% 

 Profound (below 20 IQ)                               24                         17% 

 Not Reported                                                         4                           3% 

________________________________________________________________________ 

Note. Data provided as of April 30, 2012 by Department of Aging and Disability Services 

on November 18, 2012. 
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Table 4.3 

Community Waiver Recipients under Age 22 

_______________________________________________________________________ 

 

Age      Medically          Autism      Behaviorally          MH         Total 

                  Fragile                                  Challenging            Needs  

_______________________________________________________________________ 

  6       3 

  7       2 

  8   1    5 

  9 1 5 8 1 12 

10 1 5 6 1 12 

11  1 2    5 

12 2 1 5 4 14 

13 2 3 2 1 15 

14 1 1 4 1 19 

15   2 2 3 16 

16   1 2 3 16 

17 1    2                 4   10 

18 2 1   2  4   16 

19 2                         2   1      8 

20  1   4   1   11 

21          8 

Over 21     1   1   12 

Total           12                     21                     43                   25  184 

________________________________________________________________________ 

Note. Some residents were listed in more than one category. MH Needs included 

individuals with an Axis I diagnosis in addition to an IDD diagnosis in Axis II of the 

Diagnostic and Statistical Manual for Mental Disorders, IV. Data provided as of May 4, 

2012 by Department of Aging and Disability Services on January 4, 2013. Although the 

survey distribution included 12 whose child was over the age of 21, only those whose 

child was under the age of 22 were included in the final analysis. 
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Table 4.4 

Total Community Children by Ethnicity and Levels of ID  

________________________________________________________________________ 

       # Children  Percentage 

       (n = 184) 

________________________________________________________________________ 

Ethnicity 

 Asian                                                                         4                         2%  

 Black or African American                                    41                       22% 

          Hispanic                34             19% 

 Other                                                                          7                          4% 

 White                                                                        98                        53% 

Levels of Intellectual Disability 

          Autistic Disorder & Pervasive   

  Developmental Disorder   8   4% 

 Mild (50 – 70 IQ)                                               59                       32% 

 Moderate (35 – 50 IQ)                                   67                       36% 

 Severe (20 – 35 IQ)                                               20                       11% 

 Profound (below 20 IQ)                                   12                         7% 

 Intellectual Disability – Non specified           18                       10% 

________________________________________________________________________ 

Note. Data provided as of May 4, 2012 by Department of Aging and Disability Services 

on January 4, 2013 
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Table 4.5 

Community Waiver Recipients under Age 22 

________________________________________________________________________ 

Residential Arrangement             2010 – 11    2012-13 Total         Percentage 

________________________________________________________________________ 

Own Home/Family Home 21 12 33 24% 

Foster Care 25   7 32 23% 

Residential Support Services 51 23 74 53% 

________________________________________________________________________ 

Note. OHFH = Own Home or Family Home, FC = Foster Care, RSS = Residential 

Support Services is defined as 3- or 4-person residence; Data provided by the Department 

of Aging and Disability Services as of July 10, 2012. 

 

 

Return rates in Table 4.6 were calculated for each of the six groups. Sheehan (2001) 

reported a decreasing response rate in email surveys from 1968 to 2000 that had a 

response rate of 24%; however, Hamilton (2009) noted a median of 26% response rate to 

internet-based surveys.  All of the response rates achieved in this survey were similar to 

rates reported in the literature (Hamilton, 2009; Sheehan, 2001). The average response 

rate for this study was 31.86%, above the literature reported rates. Using the Sample Size 

Calculator (Macorr Research Solutions Online, 2012) and based on the response size, 

there is a 95% confidence level that the number of respondents was representative of the 

surveyed population within ± 5.3 confidence interval.  
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LOCAL AUTHORITY 

 ACCESS (Jacksonville) 

Alamo (San Antonio) 

Andrews (Tyler) 

Austin Travis County Integral Care (Austin) 

Behavioral Health of Nueces (Corpus Christi) 

Betty Hardwick (Abilene) 

Bluebonnet Trails (Round Rock) 

Border Region (Laredo) 

Brazos Valley (Bryan) 

Burke (Lufkin) 

Camino Real (Lytle) 

Center for Life Resources (Brownwood) 

Central Counties (Temple) 

Central Plains (Plainview) 

Coastal Plains (Portland) 

Community Healthcore (Longview) 

Concho Valley (San Angelo) 

Dallas MetroCare 

Denton County 

Emergence Health Network (El Paso) 

 

 

 

  

Figure 4.1 Number of Children in State Supported Living Center (SSLC) and Waiver  

Note. Some Local Authorities listed had no children in the SSLC or the Waiver. 
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LOCAL AUTHORITY 

Gulf Bend (Victoria) 

Gulf Coast (Galveston) 

Harris County (Houston) 

Heart of Texas (Waco) 

Helen Farabee (Wichita Falls) 

Hill Country (Kerrville) 

Lakes Regional 

Lifepath (McKinney) 

Pecan Valley (Stephenville) 

Permian Basin (Midland) 

Spindletop (Beaumont) 

StarCare Specialty (Lubbock) 

Tarrant (Ft. Worth) 

Texana (Rosenburg) 

Texas Panhandle (Amarillo) 

Texoma (Sherman) 

Tri-County (Conroe) 

Tropical Texas (Edinburg) 

West Texas (Big Spring) 

Figure 4.1 Number of Children in State Supported Living Center (SSLC) and Waiver  (continued) 

Note. Some Local Authorities listed had no children in the SSLC or the Waiver. 
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Table 4.6 

Survey Return Rate 

________________________________________________________________________ 

Group                                Percentage Returned 

________________________________________________________________________ 

Residential Parents   28.28% 

Community Parents   21.98% 

Local Authority   44.97% 

CRCG   31.91% 

County Judges   26.53% 

SSLC Directors   83.33% 

Total Number of Surveys Returned: 231   31.86% Average 

_____________________________________________________________________ 

Note: CRCG = Community Resource Coordination Group; SSLC = State Supported 

Living Centers 

 

Demographics 

PARENTS’ RESPONSES  

 The respondents were from throughout the state of Texas and provided their 

ethnicity, education, age, employment, and income as reported in Table 4.7. Most of the 

respondents were White mothers. The most frequent education level reported was high 

school degree, but the distribution of education levels for the residential parents was bi-

modal (high school and graduate degree).  The respondents were typically middle-aged  



 89 

Table 4.7 

Personal Demographics on Parent Respondents 

________________________________________________________________________ 

 

Personal Characteristics Residential Parents  Community Parents        Total 

      n =41                       n =40                    n=81 

  #          %      #   %   #     % 

________________________________________________________________________ 

 

Respondent 

  Mother 25 68% 26 72% 51  63%   

  Father   4 11%   4 11%   8  10% 

  Guardian   7 19%   3   8% 10  12% 

  Legally Authorized Representative   1   3%   3   8%   4    5% 

 

Ethnicity  

  White  29       71% 25       63% 54  67% 

  Black or African American   4 10%   6 15% 10  12% 

  Mexican, Mexican American, 

    Chicano, Hispanic, or Latino   4 10%   4 10%   8  10% 

  Asian     0   0%   1   3%   1    1% 

 

Highest Education 

  No GED    2   5%   3   8%   5    6% 

  High School Degree  15 37% 11 28% 26  32% 

  Technical Degree    2   5%   7 18%   9  11% 

  Bachelor’s Degree    7 17%   9 23% 16  20% 

  Graduate Degree  11 27%   6 15% 17  21% 

 

Age 

  Under age 18    4 10%   3   8%   7    9% 

  18 – 30    1   2% 16 40% 17  21%  

  31 – 50  21 51% 10 25% 31  38% 

  Over 50  10 24%   7 18% 17  21% 

_______________________________________________________________________ 

Note. n = Total number of respondents per group; # = Number of respondents; 

percentage of group total. Percentages do not total 100% due to rounding. Numbers do 

not equal n  due to those who chose not to respond. 
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(ages 31-50) with an older group (over age 50) being the second largest group of parents. 

The residential parents tended to be older than the community parents. Most community 

parents were single and working; whereas, residential parents most often had two parents 

in the home with one working. The community parents reported predominantly a low 

income level; whereas, the residential parents were more evenly distributed in terms of 

income. The parents reported employment and income, as depicted in Table 4.8. The 

results indicated the number of people living with the child at the time of admission to the 

state supported living center (residential) or receipt of the waiver slot to remain in the 

community (community), as reflected in Table 4.9. 

Residential Parents 

 The range of children’s ages upon admission to the state supported living center 

reported by residential parents was seven to 21 years. The most frequent age was 14, 17% 

of the children. The ages 12 through 17 incorporated 72% of the children admitted to the 

state supported living center. When asked how old the child was when the parents first 

considered placement outside of the home, the respondents indicated younger ages 

ranging from seven to 20 with the mean age of 12, with the most frequent ages mentioned 

being 12 and 15. The childrens’ ages at admission and the parents’ first consideration of 

placement outside of the home was compared, as shown in Figure 4.2. 

 Prior to admission to the state supported living center, the parents reported that 

81% of the children lived at home; whereas, the remainder lived in group homes, with 

relatives, residential treatment center, state hospital, and an evaluation center for children 

abused or neglected. Forty-two percent of the children had lived outside of their home 
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Table 4.8 

Household Demographics on Parent Respondents 

________________________________________________________________________ 

 

Houshold Characteristics Residential Parents     Community Parents      Total 

       n =41                      n =40                     n=81  

  #   %  #   %   #    % 

________________________________________________________________________ 

Employment 

  Single – not working    7 17%   7 18% 14  17% 

  Single  - working    8 20% 10 25% 18  22% 

  2 parents – 1 working  12 29%   7 18% 19  23% 

  2 parents – 2 working    7 17%   6 15% 13  16% 

  2 parents – not working    1   2%   2   5%   3    4%  

 

Monthly Income 

  <$1835 10 30% 16 48% 26  39% 

  $1836-$4594 10 30% 12 36% 22  33% 

  $4595 - $8333 10 30%   3   9% 13  20% 

  > $8334      3   9%   2   6%   5    8% 

________________________________________________________________________ 

Note. n = total number of respondents per group; # = number of respondents; percentage 

of group total. Percentages do not total 100% due to rounding  
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Table 4.9 

Number of People Residing with Child 

________________________________________________________________________ 

Residential Parents’ Households: 1 2           3         4          5     Total Responses 

      Adults    7        24 4 0 0             35 

      Children under 10   5 3 3 0 0             11 

      Children 10 – 17             11 5 2 0 1             19  

Community Parents’ Households: 1 2  3  4   5     Total Responses 

      Adults              10       18  2  0   0              30 

     Children under 10    6 2 0  1   0                9 

      Children 10 – 17    7 4  1  0  0              12  

________________________________________________________________________ 

   

in a variety of settings: relatives’ homes, group homes, residential treatment centers, state 

hopitals, Behavior Training and Treatment Center, orphanage in a foreign country, and 

the Behavior Treatment Center. A third of the out-of-home placements lasted from four 

years to 10 years outside of the family household, and 40% lived outside of the family for 

one to nine months.  

Community Parents  

  The range of children’s ages reported by the community parents were 

from six to 21 years. The most frequent age was 16, 15% of the children; and the mean 

age was 13.8. The ages of 12 through 17 included 52% of the children. When asked how  
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Figure 4.2 Children’s ages at SSLC admission and first consideration of placement 
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old the child was when the parents first considered placement outside of the home, the 

respondents indicated a range of ages four to 21 with a mean age of 12. When asked the 

age first considered for placement in the state supported living center, an age range of six 

to 18 was reported. The childrens’ ages at receipt of waiver funding in lieu of state 

supported living center placement and the parents’ first consideration of placement 

outside of the home were compared, as reflected in Figure 4.2.    

 Prior to recept of the waiver funding, 88% of the children lived at home; whereas, 

the remainder lived with relatives, community facilities funded by Intermediate Care 

Facilities for Persons with Intellectual Disabilities (ICF/ID), or residential treatment 

centers. The parents indicated that 34% of the children had lived at sometime outside of 

their home in a variety of settings; with relatives, group homes, residential treatment 

centers, state hopitals, mental hospital and community ICF/ID facility.  The length of out-

of-home placements ranged from 1 year, 43% of respondents, to 11 years.  

PROFESSIONALS’ RESPONSES 

 A total of 150 surveys of professionals were received. The respondents’ ethnicity, 

education, age, and years of experience in their position were aggregated into the Table 

4.10. The majority of professionals reported their ethnicity as White with the second 

highest being a category that includes Mexican, Mexican American, Chicano, Hispanic or 

Latino. Almost half (48%) of the professionals indicated they had received graduate 

degrees.  The majority of professionals were over age 50; in terms of their experience, 

there was a fairly even distribution; however, most were in the range of one to five years  
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Table 4.10 

Personal Demographics of Professionals 

________________________________________________________________________ 

 

Personal Characteristics  LA      CRCG       Judges     Directors     Total  

  n  /  %      n  /  %    n  /  %  n  / % n  /  % 

________________________________________________________________________ 

 

Ethnicity  

  White  42 65% 31 52%   8  62% 7 70% 88 63% 

  Black or African American 11 17%   0   0%   0    0% 1 10% 12   9%  

  Mexican, Mexican American, 

    Chicano, Hispanic, or Latino   9 14% 23 38%   1    8% 2 20% 35 25% 

  Asian     0   0%   1   2%   0    0% 0   0%   1   1% 

  Multiracial   0   0%   2   3%   0  0% 0   0%   2   1%    

  Other    0   0%   1   2%   0  0% 0   0%   1   1%  

 

Highest Education     

  Technical Degree   3   5%   4   7%   0   0% 0   0%   7   5%     

  Bachelor’s Degree 34 52% 21 35%   1   8% 4 40% 60 41%     

  Graduate Degree 24 37% 33 55%   7 54% 6 60% 70 48%   

 

Age 

  18 – 30   5   8%   9 15%    0   0% 0   0% 14   9% 

  31 – 50 16 25% 25 42%   1   8% 3 30% 45 30%   

  Over 50 43 66% 24 40%   7 54%  7 70% 81 55% 

 

Years of Experience in Position 

  Less than 1 year   1   2%   5   8%   0   0%   3 30%   9   6% 

  1 – 5 years   9 14% 24 40%   4  31%   3 30% 40 27% 

  6 – 10 years 10 15% 15 25%   1   8%   2 20% 28 19% 

  10 – 20 years 22 34%   8 13%   3 23%   1 10% 34 23% 

  Over 20 years 22 34%   6 10%   0   0%   1 10% 29 20% 

 

Total n  65  60  13  10         148 

_______________________________________________________________________ 

Note. CRCG = Community Resource Coordination Group; LA = Local Authority; 

Percentages do not total 100% due to rounding. Numbers do not equal total n for 

professionals due to those who chose not to respond to certain data categories. 

 



 96 

of experience. The second most reported experience was 10 to 20 years.  The 

professionals were asked to indicate their roles or participation in the decision to place a 

child in a state supported living center. Out of a total of 150 responses, 71% indicated 

their role was to determine what supports were needed to maintain the child in the family 

home, and 70% reported their role was to determine eligibility for a state supported living 

center (Local Authorities) or to approve/disapprove placement in the state supported 

living center placement. Further, 69% noted that they determined available alternatives to 

placement in a state supported living center. Finally, 16% indicated they had other 

responsibilities , such as, “completing/submitting application and paperwork for court 

commitment,” “determination of intellectual disabilities,” “eligibility for Home and 

Community-based Services diversion slot,” “Local Authority director of intelletual and 

developmental disabilities,” “apply/obtain supports,” “discuss options with family to 

assist with making the decisions,” “assure that all other options have been explored,” 

“offer referrals to families to appropriate agencies that can assist,” “offer counseling 

services,” and “make sure the school diagnosis is appropriate and that the IEP 

[Individualized Education Program] is appropriate.” One CRCG member indicated that 

their role was to access “non ed funding” that is administered through the local regional 

education service center.  
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Results to Research Question 1 

 What factors influenced the decision to place a child under the age of 22 into a 

state supported living center?  

RESIDENTIAL PARENTS’ RESPONSES 

Reason for Placement  

 When asked why they placed their child under age 22 in the state supported living 

center, the residential parents (n = 35) used the following descriptors: Aggression, 

violent, hurting (74%), behavior or behavioral issues (37%), could no longer handle 

(23%), need for 24-hour supervision (17%), safety concerns (14%), concerns about 

family members (9%), and self abusive (6%). Almost one-third (31%) of the responses 

indicated that they needed more services in the community. One parent wrote, “Inability 

for MHMR to provide assistance in the amount needed to correct aggressive behavior as 

well as other inappropriate behavior.” Another respondent noted, “We exhausted Respite 

until the Respite worker was tired. We were offered 1 hour of ABA therapy a month, 

would not have benefitted him.” Some parents described their child as having a history of 

running away, and another felt the state supported living center was the only option 

available to them. Lastly, a parent expressed hopelessness when writing, “He will not get 

any better/ We are trying to work with him at home when he comes home for visits [he] 

sometimes acts out the same, we do not see changes/ We still want my son to get help.” 

Influences on Decision-Making  

 The parents were asked to indicate a specific person who most influenced their 

decision for placement of their child. Over half (56%) of the respondents indicated that 
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the Local Authority (formerly referred to as mental retardation authority) most influenced 

their decision. Just under half (45%) were most influenced by a physician. One-third 

(33%) were influenced by relatives other than spouse, and 25% were influenced by the 

public school to place their child in a state supported living center. Other influences 

(31%) included group home staff, treatment centers, Children’s Protective Services, 

police, friends, counselor, self, and child. Additional influences were spouses (17%), the 

state supported living center staff (14%), and clergy (11%). 

Placement Expectations  

 Seventy-one percent (n = 25) of the parents reported that they expected the 

placement at the state supported living center to be long-term. They defined long-term as 

no less than 5 years with 67% having an expectation that the placement would be for a 

lifetime. The responses from those who believed the placement was temporary defined 

their expectation for time of placement ranging from 6 months to when the child becomes 

age 21, with the mode being 1 year. 

 The parents were asked to indicate their feelings prior to placement. Thirty-five 

percent (35%), the highest percentage, indicated they intended to keep their family 

together as long as possible. In addition, 28% noted they intended to get professional help 

for their child and for them to return home. An equal number (28%) intended to place the 

child in a residential arrangement, and 9% were not sure what their intentions were 

relative to the placement of their child. 

 The parents were asked if they would like to make additional comments. They 

expressed a need for more services for children and young adults. One parent wrote: 
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 There is an overwhelming need for more readily available care for children & 

 young adults in all communities. In my opinion Texas continues to be at the 

 bottom of the list in this country for providing meaningful readily available care 

 for this ever growing segment of our population. 

Another parent expressed frustration by writing,  

She was in BTTC [Behavior Treatment and Training Center] (Richmond) 

for 8 months. The only support we received was basically what was 

provided by ECI [Early Childhood Intervention] from age 3 and some 

provided by school. It was minimal. We paid for all of her medical and 

therapy. I don't think any additional support would have changed her 

situation. It would have helped tremendously to have help with respite and 

activities she could attend after school and in the summer. There was 

nothing available and I was told I didn't qualify financially.  

A family shared a personal story that exemplified the level of stress and frustration felt:  

The child's father took his life because he believed he did not have support 

or assistance available. He did not know where to turn & became very 

depressed. The child was left without a father or mother; had to be placed 

in a supported living center because there was no one to take care of her. 

Some families endorsed the services of the state supported living center. One parent 

described the journey the child had experienced:  

She spent several weeks in mental hospitals and a month in residential 

treatment but lived with us in between. She spent a month with her 
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grandparents learning to speak English (She's adopted from Russia and her 

speech impairment made it hard for her to learn.) Before she was adopted, 

she was in an orphanage for a year. Before that, she was neglected and 

abused by her mother. She lived with her sister. I thought she might 

receive behavioral training and therapy and get better enough to change 

placements or come home. I don't think another family could care for her. 

She leaves when she gets angry, and it helps that she's on a campus where 

people can track her down on golf carts when she takes off. They [public 

school education] wouldn't test her for special needs or provide the 

services she needed. We took her to therapy and multiple psychiatrists. I 

don't know that my child can be raised in a home environment. She has 

attachment issues and behavioral issues complicated by oppositional 

defiance, PDD [Pervasive Developmental Disorder] and MR [Mental 

Retardation, now referred to as Intellectual Disabilities]. 

Another Center supporter wrote: 

The State Supported Living Center is a VITAL [emphasis in original] 

choice in caring for the mentally disabled.  Group homes and community 

placement don't work in all cases.  My son has vocational services, AND 

[emphasis in original] a sense of stability that he would not have in a 

group home.  I have been VERY [emphasis in original] happy with his 

placement.  I resent, very deeply and very profoundly the insinuation that 

institutions are “warehouses”!  
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In addition, another parent stated, “He has done amazingly well at the state 

supported living center! He can visit often. The facility was a blessing to our 

family and continues to be! Unfortunately, they are really unable to staff or fund 

few goals that are set for him. It's almost a joke that planning meetings are held! 

There is no follow through on goals!” 

COMMUNITY PARENTS’ RESPONSES 

Reasons for Original Pursuit of Placement  

 When asked why the parents pursued placement of their child, the community 

parents (n = 31) used the following descriptors: Aggression, violent, hurting (36%), 

behavior or behavioral issues (23%), safety concerns (23%), concerns about family 

members (23%), need for 24-hour supervision (16%), could no longer handle (16%), 

caregivers’ health (16%), lack of community services (10%), concerns about work or job 

(10%), self abusive (10%), and runaway (6%). Almost one-third (31%) of the responses 

indicated that they needed more services in the community. Although most of the reasons 

were the same as reported by residential parents, the percentages differed. Four additional 

concerns emerged for this population: caregivers’ health, lack of community services, 

concerns about work or job, and runaway behavior. 

 One parent wrote, “It is so difficult to keep a child like this. It would have helped 

if someone would have just relieved us for a day.” Another parent wrote, “My son’s 

behavior became dangerous and unmanageable. I could not find any psychiatric 

residential placements anywhere that would take him (private) and would not send him to 

a state hospital, being 18 years old and mentally challenged to be on an adult ward.” 
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Further, a parent shared, “He exhibited both homicidal and suicidal thoughts and actions 

and there was no help in community supports.” Expressing similar concerns, a parent 

wrote, “He became too violent to stay home.” Another parent described the situation as 

follows: 

Before - Inadequate school. School did not keep him safe. Untrained staff. Plus 

No social workers help in this city. No help at all before or until he received his 

slot [Medicaid waiver funding]. I am so grateful he receives the care he has now. I 

had no support before and very inadequate support but I managed it alone 12 

years and devoted my life to his care. I am so grateful for my son's wonderful 

provider. His loving and caring foster mom who is a social worker as well. His 

excellent school, teachers and entire team including his social worker. I continue 

to advocate for him and visit him regularly. He is doing so well and is stabilized. 

It takes a community to care for our special children. 

A total of 23% of the community parents chose to use their Medicaid waiver funding for 

foster care. Another parent expressed frustration with the school district, writing the 

following: 

She was kicked out of Residential Placement by School district because of her 

severe behaviors.  Some individuals need a residential placement for 24 hour one 

on one care. We are grateful for this placement. My family is no longer in danger. 

Finally, a parent articulated how the service delivery system does not meet the needs of 

her child and family: 
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I wanted Supported Home Living, but my daughter sleeps after seizures. 

Sometimes she falls asleep at bedtime and then has seizures. This was not 

supportive and almost cost me my life. I almost died in 2009 from extreme 

exhaustion. I am receiving mixed messages from the system. When I first needed 

help in 2004, I was told that we did not qualify for help because we made too 

much money. Then, if we got past the "too much money" [emphasis in original] 

barrier, we did not have enough children in the household to qualify. It seems 

three people is too few for help. Then, after I almost died in 2009, the state said 

my child was too young to be in a group home, but we could not get help during 

the night and very limited help during the day. My child has epilepsy, means she 

might seize and sleep at any point in time. I wanted to keep my child at home 

during the week to see her off to school and send her to the group home on 

weekends. However, the state of Texas says they won't help us keep the family 

together and alive. I would like the reverse benefits that foster families get. Their 

foster kids go to residential schools all week and the foster parents get paid for all 

month. Let me keep my child home with a night nurse and have a slot in the group 

home for weekends for me to rest. 

Influences on Decision-Making 

 The majority of community parents (55%) indicated their Local Authority most 

influenced their decision to seek placement. The second most influential person was a 

physician (42%), followed by the public school (30%) and relatives (24%). Some parents 

mentioned their child as the most influential; others designated themselves.  
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Placement Expectations  

In reference to the pursuit of a state supported living center placement, the parents 

were asked to indicate how long they thought the placement would last. Seventy percent 

thought the placement would be long-term. When asked to indicate the length of long-

term placement, 73% chose “Lifetime.” For the parents who felt the placement would be 

temporary, 57% estimated the length to be 1 year with 29% choosing the option “Until 

age 21.” Three parents indicated they were “not sure.” 

Reasons for Choosing Community Services  

The community parents were asked if they had pursued community-based ICF/ID 

placement; 68% had pursued this placement. When asked why they did or did not pursue 

the placement, 11% indicated they wanted their children close to home so their children 

could visit. One parent shared: 

I looked at ICF/MR homes and HCS homes. It was obvious to me that the better 

providers had HCS homes. With 3 - 4 clients vs. 6 clients in ICF/MR, I believed 

he would adapt better. He was #17 on HCS list. We had a crisis situation, so I 

needed HCS to come through. I pursued the diversion slot.  

Another parent wrote, “Because I preferred family member that she was familiar [with].” 

In addition, “We thought it was worth a try to keep at home.” A respondent indicated, “I 

will not place my child in another home with people I do not know or trust.” Other 

comments included, “Because I want to be close to my son,” “least restrictive,” and 

“Because I have been unable to work and provide for us since 2001 and father passed in 

2009 (incarcerated since 2000).” 
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 Forty-four percent indicated that it was their intent to keep their family together as 

long as possible. In addition, 14% noted their intent was for their child to get professional 

help and return home. Only 17% intended to place their child in a residential 

arrangement. 

PROFESSIONALS  

 The professionals were asked several questions targeting influences on their 

decision-making. When asked who influenced their decision for placement, the 

respondents indicated that the parent/guardian/Legally Authorized Representative was the 

most influential (42%) followed by another member of their decision making team 

(20%). Unlike the results from parents, the professionals were not swayed by a physician. 

Some of the respondents indicated influence from outside professionals in the legal 

system, child welfare, education, state hospital or their state office. 

 When asked to rank influences on their decision to approve placement          

(Table 4.11), the professionals ranked behavior intervention and 24-hour supervision 

(58%), one-to-one supervision (49%), a place to live (47%), mental health treatment 

(41%), and the state supported living center being the only service option (38%). Parental 

choice or request (37%) was considered somewhat important. Just over one in four 

professionals (27%) ranked the need for a waiver slot (community-based Medicaid 

waiver funding) as somewhat important in their decision to approve placement. Since 

waiver funding is only available in the community, this response implied the practice of 

placing children in the state supported living center in order to access waiver funding. In 

contrast, 30% of the professionals held that the need for a waiver slot was unimportant.  
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Table 4.11 

Influences on Professionals’ Decision Making 

________________________________________________________________________ 

           Most  Somewhat   Somewhat          Not 

Influence   Important Important Unimportant      Important 

________________________________________________________________________ 

Parent/guardian 

    request or choice 36% 37%   1%    3% 

Needed a place to live 47% 23%   5%   2%  

Needed 1:1 supervision 49% 24%   2%     1% 

Needed 24-hour  58% 18%   1%    1% 

Needed mental health 

   treatment 41% 26%   7%   3% 

Needed behavior 

  intervention 58% 16%   1%   2% 

Needed waiver slot 16% 27% 11% 30% 

Family needed a break   7% 22% 28% 22% 

Family does not incur cost 

   of living at SSLC   4% 16% 22% 34% 

Community does not incur 

   cost at SSLC   0% 16% 22% 34% 

SSLC was only service available 38% 22%   0%   3% 

Other   7%   2%   3%   7% 

________________________________________________________________________ 

Note: SSLC = State Supported Living Center 
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Finally, the family’s need for a break as well as the lack of expense for the family or the 

community seemed unimportant as influences for the decision to recommend placement. 

Placement Expectations 

 In contrast to the perceptions reported by parents, 64% of the professionals 

reported that they expected the placement at the state supported living center to be 

temporary, 20% expected a long-term placement. The professionals defined temporary as 

one year (26%). Those who believed the placement was long-term defined their 

expectation ranging from 6 months to lifetime with the mode being “past 21 years of 

age.” The professionals’ perspectives on placement provided the data for Table 4.12. 

 The professionals were asked if based on their knowledge of child development, 

limits should be placed on the length of stay in the state supported living center. Forty-

seven percent of the professionals reported they felt limits should be established. 

However, the length of placement limits were reported as one month (2%) to one year 

(18%) or other (18%). Comments offered for the other category focused primarily on the 

need for resolution of the behaviors with frequent, close monitoring/review (e.g., 30 days, 

60 days, 90 days, 180 days) of the individual’s response to intervention and parent   

training. Professionals were asked if they agreed with the state supported living centers’ 

being an appropriate option for individuals under the age of 22. The question requested 

responses for three different age groups: ages birth to 14, ages 15 to 17, and ages 18 to  

22. The resultsof the responses , recorded in Table 4.13, showed professionals’ approval 

of placing children of all ages, particularly those over age 15.  
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Table 4.12 

Professionals’ Perspectives on Placement 

________________________________________________________________________ 

Category       n               Percentage  

________________________________________________________________________ 

Based on child development, I felt it was 

   a clinically correct decision. 53 36% 

I deferred to another team member with  

   clinical experience I do not have. 27 18% 

I deferred to agency policy. 12   8% 

I deferred to parent choice. 42 28% 

I was ambivalent but went with the majority.  7   5% 

I considered the literature regarding the effects 

  of institutionalization on children with  

  intellectual disabilities. 21 14% 

I considered the interest and desires of the child. 42 28% 

I would have liked to have more information, but  

   it was not available.   4   3% 

My agency does not have the resources to provide 

  the services needed. 40 27% 

There were other specific or unique 

  circumstances. 22 15% 

Averages of total responses 27 18% 

________________________________________________________________________ 
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Table 4.13 

Professionals’ Opinions on Practice of Placement in SSLC 

________________________________________________________________________ 

Age Group        Yes       No 

      n  Percentage   n  Percentage 

________________________________________________________________________ 

Ages 0 – 14 66 47% 58 39% 

Ages 15 – 17 107 72% 15 10% 

Ages 18 – 22 118 80%   5   3% 

Total Responses: 148 

________________________________________________________________________ 

Note: Totals do not equal to 100% due to non-reporting. 

   

 Professionals were asked to identify what aspect of the SSLC was critical to their 

decisions for placement. As depicted in Table 4.14, professionals felt that the presence of 

a psychologist or behavior specialist that specializes in children at the SSLC was the most 

important influence in determining placement. 

 Professionals were asked if they had visited the local state supported living center 

in the last two years; concomitantly, the Directors were asked if they had  recent (within 

the last two years) knowledge about the services and supports for children with 

intellectual disabilities available in the communities served by their state supported living 

center. Almost one-half (48%) of the professionals indicated they had not visited a state 

supported living center (or the Directors did not have recent knowledge of the  
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Table 4.14 

Professionals’Perceptions of Influences on Their Placement Decision 

________________________________________________________________________ 

Critical Aspects of SSLC      n       Percentage 

________________________________________________________________________ 

Pediatrician        26  18%  

Child psychiatrists       67  45% 

Occupational & Physical Therapists that specialize in children 33  22% 

Speech Therapists that specialize in children    18  12% 

Psychologist/Behavior Specialists that specialize in children 93  63% 

SSLC has pediatric emergency equipment    16  11% 

SSLC has specialized programs for children under age 22  72  49% 

SSLC was the only service available     64  43% 

None of the above       11    7% 

Total number of responses: 148 

________________________________________________________________________ 

Note. Non-reporting = 33; Respondents were asked to check all that apply; SSLC = State 

Supported Living Center 

 

communities) in the last 2 years. Such a lack of personal knowledge suggested almost 

one-half of the professionals relied on written material about the state supported living 

center or verbal explanations from sources other than personal knowledge, such as 

written or verbal information from others.     
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Conditions for Not Admitting Children   

 All of the professional groups were asked under what conditions they would not 

approve the placement of an eligible individual under the age of 22 in the state supported 

living center. The responses fell into three main conditions: 1) if appropriate community 

resources were available, 2) if the parents no longer wished to care for the child, or 3) if 

there was insufficient documentation of eligibility or attempted resources. 

Results to Research Question 2 

 What community-based services and supports could have prevented the 

placement?  

RESIDENTIAL PARENTS  

 The parents were asked if they were offered specific services and whether those 

services would have assisted them with their child remaining at home or in the 

community. Half of them responded that they were not offered services in the 

community; 47% indicated they were offered services; and 3% marked both responses. 

When asked if they were involved in or informed about the Permanency Plan, a 

requirement for institutional placements, and what services would be needed for their 

child to live in a family in the community, 77% indicated they were involved. However, 

when asked if the discussion included use of natural or non-traditional supports (i.e., 

family, friends or other community groups), only 74% indicated such content in the 

discussions.   
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 The parents were asked if they wished for another family who could have shared 

in the care of the child part-time (e.g., shared parenting). Seventy-seven percent indicated 

they did not wish for such an arrangement.  

 Parents indicated the services they received prior to their child’s admission to the 

state supported living center. In addition, they were asked whether they considered the 

services they received to be insufficient or inadequate. Finally, they were asked what 

services were needed that could have made it possible for their child to remain home. 

Their responses were tabulated, as shown in Table 4.15. The most common service 

received was fulltime public school (88%); however, it was interesting to note it was also 

chosen by the parents as inadequate (39%). Only 94% of the parents indicated their child 

received public school services. Improved public school was the most frequently chosen 

service (68%) needed to maintain the child in the home. Although the second most 

frequently received service was mental health treatment, it was chosen by the most 

parents as inadequate (43%) and was the third most chosen service needed to support the 

child remaining in the home. Although Personal Attendant services were received by 

only 15%, it was also the second most chosen service needed to keep the child in the 

home. In-home respite services were received by 29%, with 22% noting the service was 

inadequate, and was listed by 59% as needed to maintain the child in the home. Out-of-

home respite was received by 41%  and was listed by 64% as needed for the child to 

remain in the home. Noteworthy is the fact that 74% received mental health treatment 

with 68% obtaining perscriptions, but only 44% had behavior supports, yet behavior 

supports were listed as high as mental health treatment to keep the child in the home. 
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Table 4.15 

Residential Parents’ Responses Regarding Community Services  

________________________________________________________________________ 

Support/Service  Received     Inadequate/      Needed to          Mean Age  

             Insufficient     Remain Home   Services Begin 

    (n = 34) (n = 23) (n = 22) (n = 20) 

________________________________________________________________________ 

  Fulltime Public School 88% 39% 68%      7.2   

  Part time Public School   6%   0   
a   a

  

  Extended Year Services 44% 17%   
a   a

 

  After School Care 27% 22%       NA                   NA 

  Family/Friends 44%  30% 50% 6.4 

  Religious Group 27%  22% 23% 4.5 

  Community agencies (other 

    than Local Authority) 32%  30% 24%              14.6 

  Personal Attendant 15% 13% 64% 6.5 

  Mental Health Treatment 74%  43% 59% 7.6 

  Local Authority: 

      Day Habilitation 18% 13% 50% 7.6 

      Employment Assistance 12% 13% 18% 19 

      Supported Employment 15% 13% 14% 19 

      Case Management 38% 13%   0                     NA 

      Respite Care: 

           In-home 29% 22% 59% 6.2 
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           Out of home 41% 30% 64% 7.7 

           Shared parenting 12%   0   0                     NA 

    Foster/Companion Care   6%   9%   0                     NA 

   Supervised Living 15% 17%   0                     NA 

  Residential Support 15% 13%   0                     NA 

  Community Support 12% 13% 50%                    6 

  Minor Home modifications 12%   4% 14%                    6 

  Adaptive Aids   9%   9%   0                       0 

  Skilled Nursing 12%   4%   0                       0 

  Behavior Supports 44% 30% 59% 4.9 

  Occupational Therapy 29%   9% 18% 2.7 

  Physical Therapy 24%   9% 18% 1.7 

  Speech/Language Therapy 41% 17% 50% 3.1 

  Audiologist   9%   4% 18% 2.7 

  Dietician   9%   0 23% 4.3 

  Dental Treatment 47%   0 27%                11.3 

  Prescriptions 68% 13% 32% 7.8 

  Support Consultation 21%   9% 50% 6.8 

  Financial Management 12%   4% 27% 2.7 

  Other   9%
b    

6 

________________________________________________________________________ 

Note:  Definitions for the community services are in Appendix A.
 a

Fulltime, Part time, 

and Extended Year Services incorporated in Improved Public School category. 
b
Includes 

behavioral training and constant attention. NA = A residence, not a choice on the survey. 

Table 4.15 (continued) 
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In addition to listing what services are needed, the respondents were asked when the 

service should begin. Interestingly, the average child’s age to begin the services 

recommended, excluding employment assistance, supported employment and community 

agencies (that also included an employment assistance component) was 5.7, much earlier 

than most families considered placement outside of the home. 

COMMUNITY PARENTS 

 Interestingly, when the parents were asked if they were offered specific services 

to assist them with their child remaining at home or in the community, only 57% 

answered positively, a percentage that was slightly higher than the response by the 

residential parents. When asked if they were involved in or informed about the 

Permanency Plan and what services would be needed for their child to live in a family in 

the community, 69% indicated positively; and when asked if the discussion included use 

of natural or non-traditional supports (i.e., family, friends or other community groups), 

82% responded positively, which was higher than the number from the residential 

parents. The parents indicated the services they received prior to their pursuit for 

admission to the state supported living center. In addition, they were asked whether they 

considered the services they received to be insufficient or inadequate. Finally, they were 

asked what services could have made it possible for their child to remain home. Their 

responses were aggregated for Table 4.16. The most frequently received service was 

fulltime public school although just under one-half indicated the servies were inadequate, 

and improved public school was listed as the second most needed service. Behavior  
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Table 4.16 

Community Parents’ Responses Regarding Community Services Received 

________________________________________________________________________ 

Support/Service  Received     Inadequate/       Needed               Mean Age  

             Insufficient     Remain Home   Services Begin 

    (n = 36) (n = 26) (n = 34) (n = 20) 

________________________________________________________________________ 

  Fulltime Public School 89% 42% 56%      4.5   

  Part time Public School   8%   8%   
a   a

  

  Extended Year Services 42% 27%   
a   a

 

  After School Care 28% 27%       NA                   NA 

  Family/Friends 58%  35% 47% 4.5 

  Religious Group 28%  27% 24% 4.5 

  Community agencies (other 

    than Local Authority) 42%  31% 24%                  9.6 

  Personal Attendant NA NA 56% 8.5 

  Mental Health Treatment 75%  50% 50% 8.1 

  Local Authority: 

      Day Habilitation 19% 19% 41% 10 

      Employment Assistance 11%   8% 12%   8 

      Supported Employment 11%   8% 15% 11 

      Case Management 36% 19%   0                     NA 

      Respite Care: 

              In-home 36% 19% 53%                7.5 
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           Out of home 36% 19% 47%                7.6 

           Shared parenting 14%   4%   0                   NA 

    Foster/Companion Care 17% 15%   0                   NA 

   Supervised Living 17% 12%   0                   NA 

  Residential Support 31% 15%   0                   NA 

  Community Support 25% 15% 32%                5.8 

  Minor Home modifications 17% 15% 24%                4.8 

  Adaptive Aids 14%   8% 15%                   4 

  Skilled Nursing 17%   8% 12%                2.3 

  Behavior Supports 47% 31% 62%                6.6 

  Occupational Therapy 36% 27% 29%  3 

  Physical Therapy 25% 19% 29%  3 

  Speech/Language Therapy 39% 23% 44% 3.3 

  Audiologist 22%   4% 26%    4 

  Dietician 22%   8% 18% 2.8 

  Dental Treatment 56% 15% 29%                     8 

  Prescriptions 61% 27% 24% 5.7 

  Support Consultation 25% 19% 26% 4.7 

  Financial Management 17% 12%   9%    9 

  Other 12%
b 

2.3* 

________________________________________________________________________ 

Note:  Definitions for the community services are in Appendix A.
 a

Fulltime, Part time, 

and Extended Year Services included in Improved Public school. 
b
Includes optician, 

recreation therapy, 1:1 24/hr care. NA = Not a choice on the survey. 

Table 4.16 (continued) 
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supports were considered the most important service to maintain the child in the home, 

but only 47% received the service prior to receipt of waiver-funded services. Like the 

residential parents, the community parents listed personal attendant as the second most 

important service to maintain the child at home followed by in-home respite as third. The 

parents listed mental health treatment as the fourth most needed service. Seventy-five 

percent had received mental health treatment prior to the receipt of the waiver, and 50% 

noted the mental health services to be inadequate. The parents indicated support from 

family and friends, listing this support as well as out-of-home respite as the fifth most 

important for keeping the child at home. Similar to the residential parents, the community 

parents recommended that the suggested services, excluding employment assistance, 

supported employment and community agencies (that has an employment component), 

begin at an average age of 5.4. 

PROFESSIONALS 

 The 150 professionals were asked what services or supports would have been 

necessary for the individual(s) to remain in the home and at what age the service should 

have begun: (See Table 4.17). A comparison of the top five highest ranked recommended 

services to prevent placement out of the home by the residential parents, community 

parents, and the professionals was developed for Table 4.18. The professionals’ 

percentages recommending services tended to be lower than the parents. Included in the 

professionals’ top five recommendations, but not listed by the parents, was after school 

care. The professionals also ranked support from family and friends and in-home respite 

as the second most needed service; whereas, the parents ranked family and friends in the  
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Table 4.17 

Professionals’ Responses Regarding Services Needed to Prevent Placement 

___________________________________________________________________ 

Support/Services     Needed             Mean Age  

      (n = 148)  Services Begin 

__________________________________________________________________ 

None – No Supports Could Prevent Placement 16%    8.8 

Fulltime Public School  31%   4.8   

  Part time Public School    11%   5.7  

  Extended Year Services  41%   6.1 

  After School Care  46%    5.9 

  Family/Friends  47%    3.8 

  Religious Group  11%    4.6 

  Community agencies (other than Local Authority) 

      Employee Assistance  22%  13 

      Personal Attendant  43%   6.5 

      Mental Health Treatment  45%    6.4 

  Local Authority: 

      Day Habilitation  28% 13.7 

      Employment Assistance  12% 16.4 

      Supported Employment    8% 15.2 

  Respite Care: 

           In-home  47%   5.2 
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           Out of home  38% 6.9 

  Community Support 31% 7.1 

  Minor Home modifications 16% 4.7 

  Adaptive Aids 16% 5.4 

  Skilled Nursing 18% 4.2 

  Behavior Supports 52% 5.4 

  Occupational Therapy 16% 4.2 

  Physical Therapy 16% 3.9 

  Speech/Language Therapy 15% 4.3 

  Audiologist   7% 5.2 

  Dietician   8% 5.2 

  Dental Treatment   9% 4.3 

  Prescriptions 16% 5.5 

  Support Consultation 20% 4.3 

  Financial Management 18% 4.2 

  Other   7%             13
 

 

________________________________________________________________________ 

Note:  Definitions for the community services are in Appendix A.
  

 

 

fifth highest position. The recommended mean age to begin services was 5.8, which 

aligns with the parents’ suggestion. Although only a few respondents chose the other 

category, several professionals made comments. Some of the comments implied better

Table 4.17 (continued) 
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Table 4.18 

Comparison of Parents’ and Professionals’ Recommended Services 

____________________________________________________________________________________________________ 

Residential Parents    Community Parents    Professionals 

____________________________________________________________________________________________________ 

Improved public school (68%)  Behavior Supports (62%)   Behavior Supports (52%) 

Personal Attendant &    Improved public school &   Family/friends & 

     Out of Home Respite (64%)       Personal Attendant (56%)        In-Home Respite (47%) 

Mental Health Treatment &   In-Home Respite  (53%)   After School Care (46%) 

     In-Home Respite & 

     Behavior Supports (59%) 

Family/friends & Day Habilitation &  Mental Health Treatment (50%)  Mental Health Treatment (45%) 

     Community Support &          

     Support Consultation (50%)  Family/friends &  

      Out of Home Respite (47%)             Personal Attendant (43%) 

______________________________________________________________________________________________________
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coordination among agencies; whereas, others stressed the need to understand the child 

and initiate services when the caregiver expresses difficulty managing alone. Examples of 

their comments were captured for Table 4.19. Although 16% of the professionals felt that 

no supports could have prevented the placement, the professionals also ranked behavior 

supports as the most needed service. However, differing from the parents, the 

professionals chose supports from family and friends as the second most needed service 

as well as in-home respite care. The professionals listed after school care as the third  

most needed service, followed by mental health treatment. 

 Some of the groups of professionals were asked questions specific to their group. 

For example, the Judges were asked if they were provided with information of 

community alternatives to a commitment to a state supported living center for a 

child/children under age 22. Sixty percent indicated they were not given such 

information. When asked if they would prefer to court order community-based services, 

similar to the option for children with serious emotional disturbance, 83% of the judges 

provided a positive response. 

 The professionals were asked if the state supported living centers take proactive 

steps to reintegrate institutionalized children with families. Seventy percent  indicated 

positively. The responses enumerated several activities aimed at family involvement. 

Family visits were encouraged, providing free accommodations in a cottage on campus 

with supervision by program staff. Further, families were encouraged to be involved in 

planning (both permanency planning as well as treatment planning); however, it was 

noted that treatment planning is conducted annually and permanency planning, every six 
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Table 4.19 

Professionals’ Comments Regarding Community Services 

______________________________________________________________________________________________________ 

Support/Service (n =148)             Comments       

______________________________________________________________________________________________________ 

None – Supports Could Not “Some cases are unresolvable in a community setting…”; “Current community service array       

 Prevent Placement  would not have prevented placement” 

Fulltime Public School “Attend classes 8 hrs [per] day”   

Part time Public School “Attend classes 4 hrs/Emp. 4 hrs”; “Assist homeroom teacher with half day services for 

 children”      

Extended Year Services “Need educational classes and peer socialization opportunity all year round”;  “EYS is often 

 glorified baby-sititng. Quality instruction is sometimes missing because the Teachers/Aides 

 do not know the student.” 

After School Care “Need supervision until parents get off work”; “To assist working parents who do not have 

 enough money for day care” 
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Family/Friends “Families need a back up of family and friends”; “Family members are always so stress[ed] 

 and tired; they have poor family supports to help them alieviate the day to day issues of 

 caring for a child with severe mental and physical disabilities.” 

Religious Group “Spiritual supports have been found to offer supports as in pick of [up] the children go to the 

 home for consolation of highly stressed home and children issues.”   

Community agencies “CPS/MHMR to act sooner to provide interventions in situations that are at risk of injury to 

(other than Local Authority) parent and children; “CPS should have stepped in earlier…mother (mother has drug problem) 

 before severe maladaptive behaviors became excessive and not manageable in an HCS group 

 home with a diversion slot”; “Service Coordinator can assist an individual with     finding 

 services & supports available to them in the community”; “Our local DARS office is  not as 

 reponsive to the needs of our individuals as I have heard of other DARS offices” 

      Personal Attendant “Only a few of the IDD population receives Personal attendant services”; “Many of our 

 parents cannot afford Personal Care Attendants and have to wait 10 or more years to receive 

 funding assistance through Medicaid waivers”; “Personal Attendant care givers help to 

 develop extensions of relief to the parent and the children.” 

Table 4.19 (continued) 
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     Mental Health Treatment “Local Authority can link individual to Psychologist for Behavior Planning”; “MH as early                              

 (community agency) as needed”  

Respite Care: 

           In-home “In-home respite: Allows family and child to have a break from each other”  

Minor Adaptive Aids “Service Coordinator [Local Authority] can help individual receive Adaptive aids with the 

 assistance of the MD”   

Behavior Supports “As soon as the child began exhibiting need”; “Families try to handle medical  or behavioral 

 problems until it becomes an issue. LA [Local Authority] could assist prior to issue arising”; 

 “Behaviors may be avoided if a trained profession[al] can provide intervention strategy to the 

 family regarding behaviors that can be avoided or triggered by both parties in a highly 

 stressed situation”  

Occupational Therapy “Service Coordinator [Local Authority] and M.D. [Medical Doctor] can refer” 

Physical Therapy “Service Coordinator [Local Authority] and M.D. [Medical Doctor] can refer” 

Speech/Language Therapy “Service Coordinator [Local Authority] and M.D. [Medical Doctor] can refer” 

Audiologist “Service Coordinator [Local Authority] can refer”    

Table 4.19 (continued) 
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Dietician “Service Coordinator [Local Authority] can refer for Nutritional Evaluation”    

Dental Treatment “Service Coordinator [Local Authority] can refer for Dental Services – Monies are limited 

 for these services”  

Prescriptions “Many parents in our area lack financial resources to purchase medication especially high 

 priced med[ications]”    

Support Consultation “Good therapist are always over worked and do not have time to help  everyone. We need to 

 make sure the Therapist can train other therapists to create a therapist pool list.” 

Financial Management “Financial Management for parents” 
 

 

_________________________________________________________________________________________ 

Note:  Definitions for the community services are in Appendix A.
  

 
 

 

  

Table 4.19 (continued) 
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months. Further efforts to maintain family contact included use of the phone, email or 

SKYPE. Home visits were encouraged with transportation provided, if needed. One 

commenter noted the SSLC provided staff for the home visit. Family training and family 

therapy was also mentioned as well as family education. One professional noted, “Family 

education on mental health and behavioral issues to better deal with the child at home and 

how to encourage child to take medications.” A professional offered that the SSLC 

interdisciplinary team made a referral for a waiver if the team deemed community 

placement as appropriate; if the waiver is accepted, suggestions were made regarding 

guardianship, as needed. Additionally, professionals noted that the SSLC prepared the 

child for transition home or to the community and worked with community agencies 

(specifically mentioning, EveryChild, Inc.) to reintegrate the child. Finally, professionals 

reported that the SSLC provided follow-up care for all placed in the community. In 

addition, the CRCG members were asked how many individuals with intellectual 

disabilities under the age of 22 were diverted from placement in a state supported living 

center by their CRCG. Of the total responses, almost half (45%) were “do not know,” 

“unsure”/”not sure”, or “unknown”; while 11 % indicated “NA.” Twenty-five percent 

responded from one to six individuals, and 16% chose zero or 10. The CRCG members 

were also asked if their CRCG provided service or resources prior to the out-of-home 

placement. Eighty-four percent responded positively. When asked to describe the services 

provided, the vast majority of the comments related to behavior supports, the highest 

frequency being counseling. The second most frequent service mentioned was respite. 

Other services included in-home supports as well as out-of-home behavioral 
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supports/training, support groups, parent training, in-school support, intensive 

wraparound services, behavior modification, comprehensive case management, and 

access to waivers for funding of community services. Agencies mentioned included 

mental health mental retardation centers (MHMR), schools – in reference to 

individualized education plan and behavior intervention plans as well as use of non-

educational funding for community services, mental health agency, Child Protective 

Services, The Arc, psychiatric services, pharmacy, Communities in Schools (for 

counseling), Regional Transit Authority (for transportation), Child Guidance Center, 

Department of State Health Services (for respite, personal care services, case 

management through the Children and Pregnant Women Program), Medical Access 

Program, Regional Education Service Center, Department of Assistive and Rehabilitative 

Services, and Juvenile Justice, and other community partners that may provide supports, 

services or alternative placements.
 

 By far, the most mentioned condition for not recommending SSLC placement was 

the availability of resources (i.e., services and professionals) in the community that could 

meet the needs of the individual and family, both in terms of appropriateness as well as 

enough services to keep the family intact. Most of the responses addressed alternatives 

that required the child to move into a group home; only two responses mentioned use of 

foster care or shared parenting in which the child spent part time at home and part time 

with the support family. As one professional stated: 

 There hasn’t been enough interventions attempted. The IEP [Individualized 
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Education Program] clearly did not address the child/youth diagnosis and 

educational strategies do not match the needs of the child. Not enough 

information. School was not present.  

One respondent offered the condition that “if the individual was diagnosed with certain 

mental health conditions (Attention Deficit Hyperactivity Disorder, Oppositional Defiant 

Disorder).” Some of the respondents noted that the SSLC is considered the last resort. As 

one professional wrote: 

 If the community had adequate resources to meet the needs of the consumer. 

 What I have seen is that the community does not have the resources to meet 

 severe behavioral or psychiatric needs of people with both IDD [Intellectual and      

 Developmental Disabilities] and MH [Mental Health] diagnosis. 

 Several professionals mentioned they would not approve a placement based solely 

on the parents’ request or if it was just for the parents’ convenience to not have their child 

in the home. Another professional mentioned lack of approval if the parents’ intent was 

merely to access Home and Community-based Services waiver funding for supports or 

services. In addition, some respondents mentioned they would not approve a placement if 

the parents had not attempted and exhausted all available options in the community or if 

the parents refused to consider any other options prior to SSLC placement. One 

professional wrote, “[If] I thought the parent/s were simply attempting to get rid of the 

child, I would not recommend placement. Maybe foster care or shared parenting would 

be a better choice.” Lastly, another professional noted that the condition of “indecision or 

reluctance from family, guardian, etc.” would prevent support of placement. 
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 Some of the professionals’ responses indicated they would not recommend 

placement if they did not have evidence that the individual was eligible for services or 

lack of documentation regarding the attempts made to support the family and child.  One 

professional provided specific conditions: 

 If there was not sufficient information showing: 1) all possible medical and 

 behavioral interventions had been tried and failed 2) support and training had 

 been offered to the family through both the school, and community agencies, and 

 had failed to  ensure the consumer’s [child’s] safety. If another member of the 

 Interdisciplinary Team objected for a valid reason [I would not recommend 

 placement]. 

  There were a few responses that were mentioned and might be considered 

noteworthy. One professional stated that “if the psychologist at the MH facility he was 

staying at did not recommend SSLC placement…” Another mentioned “unsafe living 

conditions, negative ‘confirmed’ reports of neglect at facility.” An additional comment 

related to whether “the person was not in danger of losing placement in the family 

home.” Further, a professional wrote they would not support a placement if “the 

individual would not benefit from the placement.”  

Lastly, a commenter wrote the following: 

I don’t know that I can say there is a condition in which I would never approve 

but I do not like the limitations currently experienced in this state regarding 

services for the very young when they are no longer able to be cared for by the 

family. 
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 The professionals were given an opportunity to provide additional information 

that could help develop the necessary community-based services for children and families 

to enable keeping them in their homes. The comments fell into five main categories: lack 

of knowledge, interagency challenges, earlier intervention, support for state supported 

living centers, and suggestions for community-based resources. 

 Some professionals noted that families need to know about the non-educational 

services available. One professional suggested that families need to tour/visit community 

group homes and consider alternate placement options with an open mind. Another wrote 

that “there is not enough education of services available, either through the schools or 

MHMR.” One respondent wrote the following: 

 Schools should know more about what non-educational services are available in 

the community such as the Local Authority and refer children before they reach a 

crisis point. Family counseling and behavioral support should be hand in glove 

with behavior programs at school. 

A suggestion made was to develop “some type of partnership between school systems 

and DADS [Department of Aging and Disability Services].” The commenter noted: 

 My experience has been we offer as many options to the family to maintain their 

child at home but the schools keep calling us asking when are going to place this 

child that they cannot serve. They are not willing to use their dollars to pay for a 

treatment center, maybe encouragement that funding is available for that purpose.  
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Another example of lack of information was when a professional noted that when a 

placement was made, the professionals were not aware that the Department of State Health 

Services could be a resource “that could help with personal care and respite.” 

 The previous comments provided an example of the lack of coordination and 

collaboration among agencies in some areas of the state. One professional expressed 

frustration and tension between agencies: 

Those placed over the age of 18 are typically have come from the CPS 

[Children’s Protective Services, now a part of Family and Protective Services] 

care system and they have done very little in my experience and through reading 

their documents to provide any kind of treatment or a nurturing environment so 

that would result any other plan of action than state supported living center due to 

the level of behavior and emotional damage these young people have endured. 

The school system in the smaller rural areas as well seem to care little about 

providing interventions and many times the MRA [Local Authority] is without 

any record of school testing to [conduct a] Determination of Mental Retardation 

for services. Both systems just want them out of their care as soon as possible and 

under the care of the MRA because we are mandated to serve if the individual 

meets our criteria. By the time we get these children and CPS has not filed or did 

not follow through on filing the necessary paperwork on these individuals to have 

an adult guardian assigned to them, this again puts us (the MRA) in the position 

of having to file a commitment for treat[ment] to a SSLC because the individual 

being their own guardian refuses treatment, but needs it. In my opinion, CPS does 
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not have trained investigators for my population. They want to dictate plan of 

action, but want no responsibility in the outcome. The school system will 

encourage graduation at 18 for those with behavior problems. The individuals 

leaving both the school system and CPS care are no more prepared when they 

entered their services when they leave their service!!! [Exclamation points in 

original] 

Professionals noted that significant intervention must occur earlier – not just Early 

Childhood Intervention [for birth to 3 years old], but when problems occur rather than 

waiting until they reach the crisis point. One respondent wrote, “supportive family and 

friends and religious communities can not only help support families but also help 

support/push them to seek/accept services and address problems,” noting that when 

“families are isolated all the problems are exacerbated.” Another professional noted that 

“by the time the family reaches CRCG, the situation is critical – often exacerbated by 

divorce, abandonment, or abuse.” 

 Two comments reflected support for the state supported living centers. One 

professional shared that community placement is not necessarily superior to placement in 

a SSLC, noting the lack of care and treatment by some private providers in the 

community. Another respondent wanted brochures and testimonies from other families to 

ease a family’s fears about placement in the state supported living center. However one 

professional commented, “I don’t think we need to have multiple SSLC in operation 

since we’ve proved that we can’t keep people safe from abuse and neglect even in such a 

structured environment.” 
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 Several of the professionals provided their opinions regarding the services needed 

in the community. Some of the services suggested included more respite, attendant care 

for 24 hours/seven days a week, after school and summer services [beyond Extended 

Year Services], lifetime care management and additional behavioral resources. Some 

suggested residential treatment for children and adolescents with intellectual disabilities; 

another recommended converting one state supported living center into short-term 

therapy or long-term housing. Another commenter noted the need for more available 

programming for short-term out-of-home behavior treatment and training that includes 

“follow up to provide supports ensuring family/parents can successfully implement 

programming effectively when the child returns to [the] family home.” A couple of 

professionals mentioned the lack of enough well-trained behavioral interventionists 

available in the community, noting that even in a large metropolitan area, the mental 

health authority is “unable or unwilling to support individuals and locating qualified 

providers to address behavior in children over 10.” Lastly, several mentioned the lack of 

funding. As one respondent commented, “cutting services at the MRA damages the future 

of the children. Cutting education funding damages the future of these kids. There needs 

to be MORE [emphasis in original] services, not less.” Another professional mentioned: 

 Most families fall into the ‘middle class’ loophole – they make too much money 

to qualify for Medicaid for a child with IDD, yet make too little money to provide 

the supports and services (therapies, equipment, etc.) that the child needs to 

succeed at life.  
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 Lastly, a professional wrote, “It is my opinion that we, as a society, have a 

responsibility to care for and provide for the most vulnerable people in our population, 

which includes children with intellectual disabilities.” 

Summary 

 This study was conducted to gain an understanding of the influences on decision-

making regarding the placement of individuals under the age of 22 in Texas state 

supported living centers as well as the community services needed to prevent such 

placements. There were two research questions: 1) What factors influenced the decision 

to place a child under the age of 22 into a state supported living center? and 2) What 

community-based services and supports could have prevented the placement?  

 A total of 231 surveys were received from the six targeted groups: 

parents/guardians of individuals under age 22 living in state supported living 

centers(SSLCs), parents/guardians of individuals under age 22 who pursued SSLC but 

chose community-based funding for supports and services, Local Authority 

interdisciplinary team members who must decide about the placement, CRCG 

interagency team members who must approve a decision to place, County Judges who 

must commit the individual to a SSLC, and the Directors of SSLCs who must determine 

if the individual’s needs can be met with the placement. 

 The demographics yielded an interesting finding. Neither the ethnic percentages 

for the parents in the two programs (SSLC and community-based waiver funding) nor the 

professionals represent the percentages in the general population of Texas. In addition, 
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the demographics showed that just less than half of the individuals receiving the 

community-based supports and services lived with families. 

 In terms of research question 1 (influences on the decision-making to place an 

individual under age 22 in a SSLC), the results indicated a variety of reasons for 

placement other than their child’s behavior: insufficient or inadequate community 

services, not the needed services, lack of appropriate mental health services, fiscal 

ineligibility for community services, parent’s inability to hold down a job and the SSLC 

being the only option available. Community parents chose the waiver funding due to the 

availability of community-based alternatives and being able to keep the child close to 

home. Both the residential and community parents expected SSLC placement to be long-

term (lifetime). Most parents wanted to keep their child at home as long as possible. The 

parents and the professionals expected that the children in the SSLC would get better 

through the placement, but as reported by some parents, that was not always the case. 

Lastly, the parents and the professionals felt most influenced by the Local Authority. The 

professionals also were influenced by the need for 24-hour supervision, one-to-one care, 

mental health treatment and needing a place to live, yet almost one-half had not visited a 

SSLC in the last two years. Further, the professionals agreed with the practice of SSLC 

placement of individuals under age 22, particularly those over age 14. Ironically, almost 

one-half of the professionals felt that placements would be temporary (one year) with 

limits until the individual “gets better.” The prevailing opinion among professionals is 

that they would not recommend placement if appropriate services were available in the 

community. 
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 Research question 2 addressed the need for community-based services to prevent 

the placement of individuals under the age of 22 in SSLCs. One interesting finding was 

that 94% residential individuals and 97% of the community children received public 

education services prior to placement or receipt of waiver funding. Both groups found the 

public education services as the most inadequate or insufficient service they received. In 

terms of services to prevent placement, the parents agreed on improved public education 

and a personal attendant in their top two choices; whereas, the professionals listed 

behavior supports and family/friends tied with in-home respite in their top two. The 

parents chose in-home respite and behavior supports as third, and the professionals 

recommended after-school care. 

 In summary, the insufficient, inadequate, or lack of available community services 

seemed to influence parents’ seeking placement as well as professionals approving the 

placement. Although the parents stated they had the intent of keeping their family 

member in the home as long as possible, the need for services seemed to drive their 

pursuit of placement. Some misconceptions regarding SSLC placement were identified, 

i.e., placement considered long-term, the expectation that the individual would improve, 

and professionals’ perception that SSLC is appropriate considering institutional effects on 

child development. Interestingly, the parents were most influenced by the Local 

Authority staff, as were the professionals. The fact that the professionals and parents 

recommended different services may explain some of the frustration expressed by the 

parents. 
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CHAPTER 5: DISCUSSION 

This study was conducted to gain a better understanding of the decision making 

process regarding the placement of an individual with intellectual disabilities under the 

age of 22 in a state supported living center. Six distinct groups were surveyed: parents 

(i.e., residential parents) of residents under age 22 living in a state supported living center 

(SSLC), parents (i.e., community parents) who chose waiver funding for community-

based support and services in lieu of SSLC placement, Local Authority (LA) 

interdisciplinary team members who recommend placement, Community Resource 

Coordination Group (CRCG) interagency team members who must review alternatives 

and approve the recommendation, County Judges who must commit the individual, and 

Directors of the SSLCs who must approve that an SSLC can meet the individual’s needs. 

The research questions were: 1) What factors influenced the decision to place a child 

under the age of 22 in a state supported living center? 2) What community-based services 

and supports could have prevented the placement? 

Three theoretical frameworks inform the results of this study. The overarching 

theory is based on the normalization principle that supports the dignity of people with 

intellectual disabilities and their right to live a life as much like their age-appropriate 

peers without disabilities as much as possible (Wolfensberger, 1975). That is, children 

belong in families if at all possible. The second theory provides a context for 

understanding the influences (and potential supports or drains) on the child within the 

family context. Bronfenbrenner (1979, 1986) offers an ecological view of the child in the 

middle of five concentric circles, representing systems of influence. The microsystem is 
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where the child lives; the mesosystem involves interaction between two or more systems 

(e.g., home-school-church); the exosystem represents influences outside of the child’s 

active participation (e.g., parent’s work); the macrosystem reflects the cultural values and 

beliefs of the community; and intersecting all of the systems is the chronosystem that 

captures influences over time. Viewing a child through the lens of Bronfenbrenner’s 

(1979, 1986) ecological theory provides the service delivery system with a more holistic 

approach to providing supports and services needed to keep the child and the family 

intact. Finally, Engster (2004) provides the Institutional Caring Political Theory. Building 

on the work of Noddings (1988) Caring Theory, Engster (2004) posits that in institutions 

all individuals involved have the right to have their needs met and capabilities developed. 

The application of the Institutional Caring Political Theory to the overall system serving 

children with intellectual disabilities would require meeting the needs of both the child 

and family as well as creating a community of care surrounding the family.   

 The data in this study raise several important issues that directly impact various 

aspects of the service delivery system for families who have children with intellectual 

disabilities. The recommendations address the most prominent issues and offer potential 

solutions. The development of systemic recommendations must include a strategic plan 

that maximizes the probability of their implementation. This study’s results and 

recommendations will be shared with state-level administrative staff at DADS and HHSC 

via an Executive Summary. In addition, the summary will be provided to the Children’s 

Policy Council. House Bill 1478 of the 77
th

 Texas legislature established the Children’s 

Policy Council to provide assistance to: 
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 health and human services agencies in developing, implementing, and 

 administering family support policies and related long-term care and health 

 programs for children. The Council produces a biennial report with 

 recommendations to the HHSC Executive Commissioner and the Texas 

 Legislature. (Texas Health and Human Services Commission, 2013a, para. 1) 

 In addition, the Executive Summary for this study will be shared with the 

Disability Policy Consortium, consisting of 10 local and 20 statewide independent 

disability and health advocacy organizations. Shepsle and Boncheck (1997) explain that 

“much political discourse is conducted in terms of groups” (p. 222). The authors refer to 

the collective action of groups to influence changes in the status quo, “…the resultant of 

the various group forces applied to the existing status quo – is a new policy status quo” 

(p. 223-24). The authors continue, “Politics, in this view, becomes physics, each group is 

a ‘force vector,’ and the political outcome of a struggle is simply the mechanical resultant 

of the various forces at play” (p. 224). Lastly, the mental health data and 

recommendations will be shared with the Hogg Foundation for Mental Health which 

promotes research, policy and education. The recommendations are listed as follows in 

priority order; however, it is suggested that consideration be given to simultaneous 

implementation of policy implications one and two. 
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Policy Implications: 

1) DADS adopts child-appropriate and family-friendly approach to service delivery. 

 Make services accessible. 

 Legislation directing DADS to make services accessible, age-appropriate and 

family-friendly, including flexible funds to address family support. 

 DADS Board affirms Family Supportive Services for Children and Youth 

policy with directives to use the policy in review of current and future rule-

making. 

 DADS administration directs staff to review current rules and procedures that 

may need changing in order to adhere to the policy. 

 DADS staff (and LA staff) recommend modifications to services to better 

address the needs of children and families. 

 DADS develops rules that support policy implementation. 

 Early Intervention 

 Parents and professionals recommend intervening early before the family 

situation is in crisis, between ages five and six. 

 DADS requires via contract that Local Authorities share information 

regarding services with Early Childhood Intervention programs, Preschool 

Programs for Children with Disabilities, and Headstart. 

 Mental Health services 

 Data show that families have difficulty accessing mental health services 
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 DADS develops (or directs LAs to develop) arrangement with DSHS so that 

LAs (and SSLCs) can access local public mental health services for children 

with diagnoses of intellectual disability and mental illness 

 Coordination with other agencies 

 Data indicate lack of coordination, particularly Local Authorities’ relationship 

with CPS, the schools, and the state mental health hospitals. 

 DADS develops procedures that support coordination with other agencies 

 HHSC considers development of a state-level CRCG for institutional 

placements 

 Continuum of appropriate options for children and families 

 DADS contracts with LAs to develop mobile crisis teams for families 

experiencing a crisis 

 DADS considers providing access to needed intervention to prevent out-of-

home placement for families to by-pass the waiting list for services 

 DADS requires HCS providers that serve children to provide the continuum of 

options 

 More options for judges to order community-based services 

2) Rethink use of SSLC 

 Eliminate incentives to placement 

 Financial eligibility for services 

 Parental choice with no fiscal responsibility 

 Restructure use of SSLC 
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 Limit stay to <6 mos. 

 SSLC consult/contract with Local Authority to make expertise available 

 Use cottages for family training 

 SSLC is not for children 

3) Conduct outreach to the minority population. 

 Data indicate low minority representation in the study. 

 DADS considers a task force with representatives of minority communities to study the 

issue. 

Implications for training 

 Training for DADS staff, LA staff, parents, CRCG members, and county judges 

on: 

 DADS policy on Family Supportive Services for Children and Youth 

 Effects of Institutionalization on children with intellectual disabilities 

 Use of waivers with each service having flexible caps 

 Use of positive behavior supports 

 Training with CPS investigators regarding children with intellectual disabilities 

and use of positive behavior supports  

 Training with SSLC targeting outcomes that move the individual toward a less 

restrictive placement and well as what occurs when goals are not met.  
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Demographics 

 The demographic data of this study not only defines the populations but also 

provides some important insights into the placements and choice of options for placement 

of children. Blacher, Henneman, and Rousey (1992) as well as Rousey, Blacher, and 

Hanneman (1990) notes significant differences in child characteristics between those who 

live at home and those who are in out-of-home placements. However, a crosstabs 

calculation indicates no significant differences found between the two sets of children 

(those in SSLC residence and those living in the community) on the demographic 

categories: gender, ethnicity, level of intellectual disability, presence of autism, behavior 

disorders, medical diagnoses, mental health diagnoses, and age. In addition, there is no 

significant differences between the two groups of parents (residential and community) 

when compared by ethnicity, age, education, income, and employment (single not 

working, single working, two parents one working, two parents both working, two 

parents not working). Therefore, it appears that the supports and services that keep the 

children in the community could also be applied to those in the SSLCs. It is noted that the 

number of children with autism far exceeds the incidence rate of 1% in the general 

population (Autism Society, 2013), and the number of children with serious mental health 

needs is also greater than the incidence rate of 6% in the general population (National 

Institute on Mental Health, 2013), perhaps due to the concomitant existence of 

challenging behaviors. 
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PARENT DIFFERENCES 

 The data confirms Cole and Meyer (1989) as well as Hanneman and Blacher 

(1998) who found the higher the incomes of families, the less likely the children would 

be kept at home. Although not statistically significant, an interesting finding in this study 

is that the parents of residents of the SSLCs tended to be older, better educated, with two 

parents, and had higher incomes than the community parents. This phenomenon could be 

explained by the eligibility for one of the four Medicaid waivers that provide community-

based support for children is based on the parents’ incomes (i.e., Texas Home Living 

Waiver); therefore, unless the family is already Medicaid eligible, this waiver is not 

available for funding. The other three waivers that are not based on the parents’ incomes 

have very long waiting lists (e.g., eight to ten years) so unless the family placed their 

child on the list at birth, the waiver funding would not be available when they need it. 

However, since the residential parents are predominantly White with higher education 

and incomes, the explanation could be that these families have more social capital and, 

therefore, are able to place their children in the SSLC. Stanton-Salazar (1997) explains 

social capital as “the unequal distribution of opportunities for entering into different 

social and institutional contexts and for forming relationships with agents who exert 

various degrees of control over institutional resources, such as bureaucratic influence” (p. 

4). The author adds, “the importance of such institutional agents and advocates can be 

illuminated by looking at how dominant group members consistently depend on these 

social ties to secure their successful and privileged participation and mobility within 

mainstream institutional arenas” (p. 4). In this case, parents whose demographics do not 
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significantly differ from the professionals, work within the public system to access the 

most expensive service offered by the state - SSLC placement. 

ETHNIC DIFFERENCES 

 Another noteworthy finding is the discrepancy between the demographics of both 

parent groups and the U. S. Census for Texas (2013) which reported 45% White (67% of 

parents surveyed), 12 % African American (12% of parents surveyed), 38% Hispanic 

(10% of parents surveyed), 4% Asian (1% of parents surveyed), and 1% other. Clearly, 

the Hispanic population is not equally represented in the families seeking out-of-home 

placement for a child with intellectual disabilities. An interesting note is that the 

investigator was told that all parent recipients of the survey spoke English; however, the 

researcher received a telephone call from a parent who had received a survey but spoke 

only Spanish. Although this was an isolated incidence, it may explain, in part, the low 

Hispanic representation and possible error of identification of parents by ethnicity. 

However, the ethnicity reported in this study affirms Cohen’s (1997) findings that 

minorities (i.e., Latino and African American) were less likely than Angelo families to 

place a family member out of the home. The author attributes this tendency to a higher 

level of religiosity and cultural values. Blacher, Hanneman, and Rousey (1992) also 

suggest that ethnicity may play a role in placement decisions. 

 The professionals in the survey are also not representative of the ethnic 

distribution of the Texas population. However, they do report a higher percentage of 

Hispanic staff than parent groups.  The Community Resource Coordination Groups 

contribute the largest percentage of Hispanic responses at 38%, reflecting that the CRCG 
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interagency groups more accurately reflect the ethnicity representation of their 

communities. 

OUT-OF-HOME PLACEMENTS 

 Wynne and Rogers (1985) as well as Hanneman and Blacher (1998) report that 

consideration of placement is a strong predictor of placement. Blacher (1990) noted that 

placement decision-making is a linear process. This is affirmed by the data reported by 

parents. The data indicates the mean age for consideration of placement and actual 

placement (or in the case of community parents, the pursuit of placement) as two years 

younger than the mean age for placement or receipt of the waiver. If the local service 

providers are aware of this delayed decision-making process; it will allow them to 

intervene and possibly prevent placement. 

 The demographic data indicate that waiver funding kept some individuals with 

intellectual disabilities in the community, but only 24% live in the family home. Over 

half live in three- or four-person group homes with the remainder living in foster homes. 

This trend appears to indicate that the service delivery system has not developed age-

appropriate, available services for children and families, but rather serves children in 

environments that are designed for adults. In doing so, Wolfensberger’s (1975) 

normalization theory has not been applied in the development of services for children and 

families. The State’s protective services (Texas Department of Family and Protective 

Services, 2013) has specific rules for foster care and 24-hour residential care that does 

not allow co-mingling placed adults and children other than those young adults up to 23 

years old who grew up within their system. In addition, the Texas Department of Aging 
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and Disability Services (2013b) has a special initiative with The Medically Dependent 

Children’s [Medicaid] Waiver, which provides services “to encourage de-

institutionalization of children in nursing facilities” (para. 1).  The study data indicate 

that children with intellectual disabilities live in community group homes for people with 

intellectual disabilities which are funded by the Home and Community-based Services 

(HCS) Medicaid waiver or Intermediate Care Facilities for People with Intellectual 

Disabilities (ICF/ID) Medicaid funding. However, there are no HCS or ICF/ID rules 

addressing co-mingling children and adults with intellectual disabilities living in 

community group homes; therefore, it is assumed that at least some of the children live in 

group homes with adults.   

 Although the data indicate a large percentage of both populations lived at home at 

the time of SSLC admission or receipt of waiver, slightly more of the community 

children did compared to the residential children. The parent responses show a number of 

residential and community children experienced out-of-home placements (42% of the 

current SSLC residents), albeit for shorter periods of time for the community children. 

Child welfare literature, updated in 2008 by Strijker, Knorth, and Knot-Diskscheit, 

reveals that “children who had experienced many placements showed an increase in 

problem behavior, [and] children, who were initially without problem behavior, also 

developed problem behavior as a result of these replacements” (p. 121). The authors also 

note the development of attachment disorders and the propensity for future failed 

placements. Barth et al. (2007) state that children with emotional or behavioral disorders 

are more likely to experience four or more placements than their peers without emotional 
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or behavioral disorders. The authors note that depression and not living with their siblings 

predict the movements from placement to placement among children with emotional or 

behavioral disorders. The negative effects of multiple placements upon children become 

particularly pertinent in light of the SSLC placements of children who have experienced 

multiple placements prior to SSLC admission. For example, one professional notes, “ In 

three months time, he was placed in 9 placement settings through CPS and finally he was 

sent to a MH Facility for youth and CPS called the Local Authority panicking and 

needing him placed in the SSLC.” Using Bronfenbrenner’s (1979, 1986) ecological 

theory, each placement results in different circles of influence, with many of the 

placements using shift staff to substitute for the permanent, around-the-clock 

relationships of the family. Blacher (1990) notes that even out-of-home respite care leads 

to out-of-home placement. 

PROFESSIONALS’ ROLES 

 The activities selected most frequently by the professionals are: 1) determining 

what supports were needed to maintain the child in the family home, and 2) determining 

eligibility or approval of the SSLC placement. The professionals’ responses indicate a 

preference for identification of supports to maintain the individual in the home as their 

primary responsibility. The professionals appear to have examined supports around the 

child and family in an ecological approach, e.g., Bronfenbrenner’s model 

(Scheerenberger, 1983). The professionals’ responses indicate consideration for the 

various systems that could support the child and family. 
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Research Question 1 

What factors influenced the decision to place a child under the age of 22 into a state 

supported living center? 

REASONS FOR PLACEMENT 

  The top reasons for placement (or in the case of community parents, 

consideration of placement) noted by the parents are the same as reported in the 

literature: aggression, destruction, and behavior issues (Goldman, 2001; Kobe, Rojahn, & 

Shroeder, 1991; Sherman, 1988; Tausig, 1985) as well as the caregiver’s inability to cope 

(Hanneman & Blacher, 1998; Mirfin-Veitch, Bray, & Ross, 2003). One can conclude 

based upon the parent’s seeking placement, they were experiencing an inability to cope. 

Wynne and Rogers (1985) defines the inability to cope or a feeling of helplessness and 

hopelessness as depression. A few of the parents name new placement reasons that have 

not appeared in the literature: concern for parent’s work or job, financial ineligibility for 

community services, and child’s runaway behavior. The latter might be included in the 

broad category of behavioral issues. Some reasons for placement mentioned in the 

literature that are not specifically emphasized by parents in this study include: level of 

intellectual disability, number of siblings, and presence of autism (mentioned twice). 

PLACEMENT EXPECTATIONS 

 The responses of both parent groups support the findings of Mirfin-Veitch, Bray 

and Ross (2003) that families have a strong commitment to maintaining their child in the 

family as long as possible. A noteworthy finding is that the vast majority of both groups 

of parents expected the SSLC placement to be long-term or for a lifetime. Interestingly, 
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the professionals expect the placement to be temporary for one year. The DADS contact 

notes that the current length of stay for those under age 18 is 2.2 years and for those 18 

and over, 3.3 years (DADS contact, personal communication, April 17, 2013). The 

DADS (July, 2012) espouses that “placement of a an individual under 22 years of age 

in an institution (as defined above) is considered temporary and approval for the 

individual to reside in the institution must be obtained every six months” (para. 3). 

Further, the DADS (July, 2012) website indicates the following regarding individuals 

under the age of 22: 

It is important that children with disabilities live in a family or family-like 

setting rather than an institutional setting. Permanency planning is a 

philosophy and planning process that focuses on achieving family support for 

individuals under 22 years of age by facilitating permanent living 

arrangements that include an enduring and nurturing parental relationship. 

(para.1) 

Interestingly, the data show 20% of the professionals expected the SSLC placement 

to be long-term, at least past 21 years of age. DADS’ stated intent of the SSLC 

placement for individuals under the age of 22 appears to be incongruent with the 

parents’ (and some professionals’) perceptions. Perhaps these discrepancies explain a 

parent’s comments about receiving mixed messages from the DADS providers. (See 

Chapter 4 for the specific parent comment.) 

 The data indicate the professionals considered the SSLC’s availability of a 

psychologist/behavioral specialist whose expertise is children as critical for them to 
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consider SSLC placement. The participants’ responses show that some parents and 

professionals expected the placement to resolve behavioral issues so the individual 

can return home. This belief that supports the need for going to another place for 

healing is common in a medical model; but, current best practices in behavior 

intervention for persons with intellectual disabilities endorse positive behavior 

supports which focuses on the environment in which the behavior occurs.   

 The Individuals with Disabilities Education Act (IDEA, 1997) mandates the 

use of positive behavior supports as a preferred way of handling student behavior, 

stipulating that “in the case of a child whose behavior impedes his or her learning or that 

of others, consider, when appropriate, strategies, including positive behavioral 

interventions, strategies, and supports to address that behavior” (p. 57). Carr et al. (2002) 

define positive behavior supports as “an applied science that uses educational 

methods to expand an individual’s repertoire and systems change methods to 

redesign an individual’s living environment to first enhance the individual’s quality 

of life and second, to minimize his or her problem behavior” (p. 4). Johnston , Foxx, 

Jacobson, Green, and Mulick (2006) attribute the beginning of the use of positive 

behavior supports to Horner et al. (1990) who first advocated for nonaversive 

techniques to change behavior. Carr et al. (2002) suggest that positive behavior 

supports evolved from three influences: “applied behavior analysis, 

normalization/inclusion movement, and person-centered values” (p. 4). Addressing 

challenging behaviors within the family environment reflects the theories posited by 

both Wolfensberger (1975) by keeping the child in the home and Bronfenbrenner 
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(1979, 1986) by effectively using the resources of the mesosystem to support the 

microsystem. Further, the system addresses both the needs of the family and the 

child as described by Engster’s (2004) Institutional Caring Political Theory. 

Individuals with behavior issues residing in the SSLC receive positive behavior 

supports as part of their habilitation plan (DADS, October, 2012). However, by 

definition, the use of positive behavior supports is designed to alter the current 

environment (i.e., SSLC) to make the individual successful. Since positive behavior 

supports are not designed to alter behavior at home or the home environment, it is no 

surprise the original behavior that initiated the placement reappears during home 

visits, possibly due to the difficulties individuals with intellectual disabilities have 

with generalization. 

 The data reveal that the largest number of professionals (47%) indicated the belief 

that limits should be placed on the length of placement, but their recommendations 

ranged from one month to one year. The wide range of recommendations for length of 

placement may be a partial explanation for the lack of consistency in the 

recommendations of SSLC as an appropriate option for individuals under age 22, 

particularly for ages 15 to 22 which reached 80% approval.  

 The current high approval rates of placing individuals under age 22 in a SSLC 

may be explained by Pierson’s Path Dependence Organizational Theory which espoused 

that once an institution begins down a path, it becomes more and more costly to reverse 

the practice (Pierson, 2000). Pierson notes that continuing down the path becomes self-

reinforcing. To change the direction of placing children in SSLC would cost the state 
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services system, both in terms of providing additional community-based services as well 

as fewer revenue-generating residents (via federal ICF/ID funding) available for the 

SSLC. Additional research that examines this organizational theory may prove useful in 

understanding current practice. 

INFLUENCES ON DECISION-MAKING 

 These findings indicate that the parents were influenced most by the Local 

Authority. These data appear to support the suggestion advanced by Mirfin-Veitch et al. 

(2003) that professionals actually facilitate placement by validating the parents’ 

insecurity to maintain the child at home and by questioning the mothers’ mental health. 

This may be due to the professionals’ feelings of inadequacy, placing themselves in the 

families’ shoes, an inability to address the needs of the family due to a lack of services or 

simply honoring the parents’ request. However, whether their actions that influence 

parents to place their children in SSLCs are due to professionals’ personal attitudes or the 

diminished health of the caregiver, the professionals appear to not embrace the basic 

tenets of permanency planning to maintain the parental relationship with the child.     

 Interestingly, the data show that professionals are most influenced by parents. It is 

noteworthy that only 28% of the professionals indicated they considered the interest and 

desire of the child, thus not meeting Engster’s (2004) requirement of meeting the needs 

of all individuals involved. The results also indicate the second most frequent influence 

was due to input or influences that were generated by a member of their teams. Most 

decisions regarding placement are made by teams. Miller (2006) explains that in 

“classical theories of organizational behavior, decision making is an entirely rational and 
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logical process” (p. 169) with four stages: gathering information, generating alternative 

ways to address the issue, developing the pros and cons for each potential option, and 

evaluating the information collected for the pros and cons to weigh the costs and benefits 

for each option. Considering the fact that the results indicate half of the residential 

parents reported not being offered community-based supports or services (i.e., 

alternatives to institutional placement), it appears the professional teams stopped at stage 

one, gathering information, and never progressed to generating alternatives. For example, 

the data show almost half of the professionals noted the reason for placement as “a place 

to live.”  

 Kaplan, Schaefer, and Zinkiewicz (1994) explain that teams making decisions 

differ. For example, some teams base decisions on intellectual or inforrmative 

information (e.g., reports, written material, data), rather than affective issues or 

influences. Other teams make judgments on affective or normative material which may 

include social factors such as organizational norms or others’ preferences. Miller (2006) 

purports, “alternatives to the rational approach have been identified in which the decision 

‘satisfies’ the process, but may not be the best solution” (p. 169). Further, the author 

mentions the pitfalls of “groupthink” (p. 175), in which team members are more 

interested in a cohesive appearance and maintaining team relationships, than determining 

the best decision. Finally, Miller (2006) explains that a cultural approach to decision-

making within an organization may reflect the values of the organization rather than what 

may be the best option. Disagreements within the team indicate differing values from the 
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organization (p. 187). This would imply that organizations merely honor the parents’ 

wishes (rather than determining what may be best for the child and family).  

 Perhaps teams do not have adequate assessment tools to determine specific 

needed services and supports for children and the families. The DADS uses the same 

assessment tool (i.e., Inventory for Client and Agency Planning-ICAP) for adults, 

children and families to determine level of care needs. The instrument claims to be 

appropriate for all ages. The following is an explanation of the norming of the 

instrument: 

The ICAP was normed using typically developing individuals (infants through all 

stages of adulthood), across gender and multiple ethnicities. The ICAP 

Examiner's Manual provides extensive information regarding the development 

and norming of the tool. Since it measures human development based on typical 

age, it continues to be an effective and useful tool identifying skills needs for 

individuals with developmental disabilities. (personal communication with 

Rhonda Befort, President of Arbitre Consulting, Inc., January 30, 2013) 

 A noteworthy finding that may influence decisions is that almost half of the 

professionals involved in making placement decisions had not visited a SSLC in the last 

two years. Without visiting a SSLC, professionals do not have a current picture of the 

environment and services available and must rely on written information or the opinion 

of other team members. It may be considered tantamount to a physician prescribing a 

medication or procedure for which he/she has no first-hand knowledge. The data also 

indicate that many professionals would not recommend placement if appropriate 
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community resources were available. When asked under what conditions the professional 

would not approve a SSLC placement, one professional writes, “when there are services 

in the community that can meet the needs of the consumer while preserving the family 

unit or current placement.” The participant comments indicate that in some cases, the 

lack of community supports and services resulted in the SSLC being the only option. The 

data show that 38% of the professionals felt that the SSLC being the only option was the 

most important influence on their decision for SSLC placement. The results imply that 

professionals prefer children living with supports in their families, per Wolfensberger’s 

(1975) notion of what is normal for children, but there was a lack of support from 

Bronfenbrenner’s (1979, 1986) mesosystem, exosystem, and macrosystem. Research 

question 2 presents the most frequently mentioned parental and professional opinions 

regarding which community services would have prevented the placement. 

Research Question 2  

What community-based services and supports could have prevented the placement?  

SERVICES NEEDED 

 The data indicate that parents and professionals recommend many of the same 

supports and services to sustain the child remaining home. Table 5.1 provides a list of the 

most frequently recommended services, arranged with the top priority listed first. The 

table also includes an average of the recommended age to begin receiving the services. 

Although many of the services are the same, the rankings appear slightly different. The 

parents’ top priority is fulltime public school; whereas, the professionals’ highest ranking 

is behavior supports. Personal attendant is recommended by both, but the parents’ rank of  
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Table 5.1 

Comparison of Combined Parents’ and Professionals’ Highest Ranked Services 

________________________________________________________________________ 

Parents’ Ranked         Age to  Professionals’ Ranked      Age to  

Priorities  Begin Service  Priorities     Begin Service 

________________________________________________________________________ 

Fulltime Public School 5.9  Behavior Supports  5.4 

Behavior Supports/  5.8  Family and Friends  3.8 

     Personal Attendant  7.5 

In-Home Respite  6.9  After School Care/  5.9 

           Mental Health Treatment 6.4 

Mental Health Treatment 7.9  Personal Attendant  6.5 

 

Average Age to  

     Begin All Services:  5.6      5.8 

________________________________________________________________________ 

Note. Definitions for services are in Appendix A. 

 

the attendant ties with behavior supports for second, and the professionals listed it as 

fourth. In-home respite is listed third by the parents; however, it is not listed in the top 

five for professionals. Mental health treatment is fourth for the parents and third for the 

professionals. Family and friends as well as after-school care are listed by the 

professionals as second and third, but are not ranked in the top five by either group of 

parents. The implications of the variances could indicate that professionals may not be 

accurately learning from the family what their priorities and, therefore, are in need of 

training. In terms of service delivery, the Local Authorities might focus resources on 
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those supports and services listed by parents, including working closely with the schools. 

Further, the data could help Local Authorities plan more specifically for the ages’ 

services need to be available.   

 It is noteworthy the data indicates County Judges prefer the option of a court 

order for community-based service. This is similar to the option for children with serious 

emotional disturbance, even though the majority of the judges were not given any 

information about community alternatives to a commitment to a SSLC. However, the 

data provided several examples of community efforts to divert SSLC placement as well 

as SSLC attempts to keep the family engaged which might have been provided as 

information for the judges prior to commitment. 

Implications for Policy 

The Lyndon Baines Johnson School of Public Affairs at The University of Texas 

at Austin (2001) published a two-volume report entitled, Planning a successful family 

support system in Texas. Volume I addresses best practices from other states, and volume 

II provides an overview of current services in Texas and recommendations for future 

policy. Interestingly, the data and recommendations from this study support the 

recommendations that were presented in these reports more than 10 years ago. The 

corroboration of data and recommendations provide little cause for celebration but 

suggest an unfortunate lack of progress in the state in addressing the issues that plague 

the provisions of effective services to children with significant disabilities.  

Texas continues to serve an increasing number of children with intellectual 

disabilities in institutions (large SSLCs or small community-based ICF/IDs), and the 



 160 

current political and fiscal/economic context suggests this practice will continue. The 

literature clearly delineates the adverse effects of institutionalization on children with 

intellectual disabilities. Further, in concert with normalization theory (Wolfensberger, 

1975), children belong in families. Therefore, in order to serve children with intellectual 

disabilities in the most appropriate environment, Texas needs to develop an effective dual 

approach to this issue which would include 1) sufficient, age-appropriate and family-

friendly supports and services in the community to maintain children with intellectual 

disabilities in their homes and community, and 2) the rethinking of how the state can 

approximate Bronfenbrenner’s (1979, 1986) in-home model if the child is placed in a 

SSLC, community-based ICF/ID or HCS.  

1.  ADOPT CHILD-APPROPRIATE AND FAMILY-FRIENDLY APPROACH TO SERVICE 

DELIVERY 

The data show that several parents indicated difficulty accessing services and 

supports in the community. One County Judge suggests that “policy changes [are needed] 

to make more choices available.” Children with intellectual disabilities are only admitted 

to state institutions via a court order. Texas County Judges indicate they would like 

procedures that permit judges an option of court-ordered community support services for 

children with intellectual disabilities similar to existing options for children with serious 

emotional disturbance. It would appear that County Judges already have an option for 

court ordering community-based services for children with intellectual disabilities who 

ALSO have a mental illness. The statutory constraints should be explored and, if 
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necessary, altered to provide County Judges with more than the perceived single option 

of institutional placement.  

Services for children and families need to be accessible and age-appropriate. One 

professional explains that “families need more accessible support to keep their high risk 

children in their homes…registered respite providers and 24/7 attendant care.” Another 

professional suggests “a broad array of community-based services for children and 

families to enable keeping them in their homes…” In keeping with Engster’s (2004) 

Institutional Caring Political Theory, services must include meeting the needs and 

developing the capabilities of all individuals involved which may include the reinstitution 

of flexible funds to provide family support services, rather than individually-focused 

services. The data show that both groups of parents felt that at least 88% of the 

community services they had received were inadequate or insufficient, reflecting a lack 

of supports from Bronfenbrenner’s (1979, 1986) mesosystem. The lack of accessible, 

appropriate and sufficient community-based services could explain the number of 

professionals (38%), including 90% of the SSLC Directors, who indicated that the SSLC 

was the only service available. As one professional notes, “It is almost always the case 

that there are simply no other options available to the family to help keep themselves or 

their child safe in their own home.” Another professional writes that the “best level of 

care when living at home is not an option.” Allen (1992) posits that “by strengthening 

families’ ability to nurture their children physically, emotionally, and intellectually, 

family support programs increase the likelihood that children will grow up healthy, safe, 

and successful” (abstract). In consideration of institutional expenditures versus 
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community service costs, an investment in children with intellectual disabilities and their 

families would clearly be more cost effective and could save the state thousands of 

dollars in institutional placements (Rosenau, 1996). The author suggests that “the 

majority of issues which prevent implementation of permanency planning are not funding 

or lack of technical skills, but failure to appreciate the implications of the [permanency 

planning] policy” (p. 29). Some of the services suggested by professionals includes 

specialized child care, after school care, and summer care, thus expanding what 

Bronfenbrenner (1979, 1986) referred to as the mesosystem.  

Services to children and families are different from services to adults in that 

service providers must address the needs of the child, which must be considered within 

the context of the family, the school, and other organizations or professionals involved 

with the child, thus assuming an ecological approach (i.e., Bronfenbrenner, 1979, 1986) 

to service planning and delivery.  

 The large number of adults served by the Department of Aging and Disability 

Services (DADS) tends to drive policies that are primarily adult- and individual-focused; 

whereas, services for children need to be “family-centered” (The University of Texas at 

Austin, 2001, p. 65) in which the determination of what is best for the child is done 

within the context of family and community with an approach of “whatever it takes”     

(p. 57) to maintain the child in the community. This organizational approach to 

addressing the needs of both the child and family is an example of Engster’s (2004) 

Institutional Caring Political Theory, an expansion of Noddings’ (1988) caring theory. 

Noddings (1988) addresses the ethics of caring within an educational setting; Engster 
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(2004) extends the ethics of caring to institutions and added that all individuals involved 

have rights, needs and abilities that must be recognized by the institution. Therefore, 

application of this theory to children in institutions would require addressing both the 

child and family in beneficial ways.  Noddings (1988) posits that if the ethic of caring is 

implemented, decision-makers would sense an obligation to promote caring communities. 

 Funding must be flexible enough to address more than just the child, but family 

support services as well. This policy change can occur in a variety of ways. Legislation 

can direct the DADS to provide services to children that are accessible as well as age-

appropriate and family-friendly. The legislative directive could be a rider to the 

appropriations bill. The Legislature may amend the Health and Safety Code 531.001 

Purpose (Policy) for the policy and 531.002 Definitions, (13) definition of services to 

include family supportive services. The Legislature may amend the Texas Administrative 

Code, Title 50, Part 1, Chapter 9, Subchapter D that describes service components of the 

HCS program. 

The DADS Board can re-affirm their existing policy, Family Supportive Services 

for Children and Youth, with directives to use the policy as guidance for existing and 

future rule-making. The DADS administrative personnel can direct their staff to review 

current rules and procedures that may need to be changed in order to adhere to the policy. 

In addition, staff can recommend modifications in existing services so they better address 

the needs of children and families without increase in costs. Finally, the DADS can 

develop agency rules that support the policy implementation. Such a shift in policy may 

require training and re-education of staff at all levels as well as for families.  
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a) Accessibility – intervene early.   

A professional suggests “providing supports at an earlier age so families feel 

more supported and able to adapt when child is older.” Another professional 

recommends:  

Schools should know more about what non-educational services are available 

in the community such as the Local Authority and refer children before they 

reach a crisis point…early intervention – not just ECI [Early Childhood 

Intervention] which ends at three but significant intervention when problems 

arise in the home – not waiting until they reach the crisis point. Schools often 

see this but since it happens at home they focus on school and don’t address 

the issues until they spill over into school. 

 The DADS statistics show that the youngest resident of a SSLC is age 11; 

however, both parents and professionals recommend intervention to begin at five 

years of age. This could occur by the Local Authorities sharing information with 

parents at Early Childhood Intervention programs (birth to three) and Preschool 

Programs for Children with Disabilities (three to five, administered by local public 

school districts), as well as Headstart programs. 

b) Accessibility – availability of mental health services.  

 The DADS information indicates that current residents have mental health 

disorders, and mental health treatment is a priority for both parents and 

professionals. The parents’ responses indicate a frustration and inability to access 

services for their child who has a psychiatric diagnosis.  One parent writes, “He 
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exhibited both homicidal and suicidal thoughts and actions and there was no help in 

community supports.” A professional notes: 

 If community placement is found, either the LON [Level Of Need] payment 

rate is not enough to cover needed staff or the behaviors become so intense 

the lack of behavioral supports causes placement due to providers dumping 

people in psychiatric hospitals and refusing to pick them up. 

The State funds public mental health services for children and families, and the data 

indicate that in some areas, local mental health authorities are accessed, but not 

statewide. One professional shares: 

There are limited community supports in North Texas for individuals with 

very challenging behavior and/or mental health issues and an IDD diagnosis. 

The North Star system [Dallas county mental health authority] is unable or 

unwilling to support individuals and locating qualified providers to address 

behavior in children over 10 is very difficult. 

All Local Authorities and SSLCs should have access to public mental health 

services. For example, rather than spending state dollars to duplicate the service for 

children with intellectual disabilities in SSLCs, existent resources could be identified 

and utilized. To support the mental health authority, the Local Authority should 

maintain case management that coordinates the mental health services with other 

supports provided to the child and family.  

 Children with intellectual disabilities should be able to receive services if 

they have a diagnosed mental illness and should not be denied services from a public 
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mental health authority because of their intellectual disability. This policy could be 

accomplished through an interagency task force between the DADS and the 

Department of State Health Services (DSHS), interagency agreements/contracts or a 

more formal memorandum of understanding, thus expanding the mesosystem (per 

Bronfenbrenner, 1979, 1986) supporting the child and family. 

c) Accessibility - Coordinate with child-serving agencies. 

This issue also has the potential to expand the mesosystem (per 

Bronfenbrenner, 1979, 1986). One parent shares, “There is NO HELP [emphasis in 

original] from any agencies. They just blame each other and expect you to have 

answers they do not have.” As mentioned previously, a professional suggests 

working with the school to refer families earlier. The data indicate a need for public 

schools to work with the Local Authority before a crisis develops. A professional 

suggests: 

Some type of partnership between school systems and DADS – My 

experience has been we offer as many options to the family to maintain their 

child at home but the schools keep calling us asking when we are going to 

place this child that they cannot serve. They are not willing to use their 

dollars to pay for a treatment center, maybe encouragement that funding is 

available for that purpose.  

Perhaps the public schools and Local Authorities could coordinate behavior 

specialists producing consistent interventions at school and home. Funding for 

specialists is available through the Regional Education Service Centers via the Non-
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Educational Community-based Support Services funding (Texas Education Agency, 

2013). In addition, according to the data, the DADS must also coordinate with child -

serving agencies throughout school-age years. In austere economic times, it is 

incumbent upon each agency to collaborate. Parents and professionals note in this 

study the lack of coordination among child-serving agencies. Another professional 

writes, “There were no available supports to assist the family in continuing to care 

for the child in the home. This includes a lack of supports or inadequate supports 

from the community and the school setting.” One Local Authority sends two staff to 

the school “to help ensure he could attend 4 hours of school per day.”  

The data indicate that 6% of the residential children and 8% of those in the 

community received less than a full school day although some of them may be 

homeschooled. The lack of education for a full school day impacts single parents’ 

ability to work. Almost 30% of Texas children live in single parent households 

(Annie Casey Foundation, 2013). In addition, 39% of residential parents and 42% of 

community parents indicate an inadequate public school education. Further, a 

professional writes that “the school professionals through TEA [Texas Education 

Agency] could not come up with a plan on how to serve an individual with these 

kinds of behaviors in the school.” As stated by another, “the school system in our 

rural areas have some of the resources available to help defer institutional placement, 

but are not always receptive to sharing that information or providing behavioral or 

respite services to families.” Another professional writes that the “school officials 
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are easily frustrated and threaten with CPS causing the families to be untrusting of 

the help offered.”  

Several additional comments address relationships with Children’s Protective 

Services. One professional shares, “CPS investigators are not trained in special needs 

children and threaten the families to take other children forcing placement in state 

supported living center to avoid the family from losing the other children.” Another 

professional writes, “CPS threaten to take the other children from the home.” A 

professional expresses frustration that “Child Protective Service wanted to dictate 

consequences but offered no assistance.” One Local Authority member provides 

examples of the frustration felt between the agencies:  

Those placed over the age of 18 typically have come from the CPS care 

system and they have done very little in my experience and through reading 

their documents to provide any kind of treatment or a nurturing environment 

that would result in any other plan of action than state supported living center 

due to the level of behavior and emotional damage these young people have 

endured. The school system in the smaller rural areas as well seem to care 

little about providing interventions and many time the MRA [Local 

Authority] is without any record of school testing to Determination of Mental 

Retardation for services. Both systems just want them out of their care as 

soon as possible and under the care of the MRA [Local Authority] because we 

are mandated to serve if the individual meets our criteria. By the time we get 

these children turning 18, we cannot force them into care because they are 
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their own legal guardian and CPS has not filed or did not follow through on 

filing the necessary paperwork for these individuals to have an adult guardian 

assigned to them. This again puts us (the MRA) in the position of having to 

file a commitment for treatment to a SSLC because the individual being their 

own guardian refuses treatment, but needs it. . . The school system will 

encourage graduation at 18 for those with behavior problems. The individuals 

leaving both the school system and CPS care are no more prepared when they 

entered their services when they leave their services!!!! [Emphasis in original] 

Clearly, the DADS and CPS need to work together to create appropriate 

community residential alternatives. 

The data show that some of the residents came to a SSLC from state hospitals. 

As in the situations expressed above, perhaps better coordination could be forged 

between the state hospitals and the Local Authority so that the Local Authority could 

plan for the return to the community. Lastly, although agency members are supposed 

to be able to allocate resources, several CRCG respondents express the inability of 

the CRCG to generate alternatives to institutionalization (Texas Health and Human 

Services Commission, 2013). Due to the adverse effects of institutionalization on 

children, perhaps a state-level CRCG could review all recommendations for 

institutional placement to avert the placement or devise a plan for return to the 

community within the six months recommended in the literature.  

The data and quotes indicate a lack of coordination and collaboration 

regarding children with intellectual disabilities and their families. This could be 
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addressed formally with memoranda of understanding or through personal contact at 

the local level. Either way, the relationships between agencies need improvement.  

d) Development of continuum of age-appropriate options for children with 

intellectual disabilities. 

One professional shares an insight: 

Most of the families with children who have intellectual disabilities do not know 

about the services provided through their MHMR or waiver programs. When I 

inform our families, they quickly get on the waiting lists. Their MHMR tells them 

that it will take at least 10 years to receive services! 

 By virtue of children’s ages and the fact that they are placed on the bottom of the 

waiting list, families are unable to receive services when they need them. One 

professional notes, “It’s the moment they request help and assistance that a ‘team’ 

(agency, school, psychologist, psychiatrists) should aggressively be proactive in the 

intense treatment and supports to keep the child in the home.” Mobile crisis teams, 

described as Assertive Community Treatment (ACT), are considered best practice for 

providing mental health services to those with chronic issues. Use of the mobile mental 

health teams or providing exceptions for families in crisis (or whose crisis could be 

averted) to by-pass the waiting list in order to access needed intervention could prevent or 

delay an out-of-home placement. 

  “There being no viable alternative residential placement options available to 

children in the community” provides the most influence on the decision of one 

professional. Spaulding for Children (1997) offers a Permanency Options Continuum for 
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Children with Developmental Disabilities (p. 1-43, Module 1) which suggests the 

following continuum of possible residential arrangements provided with supports, 

extending from the most nurturing relationships to the least nurturing relationships: 1) 

Nuclear family, 2) Extended family, 3) Co-parenting or shared parenting in which more 

than one family work together to raise a child, 4) Therapeutic foster care with goal of 

returning child to family, 5) Foster family adoption as a permanent relationship, 6) 

Recruited adoption as a permanent relationship, 7) Long-term foster care with no legal 

ties, 8) Short-term foster care with no legal ties, 9) Family group home with live-in paid 

caregivers, 10) Congregate care with paid caregivers who work shifts. (See Table 5.2) 

Currently, services either support the family or provide the least nurturing relationships in 

foster care with no legal ties, group homes or congregate care. The comments show that 

some professionals expressed the need for more group homes or residential treatment 

centers for children and adolescents, but what appears to be missing is supports for 

extended family, co-parenting or shared parenting options, therapeutic foster care and 

permanent adoptions. Such options are possible within the current Medicaid funding, but 

the DADS has not required that residential options for children to be age-appropriate and 

an available option everywhere.  

The research-based data from this study confirm the adverse effects of 

institutionalization, major reasons for the placement of children with intellectual 

disabilities in institutions, and the perceptions and misconceptions regarding placement 

of a child out of home.  Yet, the study data indicate a prevailing perception from 

professionals that approves SSLC placement for children. Bronfenbrenner’s (1979)
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Table 5.2 

Permanency Options Continuum for Children with Developmental Disabilities 

________________________________________________________________________________________________ 

 

Most Nurturing            Least Nurturing 

 

Relationships             Relationships 

_________________________________________________________________________________________________ 

 

Nuclear Family     Shared or Co-Parenting      Foster Family Adoption   Short-Term Foster Care    Congregate Care 

____ 

  

                                                  

 

     Extended Family Therapeutic Foster Care   Recruited Adoption    Long-Term Foster Care     Family Group Home 

                   

____________________________________________________________________________________________ 

Note. Adapted from Spaulding for Children (1997). 
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ecological perspective suggests ways to maintain the child in the family (microsystem) by 

providing additional support in the mesosystem. Should the child need longer out-of-

home placement, trained therapeutic foster families might provide a substitute or support 

for the family in the microsystem. Care and caution would be necessary when reviewing 

and implementing community-based services for children and families. Beadle-Brown, 

Mansell, and Kozma (2007) warns that “people living in community settings still 

experience institutional practices and attitudes and can lead lives that are predominantly 

devoid of choice, independence and inclusion” (p. 440). In order to implement age-

appropriate services, the DADS could require, via contract with all waiver providers who 

choose to serve children, they offer the continuum of residential options, including in-

home supports, shared parenting, therapeutic foster care, and adoption. One community 

parent writes, “[We have] HCS now, we still feel like there isn’t much choice for 

permanent residential living which is a quality of life for disabled. This should be a top 

priority with this growing population; this should be addressed.” Further, for safety and 

consistency with other child-service providers, the DADS could require that children not 

be placed in foster care or congregate care with adults receiving residential services.  

Currently, the Home and Community-based waiver program provides a limited 

number of children in institutions with Medicaid funding for in-home supports as a way 

to return them to a family. Waiver funding made available during the last two biennia, is 

provided to families seeking institutional placement. As the data indicate, the population 

receiving the waiver in lieu of institutionalization does not significantly differ from those 

residing in SSLC. Therefore, Texas could expand the program to include all at-risk 
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children. In order to expand, the DADS would need to request additional funding from 

the Legislature specifically for the children and families or use a larger percentage of the 

available funding for this population. 

2.  RETHINK USE OF SSLC FOR INDIVIDUALS UNDER THE AGE OF 22.  

 The current practice of placing children with intellectual disabilities in institutions 

cannot be justified financially. Institutional care is the most expensive service model and 

brings dramatic emotional stress with devastating effects on families and children; with 

possible averse developmental consequences resulting from institutionalization of a child. 

Figure 5.1 depicts how the family and community influence on a child’s 

development is changed as the child moves from living at home to placement in an 

institution. The figure also explains why positive behavior supports in SSLCs do not 

positively impact home and community living. Typically in SSLCs, staff work in 

different time shifts, with high staff turnover ratios which prohibit the development 

of long-term relationships supportive of residents. In fact, Rutter et al. (2007) offered  

that the lack of an ongoing long-term relationship with an adult (usually a parent) has 

led some institutionalized children to develop an inability to attach. Dentler and 

Mackler (1961) offered the explanation that in an institution, “efficient custodial 

care, for instance, militates against achievement of educational objectives” (p. 245). 

The restricted development of institutionalized children could be explained by those 

altered relationships as Bronfenbrenner (1979, 1986) theorized. Therefore, the DADS 

should consider eliminating the incentives for placement of individuals under age 22 

in SSLC and consider family-friendly services at the SSLC. 
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a) Eliminate incentives for placement. 

 Texas Home Living Waiver, unlike all other waivers, is income based and is 

not available to families who are not Medicaid-eligible. If services are not available 

due to income, the only option is out-of-home placement. Once the child is living 

outside of the family home, he/she is considered a family of one and eligible for 

Medicaid. One parent writes about the experience: 

 I wanted Supported Home Living, but my daughter sleeps after 

 seizures…When I first needed help in 2004, I was told that we did not qualify  

for help because we made too much money. Then, if we got past the “too 

much money” [emphasis in original] barrier, we did not have enough children 

in the household to qualify…then, after I almost died in 2009, the state said 

my child was too young to be in a group home…I wanted to keep my child at 

home during the week to see her off to school and send her to the group home 

on weekends, however, the state of Texas says they won’t help us keep the 

family together and alive. I would like the reverse benefits that foster families 

get. Their foster kids go to residential schools all week and the foster parents 

get paid for all month. Let me keep my child at home with a night nurse and 

have a slot in the group home for weekends for me to rest.  

This parent raises several issues: accessibility to services based on income and the 

flexibility of services to meet the needs of families. To change the policy of 

providing families with the same financial support as foster families would require a  
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Figure 5.1 Placement Charts. Adapted from Blacher (p. 125, 1993) and Bronfenbrenner 

(1979, 1986) 
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reconsideration and reversal of a Texas Attorney General’s opinion. However, equal 

support could be an incentive to maintain their child at home. To make the Texas  

Home Living Waiver available to all families, the Texas Medicaid plan must be 

amended. 

 Many of the professionals note “parental choice” as their most influential 

issue in deciding placement. One writes, “In some instances, when a consumer/LAR 

[Legally Authorized Representative] insists on SSLC admission, the SSLC 

Admission Application packet is submitted to the SSLC Placement Coordinator on 

behalf of the consumer/LAR.” In health care, patients typically do not have the right 

to choose the most expensive service unless the expensive service is clearly 

medically necessary. A Medicaid-funded SSLC placement should not provide greater 

care than needed; however, the Texas legislature enacted a law allowing parental 

choice to place their children in SSLCs. Typically, health services in the community 

require approval by insurance. SSLC placement could be managed by an HMO-type 

third party (i.e., other than the Local Authority, SSLC or parent).  However, given 

the often unique health care needs of children with intellectual disabilities, an 

assessment tool is needed that is specifically designed for these unique health care 

needs and would need to reflect children’s and families’ functional levels, risks of 

institutionalization and quality of life indicators in order to more accurately match 

families with needed services. 

 Because a child becomes Medicaid-eligible when living outside of the family 

home, placement in a SSLC occurs at no cost to the community or parents, whether 
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the family can pay or not. This is hardly a family-friendly policy. A professional 

shares that what most influenced the decision to approve the SSLC placement was 

“the [lack of] accessibility of services and restrictions on families’ income and 

insurance.” The ineligibility for community services due to income should not be a 

reason for placement in the SSLC. The restrictions on accessibility due to income 

need to be revised as well as the responsibilities of families who can pay for 

placement. As one professional notes, 

Most families fall into the “middle class” loophole – they make too much 

money to qualify for Medicaid for a child with IDD, yet make too little 

money to provide the supports and services (therapies, equipment, etc.) that 

the child needs to succeed at life. Add in exhaustion and depression 

(especially for mothers, who often give up careers to become full-time 

caregivers) and you have a recipe for disaster…  

b) Policies to restructure use of SSLCs for individuals under the age of 22. 

 Regardless of the efforts to prevent institutional placement, children are admitted 

to state-administered institutions. Professionals report in this study that the SSLC is “the 

last resort,” yet there was an 80% approval rate for admitting children over age 14 to a 

SSLC.  The challenge is to develop ways to approximate Bronfenbrenner’s (1979, 1986) 

in-home model in an institutional setting. Such an endeavor requires major shifts in 

service delivery and staff allocation. (See Figure 5.2). With institutionalization, policies 

and procedures are needed to limit the stay of children to less than six months, reducing 

the effects of long-term placement on the child’s development. 
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Figure 5.2. Suggestions for Practice. Adapted from Blacher (p. 125, 1993) and 

Bronfenbrenner (1979, 1986) 

 Institutional Caring Political Theory (Engster, 2004) suggests that children with 

intellectual disabilities living in state-administered institutions should have the institution 

provide training to families for the gradual transition of the institutional services to the 

home. These mesosystem supports could facilitate the movement of the child to the 

microsystem of the family’s home. A professional suggests “behavior treatment and 

training, that includes follow up to provide supports ensuring family/parents can 

successfully implement programming effectively when the child returns to family home.” 

A SSLC director explains what occurs at one SSLC: 
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Assistance with family visits to include staff to accompany to family 

home…address reason person was placed – if aggression to family members, then 

teaching the person other ways to communicate or express anger other than 

aggression. Inclusion of family members in decision-making… 

 In the same manner, SSLC personnel could be linked with Local Authorities to provide 

additional expertise and manpower that supports the child living with the family. One 

professional notes, “there are not enough trained and talented interventionists (BCBA's, 

psychologists) in the school, LA or community.” If a Local Authority or community is 

unable to provide a needed service due to the lack of expertise, the Local Authority might 

contract with another Local Authority for the service or request support from a SSLC. 

With the use of computer and communication technology, statewide data bases of 

expertise could be developed and made available throughout the state.  

 Cottages on the state supported living centers’ campuses, originally built to 

supplant the dorm model, could be converted into family homes for children and their 

families to receive temporary intervention and training. Gibson and Noble (1991) 

describe such an option designed for single parents and families. An alternative to the 

families living in the cottages could be full-time foster families trained to provide 

therapeutic interventions while living in the cottages on the institution’s campus. 

Scheduled and intensive parent involvement could be required for continued placement 

of a child in institutions. Parental abandonment should have consequences.  

 If SSLCs were not made available for placement of children, state dollars (with 

matching Medicaid dollars) could be reallocated to support families at risk of not 
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remaining intact and to support community-based services. Texas could adopt the Tax 

Equity and Fiscal Responsibility Act (TEFRA – also known as, the Katie Beckett waiver) 

that provides all children with significant disabilities Medicaid funding for in-home 

services. Both of these alternatives would support the child and the family remaining 

intact (per Wolfensberger, 1975) using the mesosystem (Bronfenbrenner, 1979, 1986). 

Either of these options would require Legislative directive and the allocation of state 

dollars. Lastly, a state model that is currently being piloted of the Medicaid funding 

follows the person,  regardless of where he/she lives, could be expanded for children with 

intellectual disabilities and the changing residential settings they experience.   

3. CONDUCT OUTREACH TO THE MINORITY POPULATION 

 The data from this study indicate a low percentage of minority children and 

families, especially Hispanic, receive either community-based diversion waiver 

options or SSLC services. It is acknowledged that services besides those represented 

in this study may be more aligned with the ethnic incidence reflected in the census. 

However, considering the growing numbers of people with Hispanic backgrounds in 

Texas (United States Census Bureau, 2011) the DADS may need a targeted initiative 

to reach out to this population which would include culturally and linguistically 

competent staff, recognizing the differing views and response to disability that are 

possible in families and persons with different cultural and linguistic experiences . 

The DADS could institute a task force with representatives of minority communities to 

develop recommendations that link these communities to DADS services. In addition, 

DADS could adopt policies that require contracted providers to develop and demonstrate 
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success in planning services for minority communities. The data from this study suggest a 

need for such outreach efforts to be directed particularly to the Hispanic community.   

Implications for Training 

 The results of this study have indicated the need for various types of training. 

Certainly with any shift in policy or practice comes the need for training of those 

implementing these new approaches.  

 Data from this study indicate that parents and community professionals often do 

not recognize the effects of institutionalization on children with intellectual disabilities. 

Information that articulates the risks of institutionalization needs to be provided to 

families, practitioners and policy makers.  

With information and training, practitioners in the community, including 

physicians, could develop more appropriate alternatives than institutionalization. Such an 

approach is supported as some literature indicated the difference in children’s success is 

based on whether the program is a resident-oriented environment versus an institution-

oriented atmosphere (Butterfield & Zigler, 1965). With training, practitioners and leaders 

of institutions could be better able to resist admissions lasting beyond six months. When 

children are admitted, personnel with appropriate training would be better able to engage 

children verbally, emotionally, and socially.  

 Data from this study indicate that Local Authorities could consider providing 

individualized training to the child, family, and friends identified by the family. Reaching 

out to both the microsystem, the mesosystem, and potentially, the exosystem and 
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macrosystem (all coined by Bronfenbrenner, 1979, 1986) by providing training would 

strengthen the systems of influence on the child. A professional writes, “Supportive 

family and friends and religious communities can not only help support families but also 

help support/push them to seek/accept services and address problems.  When families are 

isolated all the problems are exacerbated.” Reaching out to family members and friends 

builds a natural support system that can continue when public services are eliminated.  

 A parent shares, “The budget for in home respite did not allow enough flexibility. 

The money was ample, but I had to pay a rate that did not match the job (consumer 

directed).” Although waiver service caps are flexible, DADS staff need to provide 

training to the Local Authorities of the ability to use the waiver funds to meet needs. For 

example, one parent suggests recreation therapy as part of the HCS services; another 

recommends the use of day habilitation for children’s summertime. 

 A professional writes, “CPS [Children’s Protective Services] investigators are not 

trained in special needs children…” The DADS and Local Authorities could provide 

training and expertise to CPS personnel who may encounter children with intellectual 

disabilities. Training in positive behavior supports could be provided to all child-serving 

agencies resulting in greater consistency in interventions as families are supported. 

 Policies and procedures could be developed which require training with 

subsequent documentation of outcomes that reflects success in movement to less 

restrictive placement and interventions. One professional notes:  

I think the family and MRA should have more say in when a person is discharged 

[from a SSLC] and not every decision for discharge be based primarily with the 
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[SSLC] team. The team is allowed to keep an individual in the SSLC when they 

continue to fail in a treatment protocol and blame the outcomes of failure on the 

individual.  

Further, policies and procedures could address what happens if goals are not met in the 

SSLC. Perhaps additional expertise or use of a different approach is needed.  

 Accurate information assists professionals and families in decision-making, how 

best to access supports necessary, whether to place a family member in an institution, in a 

group home or how to support them at home. Zigler (1976) notes, “if the effects of 

institutions were known, a great deal of conflict and pain on the part of parents would be 

alleviated” (p. 12). This study adds to the literature that supports the conclusion that 

institutionalization should not be a consideration for children with intellectual disabilities.  

Study Limitations 

The participants in the study are self-selected; therefore, the results, albeit 

statistically representative, may not reflect the views of those who chose not to be 

involved in the study. In addition, the study focuses on one state, Texas. For some 

residents, the participants’ responses are based upon a SSLC admission that occurred a 

noteworthy amount of time prior to the administration of the survey. The survey requires 

participant recall and reflection on perceptions. The amount of time between the 

admission and the survey may influence their responses. Further, the qualitative data 

could have been enhanced with participant interviews and focus groups, but the 

researcher does not have direct access to the study population.  
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Role of the Researcher 

The philosophical, experiential training background of the researcher is always a 

potentially biasing intervention in studies. Particularly, this could be true in the case of 

this researcher who embraces a postpositive epistemology that drove the 

conceptualization and structuring of this study. The result was both a quantitative and 

qualitative database and analysis of that data. As a former employee of the DADS Central 

Office, there was experience assisting Local Authorities in developing supports and 

services for families of children with intellectual disabilities. These experiences exposed 

the researcher to challenges families encounter as well as knowledge of how local service 

providers work. Experiences of the researcher with state offices did provide 

knowledgeable access to staff at the DADS Central Office, which facilitated data 

collection for the study and access to the two parent groups. 

 Future Research 

 This study was in many ways exploratory, deriving information from important 

actors in services to children with intellectual disabilities. The data from this study may 

raise more questions than answers. It is from these questions that the following areas for 

further research are derived. 

 Current Medicaid-supported institutions must adhere to Intermediate Care 

Facilities for the Persons with Intellectual Disabilities (ICF/ID) standards. Significant 

information related to areas of concern or needing policy or procedure examination could 

be developed from a comparison of the ICF/ID standards and a quality of life survey 
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specifically designed for services to children and families. Such a comparison could 

enlighten families, professionals and policymakers on the quality of care children receive 

in the institution.  

 Texas is a large state with a very diverse population. Additional research is 

needed to capture regional differences and perspectives of diverse communities, ethnic 

groups and socioeconomic status relative to services for children with intellectual 

disabilities.   

 It is obvious from the comments that public school services and their availability 

affect the institutionalization of children with intellectual disabilities. Research is needed 

to determine what role or impact public school special education services have on out-of-

home placements. Research needs to address a number of variables when 

institutionalization does occur. For example, what are reasons for institutional placement 

beyond six months; how effective is SSLC treatment; what variables personal and 

contextual should be a part of evaluation of institutional effectiveness and so forth? 

 Studies which interview parents and children residing in the SSLC and 

community-based services could enrich the understanding of personal impact upon 

families, parents, and children. The interviews may be in person or via communication 

technology and may be held individually or in focus groups. 

Conclusion 

If we know the negative effects of institutionalization on children, why does a 

society, particularly Texas, continue to place children in institutions? One could forecast 

that unless changes are made in policy and practice, Texas will continue to 
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institutionalize an ever-increasing number of children under the age of 22. Is the public 

so focused on maintaining the institution, that the children’s best interests are 

overlooked? Klaber, Butterfield and Gould (1969) suggest:  

It should come as no surprise to anyone that non-institutional rearing is generally 

 more beneficial for children than institutional rearing, but this knowledge offers 

 little direction  to improving institutional care because home rearing differs from 

 institutional rearing in so many ways. (p. 890)  

Hubert and Hollins (2006) indicate, “as a result of physical and social exclusion, people 

who have spent their lives in institutions have become invisible to the outside world” (p. 

70).  Is there public indifference? Crissey (1975) suggests that “the hurdles of public 

indifference and the competition for priorities in funds can be overcome when the 

research contributions of the universities are meaningful to the public and relevant to 

their problems” (p. 808). Is the continued practice of institutionalization of children with 

intellectual disabilities deeply rooted in prejudice? Allport (1979) suggests that an 

outward manifestation of societal prejudice is segregation. The author explains that 

prejudice is a natural social phenomena in which all people seek to associate with others 

like themselves and to belong to a group. However, Allport adds that segregation is a 

form of discrimination in that physical boundaries are established to delineate differences 

between the in-group (i.e., We) and the out-group (i.e., They). John O’Brien (2005) 

posits the concept of an institutional trap: 

Energized by our collective uneasiness with imperfection, dependence and 

mortality, institutions trap us. We mindlessly impose segregation and supervision 
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on people who require accommodation and assistance due to impairments in 

learning, communicating, or moving – treating them as if they were devalued or 

dangerous or disgusting to ‘Others’ (Nussbaum, 2004). That we apply the 

cosmetics of cure, care or choice only makes the [institution] trap more alluring, 

keeping ordinary members of the public at a distance, detachedly admiring the 

work of those so busy with assessments and activities and treatments that the 

entangling mesh escapes notice….For those concerned more with offering people 

a good life than with supervising their maladaptive behaviours, it is possible to 

backtrack from even a big mistake and find a way to slip through the institution 

trap….There are forms of assistance emerging that protect other citizens while 

assisting a person to live a life that makes sense. (p. 260-262) 

Further, Hubert and Hollins (2006) question, “will readers recognize a wider societal 

responsibility for the inadequate resources available to care for such needy and 

vulnerable people who lack a voice to speak for themselves” (p. 74)? 

 This study provides limited information on why Texas has more children who are 

institutionalized than other states and reveals some information relative to the more 

recent increases in institutional placement of children in Texas. The historical review 

provided some insight in that society seems to either recognize the human qualities of a 

person with intellectual disabilities and treats them like other human beings of the same 

age without a disability or sees only the disability as the reason for intervention.  

 Throughout much of history, these two frames of reference have either sought to 

separate people with intellectual disabilities from others or embrace them to be included. 
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Texas’ services reflect a policy of inclusion of children in their families and a practice of 

separating some of them from families. This organizational dichotomy may be explained 

by Argyris & Schön (1974) who noted that in organizations there can be an 

incompatibility between what is espoused as theory driving practice and what is 

actually theory-in-use. The authors define the two organizational models. The single 

looped model dictates that goals are defined with one process that does not allow for 

question or criticism. Whereas, double looped organizational processes encourage 

self reflection and use of valid information to make informed choices and continuous 

monitoring for effectiveness. 

 Texas needs to make a commitment to preventing the placement of children 

with intellectual disabilities in state-administered institutions. In order to actualize 

that commitment, the State would need to support children in their homes and 

communities. Several options have been offered that would assist Texas in 

preventing institutional placement of children with intellectual disabilities.  

The Minnesota Governor’s Council on Developmental Disabilities (2008) quotes 

Dr. Gunnar Dybwad as saying: 

When we slay our dragons, we must make sure [they] are really dead. In the past, 

people with disabilities were segregated as a means to care for and control them. 

In the right political climate, we could easily return to a period of isolation and 

institutionalization. The possibility of repeating our history remains until we, as a 

society, recognize and accept people with disabilities as individuals who possess 

the same rights and opportunities as people without disabilities. Nor should it be 
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forgotten that the history of institutions represents only a small part of the story of 

persons with developmental disabilities. Public funds and professional efforts 

were focused on a mere four percent of persons with mental retardation. The story 

of the other ninety six percent has yet to be described completely. (V, F, para. 6) 

 Texas children with intellectual disabilities and their families deserve better 

options than state-administered institutions. If Texas implements a dual approach to 

preventing institutionalization by supporting families and to rethinking how services are 

provided to children in institutions, Bronfenbrenner’s (1979, 1986) theory would suggest 

improved outcomes for the children with intellectual disabilities in our State. 

 

. 
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DEFINITION OF SERVICES 

 

Adaptive Aids 

 

Adaptive Aids provide devices, controls, or appliances that are necessary to address 

specific needs identified by the individual’s service plan. Adaptive aids enable 

individuals to increase their abilities to perform activities of daily living or to perceive, 

control, or communicate with the environment in which they live. Adaptive aids include 

items that assist an individual with mobility and communication and ancillary supplies 

and equipment necessary to the proper functioning of such items. Also included are 

medically necessary supplies and items needed for life support. Items reimbursed with 

waiver funds must be in addition to any medical equipment and supplies furnished under 

the Medicaid State plan. All items must meet applicable standards of manufacture, 

design, and installation. Excluded are those items and supplies, which are not of direct 

medical or remedial benefit to the individual and items and supplies that are available to 

the individual through the Medicaid State plan, through other governmental programs, or 

through private insurance. 

 

After school care 

 

Extended day approved by the local school district’s Admission Review and Dismissal 

(ARD) Committee and provided by the district for students with autism or other day care 

offered after the school hours (usually until 6:00 PM). 

 

Audiologist 

 

Audiologist is a professional who provides hearing testing and training. 

  

Behavioral Supports 

 

Behavioral Support provides specialized interventions that assist an individual to increase 

adaptive behaviors to replace or modify maladaptive or socially unacceptable behaviors 

that prevent or interfere with the individual’s inclusion in home and family life or 

community life.  The component includes assessment and analysis of assessment findings 

of the behavior(s) to be targeted so that an appropriate behavioral support plan may be 

designed; development of an individualized behavioral support plan consistent with the 

outcomes identified in the individual’s person-directed plan; training of and consultation 

with family members or other support providers and, as appropriate, with the individual 

in the purpose/objectives, methods and documentation of the implementation of the 

behavioral support plan or revisions of the plan; monitoring and evaluation of the success 

of the behavioral support plan implementation; and modification, as necessary, of the 

behavioral support plan based on documented outcomes of the plan’s implementation. 
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Behavioral Supports is provided under this waiver when no other financial resource for 

such service is available or when other available resources have been used. 

 

Community Support 

 

Community Support provides services and supports in an individual’s home and at other 

community locations such as city bus terminals, libraries, or stores, etc. that are necessary 

to achieve outcomes identified in the individual’s person-directed plan. The service 

provides habilitative or support activities that provide, foster improvement of, or facilitate 

an individual’s ability to perform functional living skills and other activities of daily 

living.  Habilitative or support activities are provided that foster improvement of or 

facilitate an individual’s ability and opportunity to participate in typical community 

activities, including activities that lead to successful employment; to access and use 

available non-waiver program services or supports for which the individual may be 

eligible; and to establish or maintain relationships with people who are not paid service 

providers that expand or sustain the individual’s natural support network.  Community 

support provides assistance with medications and the performance of tasks delegated by a 

Registered Nurse in accordance with state law. Transportation or assistance in obtaining 

transportation is provided by this component the cost of which is included in the rate paid 

to the program provider. 

 

Day Habilitation  
 

The day habilitation service component provides participants assistance with acquiring, 

retaining, or improving self-help, socialization, and adaptive skills necessary to live 

successfully in the community and participate in home and community life. Day 

habilitation provides participants with individualized activities in environments designed 

to foster the development of skills and behavior supportive of greater independence and 

personal choice, and consistent with achieving the outcomes identified in the participant’s 

person-directed plan. Activities are also designed to reinforce therapeutic outcomes 

targeted by other waiver service components, school, or other support providers. Day 

habilitation is normally furnished in a group setting other than the individual’s residence 

for up to 6 hours a day, five days per week on a regularly scheduled basis.  Day 

Habilitation includes personal assistance for participants who cannot manage their 

personal care needs during the day habilitation activity, and assistance with medications 

and the performance of tasks delegated by a registered nurse in accordance with state 

law. This component also provides transportation during day habilitation activities 

necessary for the individual’s participation in those activities. 
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Dental Treatment 

 

Elements of this component include the following: 

(A)  Emergency dental treatment.  Those procedures necessary to control bleeding, 

relieve pain, and eliminate acute infection; operative procedures that are required to 

prevent the imminent loss of teeth; and treatment of injuries to the teeth or supporting 

structures. 

(B)  Preventive dental treatment. Examinations, oral prophylaxes, and topical fluoride 

applications. 

(C)  Therapeutic dental treatment.  Treatment that includes, but is not limited to, pulp 

therapy for permanent and primary teeth; restoration of carious permanent and primary 

teeth; maintenance of space; and limited provision of removable prostheses when 

masticatory function is impaired, when an existing prosthesis is unserviceable, or when 

aesthetic considerations interfere with employment or social development. 

(D)  Orthodontic dental treatment.  Procedures that include treatment of retained 

deciduous teeth; crossbite therapy; facial accidents involving severe traumatic deviations; 

cleft palates with gross malocclusion that will benefit from early treatment; and severe, 

handicapping malocclusions affecting permanent dentition with a minimum score of 26 

as measured on the Handicapping Labio-lingual Deviation Index.  Cosmetic orthodontia 

is excluded from the Dental Treatment component. Dental Treatment is provided under 

this waiver when no other financial resource for such treatment is available or when other 

available resources have been exhausted.   

 

Dietitian 

 

Dietitian is a consultant on nutrition, special diets and meal planning. 

 

Employment Assistance 

 

The Employment Assistance service component helps an individual to locate or develop 

paid employment in the community by assisting the individual to identify his or her 

employment preferences, his or her job skills, his or her requirements for the work setting 

and work conditions, and prospective employers offering employment compatible with 

the individual’s identified preferences, skills, and requirements. This service component 

facilitates the individual’s employment by contacting prospective employers on behalf of 

the individual and negotiating the individual’s employment. 

 

Supported Employment 

 

Supported employment provides on-going individualized support services in an 

integrated setting that enables individuals for whom competitive employment at or above 

the minimum wage is unlikely without the provision of supports and who, because of 

their disabilities, need supports, to perform in a regular work setting.  Employment is 
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work for which an individual is compensated by his or her employer in accordance with 

the Fair Labor Standards Act. Supported employment is provided in an integrated work 

setting (i.e., a job site where generally no more than one employee or 3 percent of the 

employees have disabilities) unless the individual’s person-directed plan indicates 

otherwise or the employer subsequently hires an additional employee with disaibgli9ties 

who is receiving services from a provider other than the individual’s program provider or 

is not receiving services. The supported employment component includes services and 

supports, including supervision and training, essential to sustain paid work by an 

individual. Supported Employment is provided away from the individual’s place of 

residence. 

 

Extended Year Services (EYS) in the summer 

 

Services approved by the local school district’s Admission Review and Dismissal (ARD) 

Committee and provided by the district after the end of the regular school year in order to 

prevent the loss of skills over the summer break.  

 

Financial Management Services 

 

Financial Management Services (FMS) provides assistance to individuals with managing 

funds associated with the services elected for self-direction.  The service includes initial 

orientation and ongoing training related to responsibilities of being an employer and 

adhering to legal requirements for employers.  The FMS provider, referred to as the 

Consumer Directed Services Agency (CDSA) also provides assistance in the 

development, monitoring and revision of the individual’s budget for each service 

component delivered through the consumer  Directed Service (CDS) option and must 

maintain a separate account for each individual’s budget.  The CDSA provides assistance 

in determining staff wages and benefits subject to State limits, assistance in hiring by 

verifying employee’s citizenship status and qualifications, and conducting required 

background checks,.  The CDSA verifies and maintains documentation of employee 

qualifications, including citizenship status, and documentation of services delivered.  The 

CDSA also collects timesheets, processes timesheets of employees, processes payroll and 

payables and makes withholdings for, and payment of, applicable federal, state and local 

employment-related taxes.  The FMS provider tracks disbursement of funds and provides 

periodic reports to the individual of all expenditures and the status of the individual’s 

CDS budget. 

The CDSA must not provide service coordination (Targeted Case Management for 

Persons with Mental Retardation) to the participant. 

 

Full day education program 

 

Free public education provided by the local school district for the same full school day 

offered to students without disabilities (usually 6 hours per day). 
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Mental health treatment and support 

 

Assistance in the care of your child and support is provided to you from a children’s 

mental health service (private or local public Children’s Mental Health Services). 

 

Minor Home Modifications 

 

Minor Home Modifications provides physical adaptations to an individual’s home 

required to address specific needs identified by an individual’s service plan.  Other Minor 

home modifications are necessary to ensure the health, welfare, and safety of the 

individual, or to enable the individual to function with greater independence in his or her 

home. Without the modification, the individual would require institutionalization. 

Modifications may include the installation of ramps and grab-bars, widening of 

doorways, and other specialized accessibility adaptations, modification of kitchen and 

bathroom facilities, or safety adaptations necessary for the welfare of the individual. 

Excluded are those adaptations or improvements to the home, which are of general 

utility, and are not of direct medication or remedial benefit to the individual.   

 

Occupational Therapy 

 

Occupational Therapy helps child learn how to do everyday activities like getting around 

your home, getting in a car, and getting dressed and is performed by a licensed 

professional. 

 

Part time Education 

 

Free public education provided by the local school district for less than the same full 

school day (usually 6 hours per day) offered to students without disabilities.  

 

 

Physical Therapy 

 

Physical Therapy helps the child learn how to move around better or become stronger and 

is provided by a licensed professional. 

 

Prescriptions 

 

Unlimited prescribed medications beyond the three per month limit available under the 

Texas Medicaid State Plan are provided to individuals enrolled in the waiver, unless the 

individual is eligible for both Medicaid and Medicare (dually eligible).  An individual 

who is dually eligible must obtain prescribed medications through the Medicare 



 198 

Prescription Drug Plan, or, for certain medications excluded from Medicare, through the 

Texas Medicaid State Plan. 

 

Public school education 

 

Free public education provided by the local independent school district. 

 

Respite 

 

In-home: Someone comes into your family home to provide care for your child. 

Out-of-home: You child is cared for out of the home for not more than 30 days 

Shared parenting: Another family provides care for your child on a part-time basis. 

 

Skilled Nursing 

 

Skilled nursing is provided under this waiver when no other financial resource for such 

service is available or when other available resources have been used.   

 

Speech/Language Therapy 

 

Speech Therapy helps the child learn how to speak again or speak better and is performed 

by a licensed professional. 

 

Support Consultation Services 

 

Support consultation is an optional service component that offers practical skills training 

and assistance to enable an individual or his/her LAR [Legally Authorized 

Representative] to successfully direct those services the individual or the LAR-elect for 

self-direction.  This component includes skills training related to recruiting, screening, 

and hiring workers, preparing jog descriptions, verifying employment eligibility and 

qualifications, completion of documents required to employ an individual, managing 

workers, and development of effective back-up plans for services considered critical to 

the individual’s health and welfare in the absence of the regular provider or in an 

emergency situation.  This component provides sufficient information and assistance to 

assure individuals and their representatives understand the responsibilities involved with 

self-direction.  The scope and duration of support for consultation will vary depending on 

an individual’s need for support consultation. Support consultation may be provided by a 

qualified individual associated with a CDSA [Consumer Directed Services Agency] 

selected by the participant or by an independent individual hired by the participant. 

 

Support or services from friends/family 

   

Assistance in the care of your child and support provided to you from friends and family. 
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Support or services from your religious preference  
Assistance in the care of your child and support provided to you from a religious 

community (e.g., church, temple, mosque, etc.). 

      

Support or services from community agencies (other than the local authority) 

 

Assistance in the care of your child and support provided to you from community 

agencies other than the mental retardation authority (often referred to as the MHMR 

Center). 

 

Note: This list of services and their definitions is adapted from the Home and Community 

Based Services program. 
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PARENT/GUARDIAN SURVEY ON COMMUNITY SERVICES 

NOTE: Some of the questions below are of a personal nature, and you may skip a 

question if you do not wish to answer it.  Your responses are anonymous and will not be 

reported individually, but will be included in totals for the parent group.  

1. What is your relationship with the resident in the state supported living center? Check 

only ONE. 

  Mother 

  Father 

  Guardian 

  Legally Authorized Representative (LAR) 

 

2.  Your race or ethnicity  

White           

Black or African American        

Mexican, Mexican American, Chicano,  

Hispanic, or Latino         

Asian           

Multi-racial          

Other: Please specify    ___________   

 

3. Your age at the time of child’s admission to state supported living center. 

       

Under age 18          

Ages 18 – 30          

Ages 31 – 50          

 

4.  Your education (Please check the highest education attained):    

Did not Graduate High School       

High School/GED          

Technical degree         

Bachelor’s degree         

Graduate/Professional degree        

 

5.  Do you work outside of the home? Select the option that best fits your situation. 

 

Single parent - not working outside the home      

Single parent – working outside the home       

Two parents – one working outside the home      

Two parents – both working outside the home      

Two parents – both not working outside the home      

 

 

6.  Family income range (Gross income before taxes): 
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Below $1835/month (or $22,020/year)      

Between $1836 to $4594/month (or $22,021 to $55,125/year)   

Between $4595 to $8333/month (or $55,125 to $100,000/year)   

Over $8334/month (or 100,001/year)       

 

Part II. Child Characteristics 

 

In your own words, why did you place your child in a state supported living center? 

Please do not include your name, your child’s name, the facility’s name or any other 

identifying information in your response. 

______________________________________________________________________ 

________________________________________________________________________

________________________________________________________________________

__________________________________________________________________ 

 

1. How old was your child when admitted to a state supported living center?________ 

 

2. How old was your child when you first considered:  

 a.  Placement outside of the home?_____________ 

 b.  Placement in the state supported living center?_________ 

 

3.  Immediately prior to your child’s admission to the state supported living center, did 

your child live at home with you? 

  Yes   No   

 If no, please indicate below by checking where your child has lived immediately 

prior to your child’s admission to the state supported living center: 

 With relatives         

 Support family (another family, not relatives)                    

 Group home    

 Residential Placement by School District  

 Residential Treatment Center (for mental health)   

 State Hospital  

 Other Please specify:__________ 

 

4.  Had your child ever lived outside of your family home prior to placement in the state 

supported living center? 

  Yes   No   

 If yes, please indicate below by checking where your child has lived: 

 With relatives   

 Support family (another family, not relatives)   

 Group home    

 Residential Placement by School District        (more choices on next page) 
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 Residential Treatment Center (for mental health)   

 State Hospital  

 Other Please specify:__________ 

 

Approximately how many months and years did your child live out of the family 

household? 

________ years _______months 

 

5.  Please indicate the number of people living with your child at the time of your child’s 

admission to the state supported living center. Answer (a.) OR (b.). 

a.  Child was living inside the family home with the following: 

 Number of adults:_______ 

 Number of children under age 10:__________ 

 Number of children ages 10 -17:___________ 

b.  Child was living outside of the family home with the following numbers of people in 

that setting: 

 Number of adults:_______ 

 Number of children under age 10:__________ 

 Number of children ages 10 -17:___________ 

 

6. When you placed your child in a state supported living center, how long did you think 

the placement would last? 

    Temporary   Long term           

 

If temporary, how long did you expect the placement to last? 

  1 week  1 month  6 months   1 year   5 years   Until age 18   Until age 21 

 

If long term, how long did you expect the placement to last? 

  1 week   1 month    6 months    1 year    5 years   Until age 18  

 Until age 21  Lifetime 

 

7. Your decision for placement of your child in a state supported living center was most 

influenced by: Check all that apply. 

   Physician 

   Public school personnel 

   Local Authority, formerly referred to as the Mental Retardation Authority  

 (e.g., MHMR center) staff 

   State supported living center staff 

   Spouse 

   Relatives, other than spouse 

   Church, e.g., pastor, priest, etc. 

   Other: Please specify____________________ 
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8.  At the time of your consideration of placement of your child, were you offered 

services to assist you with your child in order that your child could remain in the home or 

in your community? 

  Yes            No 

If yes, in your own words, describe why you decided to pursue state supported living 

center placement? Please do not include your name, your child’s name, the facility’s 

name or any other identifying information in your response 
________________________________________________________________________

________________________________________________________________________

__________________________________________________________________ 

 

9.  At the time of placement, did you participate in developing a permanency plan with 

the goal of returning your child to your home or the community? 

  Yes            No 

 

If yes, was there a discussion about family, friends or other community groups providing 

supports? (Also referred to as “natural or non-traditional” supports) 

  Yes            No 

 

10. Prior to your decision to place your child in a state supported living center, which of 

the following most accurately reflected your feelings? (Please check only ONE of the 

following): 

  It was my intent to maintain my family intact as long as possible. 

  It was my intent for my child to get professional help and return to my home. 

  It was my intent to place my child out of the home in a residential arrangement. 

  I was not sure what my intensions were relative to possible placements of my child. 

 

11. Do you wish you could have had another family who could have shared in the care of 

your child part-time (for example, a support family or another relative’s family)? 

  Yes            No 
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Part III. Community support and services 

 

1. Please check all that apply in each column in the following list of services 

(Definitions are provided in an attachment): 

     Received prior to      Received prior to  

     child’s admission      admission but service  

     to state supported      levels were insufficient 

     living center       or inadequate 

Public school education 

   Education program   

 Full time           

 Part time           

   After school care           

   Extended Year Services (EYS) 

      (in the summer)              

Support or services from friends/family   

                
Support or services by a religious 

 group (e.g., church, temple,  

mosque, etc.)               

       

Support or services from  

community agencies  

(other than Local Authority)             

 

Mental health treatment and  

support               

       

Support from Local Authority: 

Day habilitation (day program)            

Employment Assistance             

Supported Employment             

Case Management/Social Work         

Respite Care      

   In-home               

   Out of home             

   Shared parenting with  

      a support family           

 

Foster Care or Companion Care         

Supervised Living           

Residential Support              

Community Support              



 206 

 

     Received prior to     Received prior to  

     child’s admission     admission but service  

     to state supported     levels were insufficient 

     living center      or inadequate 

Minor Home Modifications             

Adaptive Aids               

Skilled Nursing              

Behavioral Supports              

Occupational Therapy              

Physical Therapy              

Speech/Language Pathologist             

Audiologist               

Dietician               

Dental Treatment              

Prescriptions               

Support Consultation Services            

Financial Management Services            

Other: please specify 

     _____________________             

     _____________________             

     _____________________             

 

 

2. What service or support could have made it possible for your child to remain at home? 

Check all that apply and indicate at what AGE you think the services should have begun. 

 

Improved public school education 

 (full day program, other services by the school)     Age:_____ 

  

Support or services from friends/family       Age:_____ 

Support or services from your religious preference      Age:_____ 

 

Support or services from community agencies (other than Local Authority) 

 Personal attendant         Age:_____ 

  

 Employment assistance for your child      Age:_____ 

 Mental health treatment or support       Age:_____ 

 

Support from Local Authority (i.e., MHMR Center): 

Day habilitation             Age:_____ 

Employment Assistance           Age:_____ 

Supported Employment            Age:_____ 
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Respite    

 In-home             Age:_____ 

 Out of home           Age:_____ 

Community Support             Age:_____ 

Minor Home Modifications           Age:_____ 

Adaptive Aids              Age:_____ 

Skilled Nursing             Age:_____ 

Behavioral Supports            Age:_____ 

Occupational Therapy             Age:_____ 

Physical Therapy             Age:_____  

Speech/Language Therapy            Age:_____ 

Audiologist              Age:_____ 

Dietician              Age:_____ 

Dental Treatment             Age:_____ 

Prescriptions              Age:_____ 

Support Consultation Services           Age:_____ 

Financial Management Services           Age:_____ 

Other: please specify  

     _____________________            Age:_____ 

     _____________________           Age:_____ 

     _____________________            Age:_____ 

 

3.  Is there additional information you would like to share that could help the Local 

Authorities develop the necessary community-based services needed by families? 

Please do not include your name, your child’s name, the facility’s name or any other 

identifying information in your response. 
_____________________________________________________________________ 

 

______________________________________________________________________ 

 

______________________________________________________________________ 

(For additional space, use the back side.)               Thank you for completing the survey! 
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APPENDIX C: PARENTS OF DIVERSION WAIVER RECIPIENTS IN THE COMMUNITY 

SURVEY 
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PARENT/GUARDIAN SURVEY ON COMMUNITY SERVICES 

NOTE: Some of the questions below are of a personal nature, and you may skip a 

question if you do not wish to answer it.  Your responses are anonymous and will not be 

reported individually, but will be included in totals for the parent group.  

1. What is your relationship with the resident in the state supported living center? Check 

only ONE. 

  Mother 

  Father 

  Guardian 

  Legally Authorized Representative (LAR) 

 

2.  Your race or ethnicity  

White         

Black or African American      

Mexican, Mexican American, Chicano,  

Hispanic, or Latino       

Asian         

Multi-racial        

Other: Please specify    ___________   

 

3. Your age at the time of child’s admission to state supported living center. 

       

Under age 18        

Ages 18 – 30        

Ages 31 – 50        

Ages 51 and above       

 

5.  Your education (Please check the highest education attained):     

Did not Graduate High School     

High School/GED        

Technical degree       

Bachelor’s degree       

Graduate/Professional degree      

 

6.  Do you work outside of the home? Select the option that best fits your situation. 

 

 

Single parent - not working outside the home      

Single parent – working outside the home       

Two parents – one working outside the home      

Two parents – both working outside the home      

Two parents – both not working outside the home      
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7.  Family income range (Gross income before taxes): 

 

Below $1835/month (or $22,020/year)      

Between $1836 to $4594/month (or $22,021 to $55,125/year)   

Between $4595 to $8333/month (or $55,125 to $100,000/year)   

Over $8334/month (or 100,001/year)       

 

Part II. Child Characteristics 

 

In your own words, why did you pursue placement of your child in a state supported 

living center before you received a diversion waiver slot? Please do not include your 

name, your child’s name, the facility’s name or any other identifying information in 

your response. 

________________________________________________________________________

________________________________________________________________________

__________________________________________________________________ 

 

Did you pursue placement of your child in a community-based ICF/ID placement? 

    Yes          No 

 

Please explain why you did or did not pursue the community-based ICF/ID? Please do 

not include your name, your child’s name, the facility’s name or any other identifying 

information in your response. 
________________________________________________________________________

________________________________________________________________________

__________________________________________________________________ 

 

1. How old was your child when you pursued placement in a state supported living 

center?________ 

 

2. How old was your child when you first considered:  

 a.  Placement outside of the home?_____________ 

 b.  Placement in the state supported living center?_________ 

 

3.  Immediately prior to your receiving the waiver slot, did your child live at home with 

you? 

  Yes   No   

 If no, please indicate below by checking where your child lived prior to your 

receiving the waiver slot: 

 With relatives   

 Support family (another family, not relatives)  

 Group home    

 Residential Placement by School District  
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 Residential Treatment Center (for mental health)  

 State Hospital  

 Other Please specify:__________ 

4.  Had your child ever lived outside of your family home prior to receipt of the diversion 

waiver slot? 

  Yes   No   

 If yes, please indicate below by checking where your child has lived: 

 With relatives   

 Support family (another family, not relatives)   

 Group home    

 Residential Placement by School District  

 Residential Treatment Center (for mental health)  

  State Hospital  

 Other Please specify:__________ 

Approximately how many months and years did your child live out of the family 

household? 

________ years _______months 

5.  Please indicate the number of people living with your child at the time of you sought 

your child’s admission to the state supported living center. Answer (a.) OR (b.). 

a.  Child was living inside the family home with the following: 

 Number of adults:_______ 

 Number of children under age 10:__________ 

 Number of children ages 10 -17:___________ 

b.  Child was living outside of the family home with the following: 

 Number of adults:_______ 

 Number of children under age 10:__________ 

 Number of children ages 10 -17:___________ 

6. When you requested state supported living center admission, how long did you think 

the placement would last? 

    Temporary   Long term           

 

If temporary, how long did you expect the placement to last? 

 1 week   1 month   6 months   1 year   5 years   Until age 18  Until age 21 

 

 

If long term, how long did you expect the placement to last? 

  1 week   1 month    6 months    1 year    5 years   Until age 18  

 Until age 21  Lifetime 

 

7. Your decision to seek placement of your child in a state supported living center was 

most influenced by: Check all that apply. 

   Physician 

   Public school personnel 
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   Local Authority, formerly referred to as the Mental Retardation Authority (e.g. 

MHMR center) staff 

   State supported living center staff 

   Spouse 

   Relatives, other than spouse 

   Church, e.g., pastor, priest, etc. 

   Other: Please specify____________________ 

 

8.  At the time of your consideration of placement of your child, were you offered 

services to assist you with your child in order that your child could remain in the home or 

in your community? 

  Yes            No 

 

If yes, in your own words, describe why you decided to take the waiver slot? 

______________________________________________________________________ 

________________________________________________________________________

____________________________________________________________________ 

 

9.  At the time you received the waiver slot, did you participate in developing a 

permanency plan with the goal of returning your child to your home or the community? 

  Yes            No 

 

If yes, was there a discussion about family, friends or other community group supports? 

(Also referred to as “natural and non-traditional” supports) 

  Yes            No 

 

10. Prior to your seeking placement for your child in a state supported living center, 

which of the following most accurately reflected your feelings? (Please check ONE of 

the following): 

  It was my intent to maintain my family intact as long as possible. 

  It was my intent for my child to get professional help and return to my home. 

  It was my intent to place my child out of the home in a residential arrangement. 

  I was not sure what my intensions were relative to possible placements of my child. 

 

11. Do you wish you could have had another family who could have shared in the care of 

your child part-time (for example, a support family or another relative’s family)? 

  Yes            No 
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Part III. Community support and services 

 

1. Please check all that apply in each column in the following list of services 

(Definitions are provided in an attachment): 

     Received prior to     Received prior to  

     child’s receipt      recipt of diversion slot  

     of diversion waiver     but levels were   

     slot       insufficient or inadequate 

Public school education 

   Education program   

 Full time           

 Part time           

   After school care           

   Extended Year Services (EYS) 

      (in the summer)              

Support or services from friends/family   

                
Support or services by a religious 

 group (e.g., church, temple,  

mosque, etc.)               

       

Support or services from  

community agencies  

(other than Local Authority)             

 

Mental health treatment and  

support               

       

Support from Local Authority: 

Day habilitation (day program)            

Employment Assistance             

Supported Employment             

Case Management/Social Work         

Respite Care      

   In-home               

   Out of home             

   Shared parenting with  

      a support family           

Foster Care or Companion Care         

Supervised Living           

Residential Support              

Community Support                
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     Received prior to Received prior to  

     child’s receipt  receipt of diversion slot  

     of diversion waiver but levels were   

     slot   insufficient or inadequate 

  

Minor Home Modifications             

Adaptive Aids               

Skilled Nursing              

Behavioral Supports              

Occupational Therapy                  

Speech/Language Pathologist             

Audiologist               

Dietician               

Dental Treatment              

Prescriptions               

Support Consultation Services            

Financial Management Services            

Other: please specify 

     _____________________             

     _____________________             

     _____________________             

 

 

2. What service or support could have made it possible for your child to remain at home? 

Check all that apply and indicate at what AGE you think the services should have begun. 

 

Improved public school education 

 (full day program, other services by the school)     Age:_____ 

 

Support or services from friends/family       Age:_____ 

 

Support or services from your religious preference      Age:_____ 

 

Support or services from community agencies (other than Local Authority) 

 Personal attendant         Age:_____ 

  

 Employment assistance for your child      Age:_____ 

 Mental health treatment or support       Age:_____ 

Support from Local Authority (i.e., MHMR Center): 

Day habilitation             Age:_____ 

Employment Assistance           Age:_____ 

Supported Employment            Age:_____ 

Respite    
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 In-home             Age:_____ 

 Out of home           Age:_____ 

Community Support             Age:_____ 

Minor Home Modifications           Age:_____ 

Adaptive Aids              Age:_____ 

Skilled Nursing             Age:_____ 

Behavioral Supports            Age:_____ 

Occupational Therapy             Age:_____ 

Physical Therapy             Age:_____ 

Speech/Language Therapy            Age:_____ 

Audiologist              Age:_____ 

Dietician              Age:_____ 

Dental Treatment             Age:_____ 

Prescriptions              Age:_____ 

Support Consultation Services           Age:_____ 

Financial Management Services           Age:_____ 

Other: please specify 

     _____________________            Age:_____ 

     _____________________           Age:_____ 

     _____________________            Age:_____ 

 

3.  Is there additional information you would like to share that could help our community 

Local Authorities develop the necessary community-based services needed by families? 

Please do not include your name, your child’s name, the facility’s name or any other 

identifying information in your response. 
_____________________________________________________________________ 

 

______________________________________________________________________ 

For additional space, use back.       Thank you for completing the 

survey! 
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APPENDIX D: LOCAL AUTHORITY INTERDISCIPLINARY TEAM MEMBERS 

ONLINE SURVEY 
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 I agree to respond to this survey: 

 Yes 

 No 

 

Please reconsider taking this survey. Remember your answers are anonymous. The 

results of this survey may have an impact on service delivery for families who have 

children with intellectual disabilities, and your input is important! 

 Return to survey 

 Exit survey 

 

Q1.1   NOTE: Some of the questions below are of a personal nature, and you may skip a 

question if you do not wish to answer it.  Your responses are anonymous and will only be 

reported in an aggregated format.  You are: 

 White 

 Black or African American 

 Mexican, Mexican American, Chicano, Hispanic, or Latino 

 Asian 

 Multi-racial 

 Other: Please Specify Below ____________________ 

 

Q1.2 Your education: (Please click on the highest education attained.) 

 Technical Degree 

 Bachelor's Degree 

 Graduate or Professional Degree 

 

Q1.3 Your age: 

 Ages 18 - 30 

 Ages 31 - 50 

 Ages 51 and above 
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Q4 Your years of experience on the interdisciplinary team*:*Your team may be referred 

to or called "person-directed planning team." 

 Less than 1 year 

 1 - 5 years 

 6 - 10 years 

 10 - 20 years 

 Over 20 years 

 

Q5 Have you visited a state supported living center in the last 2 years?  

 Yes 

 No 

 

Q2.1 NOTE:  The remaining questions apply only to your experience with children under 

age 18  and adults aged 18 through 21 (school age) who have been committed (under age 

18) or admitted (over age 18) to the state supported living center under a civil 

commitment.  Those under age 22 who have been committed through the criminal justice 

system are excluded from this study. In your own words, what most influenced your 

decision to approve the placement of an individual(s) under the age of 22 to a state 

supported living center? 

 

Q2.2 As a member of the interdisciplinary team, your role includes the following. Click 

ALL that apply. 

 Determine eligibility for a state supported living center. 

 Determine what supports are needed to maintain the child in the family home. 

 Determine what supports are needed to maintain the child in the community. 

 Determine what alternatives are available to state supported living center placement. 

 Other: Please specify ____________________ 
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Q2.3 As a member of the interdisciplinary team, was there a specific person who 

influenced your decision for placement of an individual(s) under age 22 in a state 

supported living center? 

 Parent/guardian/Legally Authorized Representative 

 Physician 

 Other interdisciplinary team members 

 State supported living center staff 

 Other Professional outside of the interdisciplinary team: Please specify 

____________________ 

 Other person: Please specify ____________________ 

 

Q2.4 As a member of the interdisciplinary team, which of the following statements 

reflect your perspective for recommending the placement of an individual(s) under age 22 

to a state supported living center. Click ALL that apply. 

 Based on child development, I felt it was a clinically correct decision. 

 I deferred to another team member with clinical experience I do not have. 

 I deferred to agency policy. 

 I deferred to parent choice. 

 I was ambivalent but went with the majority. 

 I considered the literature regarding the effects of institutionalization on children with 

intellectual disabilities. 

 I considered the interest and desires of the child. 

 I would have liked to have had more information, but it was not available. 

 My agency does not have the resources to provide the services needed. 

 There were other specific or unique circumstances. Please describe. 

____________________ 

 

Q2.5 Do you agree with the practice of the state supported living center being an 

appropriate option for some under the age of 22?  

 Yes No 

Ages 0 - 14     

Ages 15 - 17     

Ages 18 - 22     
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Q2.6 Based on your knowledge of child development, do you believe there should be 

limits placed on the length of stay in the state supported living center for a resident under 

age 22? 

 Yes 

 No 

 

Q2.6.1 What do you think the limit should be on the length of stay in the state supported 

living center for a resident under age 22? 

 2 weeks 

 1 month 

 6 months 

 1 year 

 Other: Please specify ____________________ 

 

Q2.7 As a member of the interdisciplinary team, did you consider the placement of an 

individual(s) under age 22 to be temporary or long term? 

 Temporary 

 Long term 

 

Q2.7.1 How long did you expect the placement(s) to last? 

 1 week 

 1 month 

 6 months 

 1 year 

 5 years 

 Until age 18 

 Until age 21 

 Past age 21 

 



 221 

Q2.7.2 How long did you expect the placement(s) to last? 

 1 week 

 1 month 

 6 months 

 1 year 

 5 years 

 Until age 18 

 Until age 21 

 Past age 21 

 Lifetime 
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Q2.8   Did any of the following influence your decision to approve the placement of an 

individual(s) under age 22 in a state supported living center? Please rank them by 

importance with “1” being most important. Include all that apply.             

 1 Most 

Important 

2 Somewhat 

Important 

3 Somewhat 

Unimportant 

4 Not 

Important 

Parent/guardian 

request 

(parent/guardian 

choice) 

        

Needed a place to 

live (could not live 

at home) 

        

Needed one-to-one 

supervision 
        

Needed 24-hour 

supervision 
        

Needed mental 

health treatment 
        

Needed behavior 

intervention 
        

Needed waiver slot         

Family needed a 

break 
        

Family does not 

incur cost of child 

living at the state 

supported living 

center 

        

Community does 

not incur cost of 

child living at the 

state supported 

living center 

        

State supported 

living center was 

the only service 

available 

        

Other: Please 

explain. 
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Q2.9 As a member of the interdisciplinary team, which of the following is critical to your 

decision for placement of an individual(s) under age 22 in a state supported living center? 

Click all that apply. 

 Pediatrician 

 Child psychiatrists 

 Occupational and physical therapists that specialize in children 

 Speech therapists that specialize in children 

 Psychologist/behavioral specialists that specialize in children 

 State supported living center has pediatric emergency equipment 

 State supported living center has specialized programs for children under age 22 

 State supported living center was the only service available 

 None of the above: Please explain ____________________ 

 

Q2.10 Were you involved in or informed about the Permanency Plan and what services 

and supports (including family, community & non-public supports) would be needed for 

the individual(s) under 22 to live in a family in the community or to return to a family in 

the community? 

 Yes 

 No 

 

Q2.11 Do the state supported living center(s) take proactive steps to 

reintegrate individuals under age 22 with families? 

 Yes 

 No 

 

Q2.12 What are those steps? Please explain 

 

Q2.13 As a member of the interdisciplinary team operating under current eligibility 

criteria, under what conditions would you NOT approve the placement of an 

eligible individual under the age of 22 in the state supported living center? 
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Q3.1 What services or supports would have been necessary for the individual(s) to 

remain in the home? Click ALL that apply.  Click on BOLDED WORDS for more 

information. 

 No supports and services could have prevented the placement 

 Improved public school education program: FULL TIME 

 Improved public school education program: PART TIME    

 Improved public school education program: EXTENDED YEAR SERVICES (EYS)  

 AFTER SCHOOL CARE   

 RELIGIOUS GROUP    

 Support or services from FAMILY OR FRIENDS  

 Support or services from community agencies (other than Local Authority): 

EMPLOYMENT ASSISTANCE FOR THE INDIVIDUAL      

 Support or services from community agencies (other than Local Authority): 

PERSONAL ATTENDANT    

 Support or services from community agencies (other than Local Authority): 

MENTAL HEALTH TREATMENT OR SUPPORT    

 Support from Local Authority (i.e., MHMR Center): DAY HABILITATION 

 Support from Local Authority (i.e., MHMR Center): EMPLOYMENT 

ASSISTANCE    

 Support from Local Authority (i.e., MHMR Center): IN-HOME RESPITE    

 Support from Local Authority (i.e., MHMR Center): SUPPORTED EMPLOYMENT  

 Support from Local Authority (i.e., MHMR Center): OUT OF HOME RESPITE    

 Support from Local Authority (i.e., MHMR Center): COMMUNITY SUPPORT 

 Support from Local Authority (i.e., MHMR Center): MINOR HOME 

MODIFICATIONS    

 Support from Local Authority (i.e., MHMR Center): ADAPTIVE AIDS 

 Support from Local Authority (i.e., MHMR Center): SKILLED NURSING    

 Support from Local Authority (i.e., MHMR Center): BEHAVIOR SUPPORTS 

 Support from Local Authority (i.e., MHMR Center): OCCUPATIONAL THERAPY 

 Support from Local Authority (i.e., MHMR Center): PHYSICAL THERAPY 

 Support from Local Authority (i.e., MHMR Center): SPEECH/LANGUAGE 

THERAPY    

 Support from Local Authority (i.e., MHMR Center): AUDIOLOGIST    

 Support from Local Authority (i.e., MHMR Center): DIETITIAN    

 Support from Local Authority (i.e., MHMR Center): DENTAL TREATMENT    

 Support from Local Authority (i.e., MHMR Center): PRESCRIPTIONS    

 Support from Local Authority (i.e., MHMR Center): SUPPORT CONSULTATION 

SERVICES    
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 Support from Local Authority (i.e., MHMR Center):FINANCIAL MANAGEMENT 

SERVICES    

 Other: Please specify ____________________ 

 

Q3.2 Looking at the services you chose in the previous question, at what AGE should the 

service have begun? Please enter the AGE in the text box. 

 

Q3.3 Is there additional information you would like to share that could help develop the 

necessary community-based services for families with children who have intellectual 

disabilities? 

 Yes 

 No 

 

Q3.3.1 Please explain. 
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SURVEY 

 

  



 227 

I agree to respond to this survey: 

 Yes 

 No 

 

Please reconsider taking this survey. Remember your answers are anonymous. The 

results of this survey may have an impact on service delivery for families who have 

children with intellectual disabilities, and your input is important! 

 Return to survey 

 Exit survey 

 

Q37 Please reconsider taking this survey. Remember your answers are anonymous. The 

results of this survey may have an impact on service delivery for families who have 

children with intellectual disabilities, and your input is important! 

 Return to survey 

 Exit survey 

 

Q1.1   NOTE: Some of the questions below are of a personal nature, and you may skip a 

question if you do not wish to answer it.  Your responses are anonymous and will only be 

reported in an aggregated format.  You are: 

 White 

 Black or African American 

 Mexican, Mexican American, Chicano, Hispanic, or Latino 

 Asian 

 Multi-racial 

 Other: Please Specify Below ____________________ 

 

Q1.2 Your education: (Please click on the highest education attained.) 

 Technical Degree 

 Bachelor's Degree 

 Graduate or Professional Degree 

 

Q1.3 Your age: 

 Ages 18 - 30 

 Ages 31 - 50 

 Ages 51 and above 
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Q4 Your years of experience on the Community Resource Coordination Group. 

 Less than 1 year 

 1 - 5 years 

 6 - 10 years 

 10 - 20 years 

 Over 20 years 

 

Q5 Have you visited a state supported living center in the last 2 years?  

 Yes 

 No 

 

Q2.1 NOTE:  The remaining questions apply only to your experience with children under 

age 18  and adults aged 18 through 21 (school age) who have been committed (under age 

18) or admitted (over age 18) to the state supported living center under a civil 

commitment.  Those under age 22 who have been committed through the criminal justice 

system are excluded from this study. In your own words, what most influenced your 

decision to approve the placement of an individual(s) under the age of 22 to a state 

supported living center? 

 

Q2.2 As a member of the CRCG, your role includes the following. Click ALL that apply. 

 Consider approval/disapproval of recommendation for state supported living center 

placement. 

 Determine what supports are needed to maintain the child in the family home. 

 Determine what supports are needed to maintain the child in the community. 

 Determine what alternatives are available to state supported living center placement. 

 Other: Please specify ____________________ 

 

Q2.3 As a member of the interdisciplinary team, was there a specific person who 

influenced your decision for placement of an individual(s) under age 22 in a state 

supported living center? 

 Parent/guardian/Legally Authorized Representative 

 Physician 

 Other CRCG members 

 State supported living center staff 

 Other Professional outside of the CRCG: Please specify ____________________ 

 Other person: Please specify ____________________ 
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Q2.4 As a member of the CRCG, which of the following statements reflect your 

perspective for recommending the placement of individual(s) under age 22 to a state 

supported living center. Click ALL that apply. 

 Based on child development, I felt it was a clinically correct decision. 

 I deferred to another CRCG member with clinical experience I do not have. 

 I deferred to agency policy. 

 I deferred to parent choice. 

 I was ambivalent but went with the majority. 

 I considered the literature regarding the effects of institutionalization on children with 

intellectual disabilities. 

 I considered the interest and desires of the child. 

 I would have liked to have had more information, but it was not available. 

 My agency does not have the resources to provide the services needed. 

 There were other specific or unique circumstances: Please describe. 

____________________ 

 

Q2.5 Do you agree with the practice of the state supported living center being an 

appropriate option for some individuals under the age of 22?  

 Yes No 

Ages 0 - 14     

Ages 15 - 17     

Ages 18 - 22     

 

 

Q2.6 Based on your knowledge of child development, do you believe there should be 

limits placed on the length of stay in the state supported living center for a resident under 

age 22? 

 Yes 

 No 
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Q2.6.1 What do you think the limit should be on residents under age 22 living in state 

supported living ceners? 

 2 weeks 

 1 month 

 6 months 

 1 year 

 Other: Please specify ____________________ 

 

Q2.7 As a member of the interdisciplinary team, did you consider the placement of an 

individual(s) under age 22 to be temporary or long term? 

 Temporary 

 Long term 

 

Q2.7.1 How long did you expect the placement(s) to last? 

 1 week 

 1 month 

 6 months 

 1 year 

 5 years 

 Until age 21 

 Past age 21 

 Until age 18 

 

Q2.7.2 How long did you expect the placement(s) to last? 

 1 week 

 1 month 

 6 months 

 1 year 

 5 years 

 Until age 21 

 Past age 21 

 Lifetime 

 Until age 18 
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Q2.8   Did any of the following influence your decision to approve the placement of an 

individual(s) under age 22 in a state supported living center? Please rank them by 

importance with “1” being most important. Include all that apply.             

 1 Most 

Important 

2 Somewhat 

Important 

3 Somewhat 

Unimportant 

4 Not 

Important 

Parent/guardian 

request 

(parent/guardian 

choice) 

        

Child needed a 

place to live 

(could not live at 

home) 

        

Child needed 

one-to-one 

supervision 

        

Child needed 24-

hour supervision 
        

Child needed 

mental health 

treatment 

        

Child needed 

behavior 

intervention 

        

Child needed 

waiver slot 
        

Family needed a 

break 
        

Family does not 

incur cost of 

child living at 

the state 

supported living 

center 

        

Community does 

not incur cost of 

child living at 

the state 

supported living 

center 
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State supported 

living center was 

the only service 

available 

        

Other: Please 

explain. 
        

 

 

Q2.9 As a member of the CRCG, which of the following is critical to your decision for 

placement of an individual under age 22 in a state supported living center? Click all that 

apply. 

 Pediatrician 

 Child psychiatrists 

 Occupational and physical therapists that specialize in children 

 Speech therapists that specialize in children 

 Psychologist/behavioral specialists that specialize in children 

 State supported living center has pediatric emergency equipment 

 State supported living center has specialized programs for children under age 22 

 State supported living center was the only service available 

 None of the above: Please explain ____________________ 

 

Q2.10 Were you involved in or informed about the Permanency Plan and what services 

and supports (including family, community & non-public supports) would be needed for 

the individual(s) to live in a family in the community or to return to a family in the 

community? 

 Yes 

 No 

 

Q2.11 Do the state supported living center(s) take proactive steps to 

reintegrate individuals with families? 

 Yes 

 No 

 

Q2.12 What are those steps? Please explain 
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Q2.13 As a CRCG member, how many individuals with intellectual disabilities under the 

age of 22 did your CRCG divert from placement in a state supported living center in the 

last 2 years? 

 

Q2.14 Did the CRCG provide services or resources prior to the out-of-home placement? 

 Yes 

 No 

 

Q2.15 If yes, please specify the service and agency that provided it. 

 

Q2.16 As a member of the CRCG operating under current eligibility criteria,  under what 

conditions would you NOT approve the placement of an eligible individual under the age 

of 22 in the state supported living center? 
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Q3.1 What services or supports would have been necessary for the individual(s) to 

remain in the home? Click ALL that apply.  Click on BOLDED WORDS for more 

information. 

 No supports and services could have prevented the placement 

 Improved public school education program: FULL TIME 

 Improved public school education program: PART TIME    

 Improved public school education program: EXTENDED YEAR SERVICES (EYS)  

 AFTER SCHOOL CARE   

 RELIGIOUS GROUP    

 Support or services from FAMILY OR FRIENDS  

 Support or services from community agencies (other than Local Authority): 

EMPLOYMENT ASSISTANCE FOR THE INDIVIDUAL      

 Support or services from community agencies (other than Local Authority): 

PERSONAL ATTENDANT    

 Support or services from community agencies (other than Local Authority): 

MENTAL HEALTH TREATMENT OR SUPPORT    

 Support from Local Authority (i.e., MHMR Center): DAY HABILITATION 

 Support from Local Authority (i.e., MHMR Center): EMPLOYMENT 

ASSISTANCE    

 Support from Local Authority (i.e., MHMR Center): IN-HOME RESPITE    

 Support from Local Authority (i.e., MHMR Center): SUPPORTED EMPLOYMENT  

 Support from Local Authority (i.e., MHMR Center): OUT OF HOME RESPITE    

 Support from Local Authority (i.e., MHMR Center): COMMUNITY SUPPORT 

 Support from Local Authority (i.e., MHMR Center): MINOR HOME 

MODIFICATIONS    

 Support from Local Authority (i.e., MHMR Center): ADAPTIVE AIDS 

 Support from Local Authority (i.e., MHMR Center): SKILLED NURSING    

 Support from Local Authority (i.e., MHMR Center): BEHAVIOR SUPPORTS 

 Support from Local Authority (i.e., MHMR Center): OCCUPATIONAL THERAPY 

 Support from Local Authority (i.e., MHMR Center): PHYSICAL THERAPY 

 Support from Local Authority (i.e., MHMR Center): SPEECH/LANGUAGE 

THERAPY    

 Support from Local Authority (i.e., MHMR Center): AUDIOLOGIST    

 Support from Local Authority (i.e., MHMR Center): DIETITIAN    

 Support from Local Authority (i.e., MHMR Center): DENTAL TREATMENT    

 Support from Local Authority (i.e., MHMR Center): PRESCRIPTIONS    

 Support from Local Authority (i.e., MHMR Center): SUPPORT CONSULTATION 

SERVICES    
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 Support from Local Authority (i.e., MHMR Center):FINANCIAL MANAGEMENT 

SERVICES  

 Other: Please specify_____   

Q3.2 Looking at the services you chose in the previous question, at what age should the 

service have begun? Please enter the age in the text box. 

 

Q3.3 Is there additional information you would like to share that could help develop the 

necessary community-based services for families with children who have intellectual 

disabilities? 

 Yes 

 No 

 

Q3.3.1 Please explain. 
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APPENDIX F: COUNTY JUDGES ONLINE SURVEY 
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 I agree to respond to this study. 

 Yes 

 No 

 

Please reconsider taking this survey. Remember your answers are anonymous. The 

results of this survey may have an impact on service delivery for families who have 

children with intellectual disabilities, and your input is important! 

 Return to survey 

 Exit survey 

 

Q1.1   NOTE: Some of the questions below are of a personal nature, and you may skip a 

question if you do not wish to answer it.  Your responses are anonymous and will only be 

reported in an aggregated format.  You are: 

 White 

 Black or African American 

 Mexican, Mexican American, Chicano, Hispanic, or Latino 

 Asian 

 Multi-racial 

 Other: Please Specify Below ____________________ 

 

Q1.2 Your education: (Please click on the highest education attained.) 

 Technical Degree 

 Bachelor's Degree 

 Graduate or Professional Degree 

 

Q1.3 Your age: 

 Ages 18 - 30 

 Ages 31 - 50 

 Ages 51 and above 
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Q4 Your years of experience as the County Judge:  

 Less than 1 year 

 1 - 5 years 

 6 - 10 years 

 10 - 20 years 

 Over 20 years 

 

Q5 Have you visited a state supported living center in the last 2 years?  

 Yes 

 No 

 

Q2.1 NOTE:  The remaining questions apply only to your experience with children under 

age 18  and adults aged 18 through 21 (school age) who have been committed (under age 

18) or admitted (over age 18) to the state supported living center under a civil 

commitment.  Those under age 22 who have been committed through the criminal justice 

system are excluded from this study. In your own words, what most influenced your 

decision to approve the commitment of a child (or children) under the age of 22 to a state 

supported living center? 

 

Q2.2 As the County Judge, your role includes the following. Click ALL that apply. 

 Consider approval/disapproval of recommendation for placement in a state supported 

living center 

 Determine what supports are needed to maintain the child in the family home. 

 Determine what supports are needed to maintain the child in the community. 

 Determine what alternatives are available to state supported living center placement. 

 Other: Please specify ____________________ 

 

Q2.3 As the County Judge, was there a specific person who influenced your decision for 

placement of a child (or children) in a state supported living center? 

 Parent/guardian/Legally Authorized Representative 

 Physician 

 Local Authority staff 

 Community Resource Coordination Group (CRCG) staff 

 State supported living center staff 

 Other Professional outside of the court: Please specify ____________________ 

 Other person: Please specify ____________________ 
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Q2.4 As a County Judge, which of the following statements reflect your perspective for 

ordering the commitment of a child (or children) under age 22 to a state supported living 

center. Click ALL that apply. 

 Based on child development, I felt it was a clinically correct decision. 

 I deferred to another person with clinical experience I do not have. 

 I deferred to agency policy. 

 I deferred to parent choice. 

 I was ambivalent but went with the recommendation. 

 I considered the literature regarding the effects of institutionalization on children with 

intellectual disabilities. 

 I considered the interest and desires of the child. 

 I would have liked to have had more information, but it was not available. 

 No agency or group of agencies in the community has the resources to provide the 

services needed. 

 There were other specific or unique circumstances: Please describe. 

____________________ 

 

Q2.5 Do you agree with the practice of the state supported living center being an 

appropriate option for some children under the age of 22?  

 Yes No 

Ages 0 - 14     

Ages 15 - 17     

Ages 18 - 22     

 

 

Q2.6 Based on your knowledge of child development, do you believe there should be 

limits placed on the length of stay in the state supported living center for a child under 

age 22? 

 Yes 

 No 
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Q2.6.1 Click to write the question text 

 2 weeks 

 1 month 

 6 months 

 1 year 

 Other: Please specify ____________________ 

 

Q2.7 As a member of the interdisciplinary team, did you consider the placement of a 

child (or children) to be temporary or long term? 

 Temporary 

 Long term 

 

Q2.7.1 How long did you expect the placement(s) to last? 

 1 week 

 1 month 

 6 months 

 1 year 

 5 years 

 Until age 18 

 Until age 21 

 Past age 21 

 

Q2.7.2 How long did you expect the placement(s) to last? 

 1 week 

 1 month 

 6 months 

 1 year 

 5 years 

 Until age 18 

 Until age 21 

 Past age 21 

 Lifetime 
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Q2.8   Did any of the following influence your decision to approve the placement of a 

child (or children) under age 22 in a state supported living center? Please rank them by 

importance with “1” being most important. Include all that apply.             

 1 Most 

Important 

2 Somewhat 

Important 

3 Somewhat 

Unimportant 

4 Not 

Important 

Parent/guardian 

request 

(parent/guardian 

choice) 

        

Child needed a 

place to live 

(could not live at 

home) 

        

Child needed 

one-to-one 

supervision 

        

Child needed 24-

hour supervision 
        

Child needed 

mental health 

treatment 

        

Child needed 

behavior 

intervention 

        

Child needed 

waiver slot 
        

Family needed a 

break 
        

Family does not 

incur cost of 

child living at the 

state supported 

living center 

        

Community does 

not incur cost of 

child living at the 

state supported 

living center 

        

Recommendation         
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from Local 

Authority 

Recommendation 

from CRCG 
        

State supported 

living center was 

the only service 

available 

        

Other: Please 

explain. 
        

 

 

Q2.9 As the County Judge, which of the following is critical to your decision for 

placement of a child under age 22 in a state supported living center? Click all that apply. 

 Pediatrician 

 Child psychiatrists 

 Occupational and physical therapists that specialize in children 

 Speech therapists that specialize in children 

 Psychologist/behavioral specialists that specialize in children 

 State supported living center has pediatric emergency equipment 

 State supported living center has specialized programs for children under age 22 

 State supported living center was the only service available 

 None of the above: Please explain ____________________ 

 

Q2.10 Were you involved in or informed about the Permanency Plan and what services 

and supports (including family, community & non-public supports) would be needed for 

the child (or children) to live in a family in the community or to return to a family in the 

community? 

 Yes 

 No 

 

Q2.11 Were you provided with information of community alternatives to a commitment 

to a state supported living center for a child/children under age 22? 

 Yes 

 No 
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Q2.12 As a County Judge, would you have preferred having an option to court order 

community-based services, similar to the option for children with serious emotional 

disturbance? 

 Yes 

 No 

 

Q2.13 Do the state supported living center(s) take proactive steps to reintegrate children 

with families? 

 Yes 

 No 

 

Q2.14 What are those steps? Please explain 

 

Q2.15 As the County Judge operating under current eligibility criteria, under what 

conditions would you NOT approve the placement of an eligible child under the age of 

22 in the state supported living center? 
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Q3.1 What services or supports would have been necessary for the child (children) to 

remain in the home? Click ALL that apply.  Click on BOLDED WORDS for more 

information. 

 No supports and services could have prevented the placement 

 Improved public school education program: FULL TIME 

 Improved public school education program: PART TIME    

 Improved public school education program: EXTENDED YEAR SERVICES (EYS)  

 AFTER SCHOOL CARE   

 RELIGIOUS GROUP    

 Support or services from FAMILY OR FRIENDS  

 Support or services from community agencies (other than Local Authority): 

EMPLOYMENT ASSISTANCE FOR THE INDIVIDUAL      

 Support or services from community agencies (other than Local Authority): 

PERSONAL ATTENDANT    

 Support or services from community agencies (other than Local Authority): 

MENTAL HEALTH TREATMENT OR SUPPORT    

 Support from Local Authority (i.e., MHMR Center): DAY HABILITATION 

 Support from Local Authority (i.e., MHMR Center): EMPLOYMENT 

ASSISTANCE    

 Support from Local Authority (i.e., MHMR Center): IN-HOME RESPITE    

 Support from Local Authority (i.e., MHMR Center): SUPPORTED EMPLOYMENT  

 Support from Local Authority (i.e., MHMR Center): OUT OF HOME RESPITE    

 Support from Local Authority (i.e., MHMR Center): COMMUNITY SUPPORT 

 Support from Local Authority (i.e., MHMR Center): MINOR HOME 

MODIFICATIONS    

 Support from Local Authority (i.e., MHMR Center): ADAPTIVE AIDS 

 Support from Local Authority (i.e., MHMR Center): SKILLED NURSING    

 Support from Local Authority (i.e., MHMR Center): BEHAVIOR SUPPORTS 

 Support from Local Authority (i.e., MHMR Center): OCCUPATIONAL THERAPY 

 Support from Local Authority (i.e., MHMR Center): PHYSICAL THERAPY 

 Support from Local Authority (i.e., MHMR Center): SPEECH/LANGUAGE 

THERAPY    

 Support from Local Authority (i.e., MHMR Center): AUDIOLOGIST    

 Support from Local Authority (i.e., MHMR Center): DIETITIAN    

 Support from Local Authority (i.e., MHMR Center): DENTAL TREATMENT    

 Support from Local Authority (i.e., MHMR Center): PRESCRIPTIONS    

 Support from Local Authority (i.e., MHMR Center): SUPPORT CONSULTATION 

SERVICES    
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 Support from Local Authority (i.e., MHMR Center):FINANCIAL MANAGEMENT 

SERVICES    

 Other: Please specify ____________________ 

 

Q3.2 Looking at the services you chose in the previous question, at what AGE should the 

service have begun? Please enter the AGE in the text box. 

 

Q3.3 Is there additional information you would like to share that could help develop the 

necessary community-based services for families with children who have intellectual 

disabilities? 

 Yes 

 No 

 

Q3.3.1 Please explain. 
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APPENDIX G: STATE SUPPORTED LIVING CENTER DIRECTORS ONLINE SURVEY 
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I agree to respond to this survey: 

 Yes 

 No 

 

Please reconsider taking this survey. Remember your answers are anonymous. The 

results of this survey may have an impact on service delivery for families who have 

children with intellectual disabilities, and your input is important! 

 Return to survey 

 Exit survey 

 

Q1.1   NOTE: Some of the questions below are of a personal nature, and you may skip a 

question if you do not wish to answer it.  Your responses are anonymous and will only be 

reported in an aggregated format.  You are: 

 White 

 Black or African American 

 Mexican, Mexican American, Chicano, Hispanic, or Latino 

 Asian 

 Multi-racial 

 Other: Please Specify Below ____________________ 

 

Q1.2 Your education: (Please click on the highest education attained.) 

 Technical Degree 

 Bachelor's Degree 

 Graduate or Professional Degree 

 

Q1.3 Your age: 

 Ages 18 - 30 

 Ages 31 - 50 

 Ages 51 and above 
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Q4 Your years of experience as a Director of a state supported living center.  

 Less than 1 year 

 1 - 5 years 

 6 - 10 years 

 10 - 20 years 

 Over 20 years 

 

Q5 Do you have recent (within the last 2 years) knowledge about the services and 

supports for children with intellectual disabilities available in the communities serviced 

by your state supported living center?  

 Yes 

 No 

 Some, but not all 

 

Q2.1 NOTE:  The remaining questions apply only to your experience with children under 

age 18  and adults aged 18 through 21 (school age) who have been committed (under age 

18) or admitted (over age 18) to the state supported living center under a civil 

commitment.  Those under age 22 who have been committed through the criminal justice 

system are excluded from this study. In your own words, what most influenced your 

decision to approve the placement of an indivudal(s) under the age of 22 to a state 

supported living center? 

 

Q2.2 As the State Supported Living Center Director, your role includes the following. 

Click ALL that apply. 

 Consider approval/disapproval of placement of a child in my state supported living 

center 

 Determine what supports are needed to maintain the child in the family home. 

 Determine what supports are needed to maintain the child in the community. 

 Determine what alternatives are available to state supported living center placement. 

 Other: Please specify ____________________ 
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Q2.3 As the State Supported Living Center Director, was there a specific person who 

influenced your decision for placement of a child (or children) in a state supported living 

center? 

 Parent/guardian/Legally Authorized Representative 

 Physician 

 State supported living center staff 

 Other Professional outside of the state supported living center: Please specify 

____________________ 

 Other person: Please specify ____________________ 

 

Q2.4 As the State Supported Living Center Director, which of the following statements 

reflect your perspective for recommending the placement of a child (or children) under 

age 22 to a state supported living center. Click ALL that apply. 

 Based on child development, I felt it was a clinically correct decision. 

 I deferred to another person with clinical experience I do not have. 

 I deferred to agency policy. 

 I deferred to parent choice. 

 I was ambivalent but went with the recommendation. 

 I considered the literature regarding the effects of institutionalization on children with 

intellectual disabilities. 

 I considered the interest and desires of the child. 

 I would have liked to have had more information, but it was not available. 

 My agency does not have the resources to provide the services needed. 

 There were other specific or unique circumstances: Please describe. 

____________________ 

 

Q2.5 Do you agree with the practice of the state supported living center being an 

appropriate option for some children under the age of 22?  

 Yes No 

Ages 0 - 14     

Ages 15 - 17     

Ages 18 - 22     
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Q2.6 Based on your knowledge of child development, do you believe there should be 

limits placed on the length of stay in the state supported living center for a child under 

age 22? 

 Yes 

 No 

 

Q2.6.1 What should be the limits placed on the length of stay in the state supported living 

center for a child under age 22? 

 2 weeks 

 1 month 

 6 months 

 1 year 

 Other: Please specify ____________________ 

 

Q2.7 As a member of the interdisciplinary team, did you consider the placement of a 

child (or children) to be temporary or long term? 

 Temporary 

 Long term 

 

Q2.7.1 How long did you expect the placement(s) to last? 

 1 week 

 1 month 

 6 months 

 1 year 

 5 years 

 Until age 21 

 Past age 21 

 Until age 18 
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Q2.7.2 How long did you expect the placement(s) to last? 

 1 week 

 1 month 

 6 months 

 1 year 

 5 years 

 Until age 21 

 Past age 21 

 Lifetime 

 Until age 18 
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Q2.8   Did any of the following influence your decision to approve the placement of a 

child (or children) under age 22 in a state supported living center? Please rank them by 

importance with “1” being most important. Include all that apply.             

 1 Most 

Important 

2 Somewhat 

Important 

3 Somewhat 

Unimportant 

4 Not 

Important 

Parent/guardian 

request 

(parent/guardian 

choice) 

        

Child needed a 

place to live 

(could not live at 

home) 

        

Child needed 

one-to-one 

supervision 

        

Child needed 24-

hour supervision 
        

Child needed 

mental health 

treatment 

        

Child needed 

behavior 

intervention 

        

Child needed 

waiver slot 
        

Family needed a 

break 
        

Family does not 

incur cost of 

child living at 

the state 

supported living 

center 

        

Community does 

not incur cost of 

child living at 

the state 

supported living 

center 
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State supported 

living center was 

the only service 

available 

        

Other: Please 

explain. 
        

 

 

Q2.9 As the State Supported Living Center Director, which of the following choices are 

critical to your decision for placement of a child under age 22 in a state supported living 

center? Click all that apply. 

 Pediatrician available for resident 

 Child psychiatrists available for resident 

 Occupational and physical therapists that specialize in children 

 Speech therapists that specialize in children 

 Psychologist/behavioral specialists that specialize in children 

 State supported living center has pediatric emergency equipment 

 State supported living center has specialized programs for children under age 22 

 State supported living center was the only service available 

 None of the above: Please explain ____________________ 

 

Q2.10 Were you involved in or informed about the Permanency Plan and what services 

and supports (including family, community & non-public supports) would be needed for 

the child (or children) to live in a family in the community or to return to a family in the 

community? 

 Yes 

 No 

 

Q2.11 Does your state supported living center take proactive steps to reintegrate children 

with families? 

 Yes 

 No 

 

Q2.12 What are those steps? Please explain 
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Q2.13 As the State Supported Living Center Director, under what conditions would 

you NOT approve the placement of an eligible child under the age of 22 in the state 

supported living center? 
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Q3.1 What services or supports would have been necessary for the child (children) to 

remain in the home? Click ALL that apply.  Click on BOLDED WORDS for more 

information. Note that when reading definitions, the items will be automatically checked. 

If you do not wish to select this choice, click on the checkmark to undo the check.  

 No supports and services could have prevented the placement 

 Improved public school education program: FULL TIME 

 Improved public school education program: PART TIME    

 Improved public school education program: EXTENDED YEAR SERVICES (EYS)  

 AFTER SCHOOL CARE   

 RELIGIOUS GROUP    

 Support or services from FAMILY OR FRIENDS  

 Support or services from community agencies (other than Local Authority): 

EMPLOYMENT ASSISTANCE FOR THE INDIVIDUAL      

 Support or services from community agencies (other than Local Authority): 

PERSONAL ATTENDANT    

 Support or services from community agencies (other than Local Authority): 

MENTAL HEALTH TREATMENT OR SUPPORT    

 Support from Local Authority (i.e., MHMR Center): DAY HABILITATION 

 Support from Local Authority (i.e., MHMR Center): EMPLOYMENT 

ASSISTANCE    

 Support from Local Authority (i.e., MHMR Center): IN-HOME RESPITE    

 Support from Local Authority (i.e., MHMR Center): SUPPORTED EMPLOYMENT  

 Support from Local Authority (i.e., MHMR Center): OUT OF HOME RESPITE    

 Support from Local Authority (i.e., MHMR Center): COMMUNITY SUPPORT 

 Support from Local Authority (i.e., MHMR Center): MINOR HOME 

MODIFICATIONS    

 Support from Local Authority (i.e., MHMR Center): ADAPTIVE AIDS 

 Support from Local Authority (i.e., MHMR Center): SKILLED NURSING    

 Support from Local Authority (i.e., MHMR Center): BEHAVIOR SUPPORTS 

 Support from Local Authority (i.e., MHMR Center): OCCUPATIONAL THERAPY 

 Support from Local Authority (i.e., MHMR Center): PHYSICAL THERAPY 

 Support from Local Authority (i.e., MHMR Center): SPEECH/LANGUAGE 

THERAPY    

 Support from Local Authority (i.e., MHMR Center): AUDIOLOGIST    

 Support from Local Authority (i.e., MHMR Center): DIETITIAN    

 Support from Local Authority (i.e., MHMR Center): DENTAL TREATMENT    

 Support from Local Authority (i.e., MHMR Center): PRESCRIPTIONS    
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 Support from Local Authority (i.e., MHMR Center): SUPPORT CONSULTATION 

SERVICES    

 Support from Local Authority (i.e., MHMR Center):FINANCIAL MANAGEMENT 

SERVICES    

 Other: Please specify ____________________ 

 

Q3.2 Looking at the services you chose in the previous question, at what AGE should the 

service have begun? Please enter the AGE in the text box. 

 

Q3.3 Is there additional information you would like to share that could help develop the 

necessary community-based services for families with children who have intellectual 

disabilities? 

 Yes 

 No 

 

Q3.3.1 Please explain. 
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