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ABSTRACT

Mentally retarded individuals face many challenges when transitioning into
the community. Among these are difficulties in transitional living skills. Currently
there is very little research on community programming for individuals with mental
retardation. In this study a survey questionnaire assessed the transitional practices
of occupational therapy personnel in New York State and discovered what
elements were most commonly included among transitional living skills.
Respondents also rated these elements as important or unimportant.

Overall, occupational therapy personnel were found to work with younger-
children using a developmental approach, and worked minimally in the:
transitioning process. Those therapists who work in transitioning, often used the
traditional roles of evaluation and individual treatment when working with .
consumers. The skills that they taught were primarily those that related more to
basic ADLs such as feeding or eating, dressing, and oral hygiene, even though they

~ recognized the need for training in morezamplex IADL:s particularly emergency
response, medication routine, and health maintenance. Analysis of rural and urban
centers did not indicate meaningful differences.

Firidings fromn thi$'study will be useful when identifying effective treatment

. T

approaches _fcgr mentally. retarded individuals who are transitioning into the
Ty ' K

community.-They also reflect a real need for more occupational therapists to

- . bk

provide pi‘dg‘rémr'ﬁirig leading to the acquisition of transitional living skills for

individuals with mental retardation or developmental disabilities.
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INTRODUCTION
Mental Retardation
Mental Retardation (MR) affects approximately three percent of the
world’s population (Berkow, 1995), and is the most common form of |
developmental disability. According to the United States Department of Health
and Human Services, mental retardation is a cause of major activity limitations for
those afflicted (United States Depann{ent‘ of Health and Human Services, 199‘6).-
In New York State in 1993, approximately 5.7 persons per 1,000 aged six to
seventeeh were diagnosed as having mental retardation. In addition, 6.2 people
per 1,000 ages eighteen to sixty-four were sﬁnﬂarly ciiagnosed ‘(Huang & Rubin,
1997). |
Mental retardation is described as sub average intellectual ability combined

vvifh difficulties in learning and social adaptation (Huang & Rubin, 1997). It is.
usually present at birth or early infancy, and the condition is largely unchanging
throughout life (Edgerton, 1979). If impairment occurs anywhere from zero to
eighteen yeara, it may be defined as mental retardation. In most‘cases of mental
retardation, the cause is unknown. Common known causes include:

. ExcessiQe maternal consumption-of alcohol or the use of drugs

e Radiation therapy

. Poor nutrition

e Viral infeétions such as the German measles (rubella)

J | Chromosomal abnorrnalitiea such as Down syndrome

e Difficulty during birth (prematurity, head injury, low oxygen levels)

U r— e e ——
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¢ Heredity disorders such as phenylketonuria (Berkow, 1995).

Mental Retardation is classified into four levels, based primarily upon the
indiviciual’s intelligence quotient (IQ). An IQ range of 52-68 is described as mild
mental retardation. At this level, the individual is able to develop so;:ial and
communication skills. He or she may show slight impairment of motor
coordin'aﬁon. Academic skills may reach the sixth grade level, and these
individuals can usually aéhieve enough social and vocational skills in order to be
self-supporting (Edgeﬁom 1979).

The second level of mental_ retardation is the moderate level; with an IQ
| between 36-51. i\doderate mentally retarded people can learn to‘talk or
communicate, however social awareness may be poor. There are slight
impairments in motor coordination, and tms is especially noticeable during self-
help 'activities. People with moderate mental retardation can usually achieve up to
a second grade academic Jevel, and can eventuaﬂy learn to do unskillgd or
semiskilled work traditionally in sheltered conditions (Berkow, 1995).

The third level of retardation is the individual with severe mental
retardation. The IQ range for' these individuals is generally 20-35. At thlS level, an
individua] can be expected to s;cly a few words and learn simple self-help skills that
are habitual, surchas tooth brushinig or hand washing. He or she may participate in
some higher-level skills with supervision. Muscle coordination is often poor, and‘ :
supervision is usually necessary (B'erkow,« 1995). |

The fourth and most severe form of menta] retardation describes the

profoundly mentally retarded individual. This label refers'to someone who has an

Ve

S
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1Q of nineteen or below. Often these individuals will have accompanying
neuromuscular, éﬂhopedic, or language difficuities. Self-care is very limited, a.nd
custodial care is usually requiréd. The incidence of MR within the four levels
tends to decrease as the severity of the mental retardation increases. A large
percentage of the mentally retarded population falls within the mild to moderate
category (Berkow, 1995). |
The physical, emotional, and intellectual abilities of mentally ret;zrded)
individuals are influenced by the kind of care and education they receive :-
(Edgerton, 1979). Historically, programs for MR have focused on maximizing
academic function and on provision of custodial care. - The programs may or may
not have included vocational training and independent living training. Over the last
thirty years, however, increased focus has been piaced on maximizing the ability of
thé individual with mental retardation to function at his of ber highest level w1thm
the community. There has, therefore, been a growing movement to assist
individuals with MR in making the tra.nsition from sheltered living, work, and
school environrﬁents to independent community living and working (Decker &
Thornton, 1995). This brings with it a qhange in'the programming needs.for these’
individuals, particularly in young adulthood. |
Transitioﬁing is defined by Brollier (1994), as “the process by which a
student is prepared to leave the school setting.andl enter into employment and
community ﬁviﬁg” (Brollier et'ai., 1994, p. 346). The necessity for transitioning |
for individuals with disabilities has been leg;:illy mandated in the school s_ystem for

persons between the ages of fourteen‘and twenty-one. Provisions for occupational
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therapy and other related services are also mandated in transitioning. Transitioning
requﬁes the involvement of the family, the student, and a variety of professionals
who work with the student. These individuals must all collaborate to determine
transitional objectives in the domains of domestic, community, recreational, and
vocational living (Brollier et. al., 1994). Interventions should then focus on
functional daily life and readiness skills.

Functional skills that are necess_afy for these individuals to transition with
ease into independent living may include vocational adjustment, money
management, daily living skills, and social and interpersonal communication
(Bruininks & Lakin, 1985). These students must be encouraged to perform these
' functional skills in multiple environments, including ones that are integrated with
‘normal’ individuals. It is important that smde};ts be given-opportunities to
practice functional skills while they are in school in an effort to foster the
transitioning pfoceés.

Transitional programming that is offered within the scho;>1 system is one
way for individuals with disabilities to écquire community living skills. Accbrding
to New York State Regulations of the Corhmissioner (1999), transitional services
are “ a coordinated set of activities for a student with a disability, designed within -
dn outcome-oriented process, that promotes m(;vement from échool to post-school
activities including, but not limifced to, post-secondary education, vocational
training, integrated competitive employment (including supported employment),
continuing and adult education, adult services, independent living, or community

participation” (Weller, et. al., 1999, p. 4). It mvolves coordinating éctivities that
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are client-centered, and are based on the individual's specific needs, preferences,
and interests. Overall, transitional programming and transitional services both
work to enable young people with disabilities to become productive and

independent members within the mainstream of society (DeFur & Taymans, 1995). -

Individuals with mild, moderate, and severe levels of mental retardation are

-capable of both learning and living with some level of independence. Therefore, it

"is important to consider transitional issues while the individual is in school so that

he or she can become »better equipped to deal with the transition into the
community following high school. Some of the issues that shoﬂld be addressed
include whether the individual will obtain employment and be self-sufficient, the
level of sﬁpp_ort that will be necessary in employment or community living, and
whether the person'will be able get around independently within the community.

| These are only a few of the areas to be considered when transition
planning. This is especially true for studénts with MR while they are in second@
school. Over the course of foﬁr yea;'s, the student must prepare to leave the school
system and student role, and eﬁter the larger adult community. It is important to
understand what areas need to be .considered in order for an individual to ﬁmctioh '
within the larger society. The following aréas shoﬁld be included_ when
developing a trénsitional program that will facilitate acquisition of overall
independent living skills: occupational and vocational educatibn; availability of job .
opportunities; wishes for furthering -educatio'mﬂ level after secondary school;._ '
availability of transportation to and from work, school, home, doctor’s

appointments, and leisure activities; financial resources available to the consumer;
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the individual’s legal rights; and the availability of advocacy groups should also be
taken into consideration (Weller et. al,, 1999, pil).

According to Smith, (1998), an estimated forty ﬁve-thousand people with
disabilities have their housing needs met by state and voluntary programs.
Wherever they live, many people with mental r;etardation need some assistance m .
their daily lives. It may range from maximal assistance with activities 6f daily
living such as dressing or going to the toilet, or minimal assistance with complex
instrumental activities of daily living such as money and time management.
Therefore, when planning for housingifor someone with disabilities, it is necessary
to include é support services plan. This support service plan should take into
account the individual and his of ber needs, as well as the resources that are
a;'ailable (Smith, 1998).

Occupational Therapist’s Role

It is the responsibility of the occupational therapy profession, along with
other members of the team who work iﬁthe transitioning of consumers, to
determine the course to take and the treatment to provide to ensure that clients
receive effective treatment during the transifioning process. It is also important to
assure that they can experience s;uccess in community living. Independent living
and maximizing function are concepts that have long Been valued by occupational
therapists. This is especially true when working with the mentaliy and physically
bandicapped who require training in specific skills to achieve independence in their
daily roles of work, leisure, and maintenahcé activities. This ‘is exemplified in the

American Occupational Therapy Association's definition of occupational therapy
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(OT). 6ccupati’onal therapy is "the therépeutic use of self-care, work, and play
activities to increase independent function, enhance development, and prevent
disability. If may include adaptation of [a] task or [the] enﬁoment to achieve
maximum independence and to enhance the quality of life" (AOTA, Representative
Assembly Minutes, 1986, p. 482).

Occupationai therapists are trained to assess the environment and to adapt
it when necessary. Another _coré concept of occupational therapy is also to
examine the balance between work, play, rest, and leisure in a person’s life. F(;r
these reasons, it is important that occupational therapists work to help individuals
gain transitional skills so they can perform daily activities within the community. B
To provide O;l" services effectively, further research is.needed to determine what
key elements make up a successful trggsitional pro gram for individuals with mental
retardation.

With the introduction of civil rights and educational legislation in the
seventies-and eighties, the role of occupational ‘thera‘pists in the school setting has
changed (Huang & Rubin, 1997). There is now more emphasié placed on an
education that is appropriate to the student's abilities and goals, and which |
prepares them for adult living. There is also an increased emphasis piaced onthe
development of skills that will allow the individual to transition with increased ease
from a traditional school setting to an independent life in the community, It has
been assumgd that these programs work, but there is little research that deternﬁnes
if or why these programs are successful, and what elements indicate that

transitional living programs have quality and success. Interpretation of these

N oy = e
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- programs may lead to identiﬁcaﬁonvof specific elements of the proém that should
be used to increase success of the individual in the community. |
Discovering what key elements make,ilp a successful living program is
important in the field of occupational therapy. It would help to ensure that clients
receive the best, as well as the most cost-effective, treatment. Occupational
therapy treatment is an expensive service, and clients deserve to know about the
-bést treatment options. Successful and happy living is also important to clients

who want to live independently.
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Statement of the ljroblem

It is often difficult for parents of children with mental retardation to look-
into and plan for the future. Unlike ‘normal’ individuals who do much of their
own planning, persons with mental retardation must rely primarily on their parents,
schools, and support systems for this same planning @16dgett,.197 1). The
transition process in;'olves a great‘deal-of decision making on the part of the
family, the individual who will be transitioning, and the members of the team who
work with the consumer. An informed choice about the best way to transition the
indivi&ual can only be made when there is adequate knowledge and understanding
of both the options and the consequences of the choice (Weller et. al., 1999).

There are currently programs in place that Wérk specifically toward
integrating and transitioning disabled i’ndividuals into the community. However,
little has been done thus far to éxamine the role that occupatioﬁa.l therapy can or.
does play when working with transitional living pfograms or the effectiveness of
these transitional living programs. With the in;:reasing costs of services, th is
important that the occupational therapy profession look into the best possible
interventions for its clients. In occupationai therapy, further research is needed to
determine the key elements of a succeésful transitional living program for
individuals with mental retardation and the role of occupational therapists in this

arca.
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Purpose of the Study
- The purpose of tms study was to detgrmine the role that é:'ccupationa]
therapists play in the process of transitioning individuals baving MR or DD into
community living. The study also examined the theoretical models that are

primarily used when working with individuals who are transitioning. .Therapists

were evaluated on the perceptions that they have about the services they proﬁde,
and the perceived importance of these services when working WIth the mentally
retarded population. A comparison was done to see if urban and{ rural based OT’s -
placed the same hﬁportance on issues of transitioning.. All of this was done )
through the use of a mail survey that sampled 150 occupational therapists in New
‘York State whp are members of AOTA. Through this study, we| sought to learn

. |
what occupational performance skills occupational therapists believe contribute to

the success of transitional living programs.
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Limitations and Delimitations of the Study

This study w1ll focus on only one aspect of transitional programming,

independent living.

Only 150 occupational therapists working with individuals having
developmental disabilities or mental retardation were surveyed. It is expected that

some of these individuals may not work in the transitioning of their consumers.

All occupational therapists recruited for this study were members of the

American Occupational Therapy Association's Developmental Disability Special
Interest Section. This may not be representative of all occupational therapists in

this practice area.

This study will only look at programming for the menta11§ retarded and

developmentally disabled population, and it therefore cannot be generalized to all

populations. -
The non-standardized survéy was designed specifically for this study and
has not been tested for reliability and validity. It was pilot tested by classmates and

professional faculty members for initial content validity only.
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Assumptions of the Study
‘The first assumption is that the subject group is reasonably representative

of occupational therapists serving mentally retarded individuals.

-The second assumption is that occupational therapy personnel involved in

the transitioning process will fill out the surveys accurately and honestly.

The third assumption is that the survey accurately measures what it is

supposed to measure.
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Definition of Terms

Societal Trends

Deinstitutionalization: "The shunning or avoidance of tradjtional institutional
settings for the care of the mentally disabled, and the concurrent expansion of
community-based facilities for the care of these individuals" (Brulmnks et. al.,
1981).

Institutionalization: According to Wolfensberger (1972), it is “a deindividualizing

residence in which persons are congregated in numbers distinctly larger than might
be found in a large family; in which they are highly regimented; in which the
physical and social environment aims at the lowest common denominator; in which
all or most of the transactions of daily life are carried on under the roof, on one
campus, or in a largely segregated fashion” (Bruininks & Lakin, 1985, p. 4).
Integration: A mox;ement where severely handicapped individuals attend school
with gther nob-handicapped youth. They often share the same physical facilities,
and may be in a few classes or groups together for periods of social interaction and

educational and social activities (Bruininks & Lakin, 1985).

Mainstredming: An educational movement where handicapped students are
educated within regular classes with ‘normal’ students instead of in segregated
schools or classrooms.

Housing Options

Family Care: A living situation in which an individual lives with either family or

friends. It is funded by state, local, or private money.

.,
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Group Homes: Neighborhood homes for up to ten individuals, that are staffed
twenty-four hours a day. Individuals living in a group home may require greaterl
than two hour, but less than twenty-four hour supervision, and services can range

from providing total assistance to moderate supervision.

Home Modiﬁcations: Adapfations made to the home that are necessary to
maintain or increase one’s ability to live at home with independence.

Independent Living Centers: A living facility where staff is on site twenty-four

hours, however, services are used only as needed.

‘Independent Living Services: Services provided to help people w1th disabilities -

develop more control over their lives and to live more independently in their own
communities.

Living Independently: ‘Living in an apartment or a house on one’s own, and

without any support services.

Supported-Living/ Live-in help: Living within a home or an apartment where a
live-in aide is available in the home around the clock to pérform instrumental
activities of daily living (IADL’s).

Transitional Living/Supported Apartments: Apartment living for one to three

people who have reached a high level of independence. Cdunseling‘ intervention
may be necessary for the individuals living within the apartment, however, no on-
site support staff is required.

Emplovment Options

Enclaves/ Mobile Work Crews: A group of five to eight individuals working

together with a staff supervisor. The goal is for individuals to develop work skills

-
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in a structured setting and move on to more individualized work settings (Weller

=

et. al.,, 1999).

Independent Employment: Finding and maintaining a job without any outside -

assistance or support. Advocacy and assistive technology may be provided as -
needed (Weller et. al., 1999).

Sheltered Employment: Traiming or work in a workshop with other persons with

disabilities. There is subcontracted work with local industry, state, and federal
government. Wages are sub-Mum wage (Pierson, 2000).

Supported Employment: A program for individuals. who need on-going support to
remain in community based em;;loyment. Wages are at or above minimum wage

(Pierson, 2000).

Transitional Employment: “The placement and time-ﬁmitéd training for a specific
~ job. The length of time during which suppoﬁ and training are provided ranges
form very limited to approximately 250 hours of job coaching” (Weller et. al.,
1999, p. 28). - |

Occupational Therapy Terminology

Activities of Daily Living (ADL): Activities such as, but not limited to, mobility,

eating, toileting, dréssing, grooming, and other activities related to personal needs.

Instrumental Activities of Daily Living (IADL): Tasks beyond basic self-care that

include fasks such as cooking, cleaning, shopping, using the phone, doing laundry,
money management, banking, driving or the use of public transportation,
housekeeping, and other activities involved in 11v1ng independently (Hopkins &

Smith, 1993).
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Functional Limitations: The behaviors or conditions of a person that impair the
ability to provide for personal needs.

Transition Terminology -

Individualized Education Plan (IEP): A written statement of the educational
program that has been designed to meet the individual's unique needs. It specifies
the programs, placement, and services that the individual will receive. It also

includes a description of the individual's educational status, goals, and objectives.

Least Restrictive Environment (LRE): Part of Public Law 101-476, the
Individuals with Disabilities Education Act (IDEA), that states the child has the
right to be placed in an appropriate setting and the right to be educated, when

possible and where possible in a program as close to home as possible. According

to Pataki, it is the provision of services to meet the individual's needs in a manner

which least interferes with the individual's normal day—to-day activities (Smith,
1998).

Person Centered Planning: An approach énd a method to foster new ways of
thinking when planning with a person who has a disability. The process begins
with the individual and foCuses.on developing personal relationships, positive roles
in the community, and skills for self- empowerment.

Traditional Planning: The process in which professionals and parents make

decisions for the student without student input. Usually the student is absent or

present but may not be included in'the discussion or decision-making.

Transitional Services: A coordinated set of activities for a student, designed within

an outcome oriented process, that promotes movement from school to post-school
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activities, including post-secondary education, vocational training, integrated
employment, continuing and-adult education, adult services, independent living or
community participation.

ES_I_I_)_ “The Office of Vocational and Educational Services for Individuals with
Disabilities-is a part of the New York State Education Department. It helps
people with disabilities that are eligible fer vqcational rehabﬂitation_services to find
and keep sﬁitable employment. Provides vocational féhabilitation services to
eligible individuals to prepare them for employment consistent with their strengths,
abilities, and interests” (Smith, 1999, p. 1). |

Types of Disabilities

Develonment‘al Disabilities (DD): A broad veategofization of individuals who
include, but are not limited to those individuals with the following disorders: |
mental retardation (MR), learning disabilities (D), Attention deficit/hyperactivity
disorder (ADD/ADHD), autism/pervasive developmentaﬂ delay (PDD), and/or dual

diagnosis of psychopathology or behavior disorders associated with MR (Kurtz et.

al, 1996).

Developmental Delay: The non-specific term for children under five years of age

with-developmental skills below the level expected for age. It is reserved primarily
for preschool children with developmental variance that is at least twenty-five to

fifty percent below the mean (Krurtz et. al., 1996).

Mental Retardation (MR): Below normal int.ellectual functioning that has its cause
or onset during the developmental period. It results in impaired learning, social

adjustment, and maturation. It is categorized by severity: mild, having an IQ
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between 50-70; moderate, having an IQ bétween 35-55; and severe, having an IQ
less than 35 (Toward Independence, 1999).
Normal: Any individual without a mental or pﬁysical handicap having an

intelligence quotient above 70.
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Research Questions

* What theoretical models are primarily used when working with individuals

having mental retardation or developmental disabilities?

o Atre different theories used based on the age of the individual being

served?

e Who are the primary team members that work with individuals having mental

' fetardation or developmental disabilities?

e To what extent are occupational therapists involved in transition planning for

individuals with mental retardation or developmental disabilities?

e What is the 6ccupational therapist’s role in transition planning and

programming?

e What services are provided when working on transitioning of consumers, and

what services are perceived as being needed?

. Aré there any differences in how urban-based therapists view the availability of
employment, transportation, housing, and self-advocacy groups in comparison

to rural-based therapists?
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REVIEW OF THE LITERATURE
Introduction
"Since the late 19605; under the influence of deinstitutionalization, tens of
thousands of mentally retarded people have beén mnved from state institutions to

smaller residential facilities, to their natural families, to independent living, and to

~ other types of community-based placément" (Bruinincks et al., 1981, p. xi). The

United States made a formal commitment to the goal of independent living for
people with severe disabilities in the late 1960’s and 1970’s. This is tied to the
civil rights movement and the trend toward deinstitutionalization. This
commitment was marked by the passage of the Vocational Education Act in 1963,
and the Amendments to the Reliabilitation Act in 1978.' These very important |
steps have alreédy brought about enormous changes to the lives of disabled
citizens and to the ﬁéld of rehabilitation. Whether this progress continues to
occur is dependent on several factors, including the extent of financial
commitment from the government, the cooperation of consumers and service
proﬁdeis, and community awareness (Crewe, 1979).
- Mental Retnrdation_and Independent Living

Historically, persons with mental retardation have experienced

discrimination in émployment and housing based on their physical and/or mental

deficits. Their access to community-based employment and housing has been

~ limited. Rehabilitation legislation currently exists that prohibits discrimination -

based on disabilities.. There is now a legal obligation for schools, businesses, and

————
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housing sites to provide equal access for individuals with mental retardation
(Mayerson, 1998).
. According to the American Assoéiation on Mental Deficiency (AAMD),
| there are three key elements necessary to understand mental retardation in relation
to independent living. These include capabilities, the environmeﬁt, and the level
of functioning (Huang & Rubin, 1997). Capabilities are the attributes that enable
a person to function in society such as voéati;ﬁal skills, cognitive skills, and
social skills. The environment is'the setting in which an individual lives, learns,
works, and interacts. It includes such things as job availability and accessibility,
the social atmosphere, access to transportation, and availability of housing. The
level of functioning is the highest levei that the individual will be able to achieve,
and it takes into consideration the devgree of need for supports, anid whether the
need is intérmittent, limited, extensive, or pervasive (Huang & Rubin, 1997).
Function can be influenced as much by the natu;e of the person’s environment as
it is by the person’s capabilities, and the existence of limitations in adaptive skills
occurs within the context of the community environment (Huang & Rubin, 1997).
The goal of iﬁdependent living is qu participation and integfation of a person
with a disability into society (Bowen, 1996).
Historical Factors in Independent Living
To understand the independent living movement, it is first imperative to

realize what events led to this drive for independent living. Initially, Public Law.

88-210 helped individuals without developmental delays smoothly transition into

the commﬁm'ty and independent living by mandating the use of vocational

-
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training in high school in addition to traditional academic coﬁrses. In vocational

programming, students develop specialized skills that are helpful when trymg to

integrate into the community following school. Although this act did not target |

individuals with mental or physical handicaps, it was an importaht precedent for

laws that followed. Later legislation extended this focus to students with

handicaps including mental retardation (Bowen, 1996). i
Institutions ‘

The first institution for indiviciuals §vith mental retardation or psychiatric
problems was féunded in Massachusétts m 1848, asa wing of a state school for
thé blind. From that point until 1967, institutions grew to become the pnmary
residential facilifies for mentally retarded individuals. Institutions housing
individuals with MR operate under the medical model, and they have tended to
view their residents in a more custodial than rehabilitative manner. Institutional
services do not approximate the real world by any means (Brolin, 1976).

Institutionalization of most individuals with mental or physical disabilities
was not uncommon. Institutions have been defined in various ways by
individuals such as Wolfensberger (1972), Clements (1976), and DeJong (1979).
There is a lack of consensus on one single definition. A commoﬁ theme found in
all three definitions, however, was that it was a type of residence or placement
that was isolated from the outside world and was not chosen by the individual
who stayed there (Bruininks & Lakin, 1985). Often, institutional staff exercised a
subétantial measure of social control on inmates, with little outside interference.

Within these institutions compliance was valued, and individualistic behavior was
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often discouraged. Also, patients were often not required to perform even basic
activity z)f daily living (ADL) or instrumentai activities of daily living (IADL)
tasks such as dressing, bathing, showing responsibility for self-medicating, or
makin;g :iecisions that would be necessary in the outside world (DeJong, 1979).

Although many patients were not discharged from these institutions, some
were allo“;ed to return to the community if they had a high level of independence
while in the institution. In this case, the patient was expected to automatically
assume control of his or her own health care and life decision-making. These
individuals were often doomed to failure outside of the institution as they did not
have these skills (Bruininks, et. al., 1981).

Deinstitutionalization/Mainstreaming/Integration

For developmentally delayed individuals, the iransitional movement had
been variously called deinstitutionalization, mainstreaming, or inteération into the
community. The different tenﬂs are used in various elements of the process, in
different systems, and by different authors and policy makers.
ﬁeinst_itutionalization refers to the relocation of developmentally delayed
individuals from large, centralized, isolated hospitals or state schools into the
community, with services focused on and located in the community. Community
housing is typically smaller and more personal. Mainstreaming is an educational
movement where handicapped studént; are educa*ed within regular classes with
‘normal’ students, instead of in seéregated-schools or classrooms. Integration is

used where severely handicapped individuals attend school with other non-

handicapped youth. They often share the same physical facilities, and they may
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Transition

In order for these ins-titutionalized individuals to be integrated successfully
into the community, there became a need for transitional services. Transitional
services are defined as activities designed for an individual in an effort to"prepare
them for the next part of his or her life goals (Brollier, et. al., 1993). This is done
through the provision of vocational training, integrated employment or sﬁpportive
employment, continuing education courses, independent living services, and
community participation activities (Brollier, et. al., 1994).

Of these programming options, the most developed and studied is
vocational programming. Vocational transition for individuals with moderate to
severe disabilities has become a national priority due to the Office of Special
Education and Rehabilitative Services (OSERS), with the passage of multiple
federal laws funding these initiatives (Brollier, et. al., 1993). Educational
legi;ia}tion for the hapdicap;zed in 1983 and 1986, mandated secondary education
and'i;ag%ition services for youth with disabilities who were between the ages of
twelve and twenty-two. These amendments also mandated that federal money be
spent on'-re;search of the transitioning process. In addition, the Carl D. Perkins

. Vocational Education Act of 1984, provided funding of vocational education and -
demanded that parents be made aware of vocational opportunities for their child
one year prior to receiving transitional services. In 1990, with the passing of the

Individuals with Disabilities Education Act IDEA), transitional services and

assistive technology were specifically defined within special education services,
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and they ha:i"tcfbg included in a disabled individual’s education program
(Brollier, et al., 1993).

Vocational Rehabilitation

The year 1960 proved to be a turning point for occupational therapy and
the development of services for mentally retarded individuals that focused on
prevocational exploration and training techniques (Ogden, 1985). i’rior to the
1960’s, the focus in ?ccupational therapy was primarily on handicapped
individuals within the normal range of intelligence. One act that increased
services for severely disabled and socially handicapped individuals was The
Vocational Rehabilitation Act of 1973. This act defined work as the sole criteria
fof adjustment into the community, and vocational training had to be accessible to
all students within the school system (Ogden, 1985). Funding became available
for the construction of vocational rehabilitation centers and curative workshops.
This allowed for increased accessibility to vocational rehabilitation programs.
One downside to this Act was that it allowed states the right to determine ifa
client could have enough skills to be employed by the age of eighteen. If deemed
inappropriate, the client could be dropped from programming (Kirkland
&Robertson, 1980).

The Vocational Rehabilitation Acts were amended in 1973, with several
changes relevant to vocational and community programming for the retarded
(Brolin, 1976). Under this amendment, independent living services were
included. These services were to be provided "to those individuals for whom a

vocational goal was not possible or feasible" (DeJong, 1979, p. 437). This was an

~
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important breakthrough in the sense that it mandated that individuals with severe
handicaps receive ﬁr;st bﬁority for independent living services. It also mandated
affirmative action programs for the e@loyment of the disabled, and it banned
discriminaﬁon on the basis of handicap in any program or activity that received

federal financial assistance. Clients were also encouraged to be involved in the

~ design and delivery of vocational rehabilitation services. Emphasis was placed on

designing programs that offered a wide range of services for individuals with
disabilities (DeJong, 1979).

Research carried out in the seventies revealed that existing medical and
vocational programs were not meeting independe'nt living needs 'Qf the mentally
retarded (Padavan, 1986). These studies became the impetus for the funding of
independent living centers by the federal government. This led to the passage of
the 1978 amendments to the Vocational Rehabilitation Act with the passage of PL
95-602. The. definition éf 'work' under this amendment was expanded to include . |
the development of improved social skills, use'qf leisure time, anci the acquisition -
of personal skills leading to expanded p&wnﬂ independence. Independence
training could now be inqluded in the goals of the rehabilitation brocess (Baum,
1980). PL 95-602 mandated that independent living centers for severely
handicapped individuals be funded with federal money. According to Carolyn
Manville Baum, the passage of this amendment was "the reasdn independent
living centers were established [due to the passage of this amendment]" (Baum,

1980, p. 773).
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Following this amendment, thé number of independent-living centersin - -
the United States increased from an estimated fifty-two centers in 1977, to over
300 in 1986. This number is still on the rise (Nosek, et. al., 1990). Current
independént living centers offer a variety of services for the disabled individual.
These services include independent living skills train-ing, assistapce with housing
and tranqurtatioh, information and referral, attendant-related services, self-
advocacy, peer counseling, and vocational training. Many of these services fall
within the scope of occupational therapy, however, only foﬁy-six percent.of the
independent living centers in the United States offer loccupati()nal therapy services
(Bowen, 1996).

The Vocational Rehabilitation Acts were the major source of funding for
vocational and community independent living programs for individuals with MR
(Nosek, et. al., 1990). Vocational education services that were funded include:
special instructional programs, prevocational orientation programs, vocational

counseling, and employability skills training. It is felt that these services enhance

" the opportunities of haridicapped individuals in 4 vocational education program .

(Brolin, 1976). The Vocational Rehabilitation Act and its amendments have also
brought about an increase in societal awareness about housing and employment
issues faced by physically or mentally disabled individuals. An increased focus

on skill acquisition and advocacy for individuals with disabilities has become a

priority.
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Educational Reforms -

Along with the developments in vocational rehabilitation, parallel reforms‘ :
occurred during the same time period in the education of handicappégl children. -
In 1975, with the passage of the Education for All Handicapped Children's Act,

PL 94-142, students with disabilities were mainstreamed into regular education.
Rather than separat-ing individuals with handicaps from normal CMI&en in the
school setting, there was a push to integrate children with disabilities into a |
classroom with normal children of the same age. Parents and children were also
given the right to a free, appropriate éublic education that included related
services such as occupational therapy ‘(Ogden, 1985). If the local public school
district was unable to provide needed services, the district was forced to cover the
cost of private tuition for the disablgd individual at a school that did offer -
services.

As part of tile mandate for an appropriate education; the child’s education

plan is expected to include vocational and activity of daily living goals. The

. individualized education plan (IEP) was introduced. This permits parents,

teéchers, and other professionals to develop a plan based on the particular child's
wants and needs. This act has since been amended under PL 101-476, Individu’ais
with Disabilities Education Act (IDEA); IDEA éxpanded the rights of parents of
disabled children.. Part of PL.94.1-142 under these two laws, parents were given the -
right to have their child evaluated in all areas related to the disability so a pro.gram

could be tailored to the child's specific needs. The child could also be placed in
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the least restrictive environment (LRE) so that they could be challenged, but not

overwhelmed by the learning environment. (Kirkland & Robertson, 1980).

With the passage of PL94-142 and IDEA, there has been a movement

-

- away from teaching only academics, and progressi\;ely more emphasis has been
placed on an education that was appropriate for the specific child. This includes
the requirement for assessment and planning for vocational programming and
transitioning to be done well before graduation.

Nearly ten years after the passing of PL 94-142, the Carl D.- Perkins

Vocational Education Act, PL 98-524, was passed in 1985. The purpose of this

s o e

act was "to assure that individuals who are inadequately served under the
vocational education programs are assured access to quality vocational education
programs, especially individuals who are disadvantaged, who are hanciicapped,
mén and women entering nontraditional occupations, adults who*are in need of
training and re-training, and individuals who are incarcerated in correctional t
) ‘_-’insiiﬁftions" (Presicfeﬁtisf, 1999,p. 1). This law mandated services and funding for
v:)“cgtipnal education of: un'cie:served, including mentally handicapped adults. It
su‘ppojftéa and reinforced the importance of vocational education. It also led to an
incréaséd awaréness that planning for transitioning is necessary if an individual is
to succeed in the community (President's, 1999).

| Housing Options

Community residences emerged as a response to the nationwide

deinstitutionalization movement began in the 1960°s. During this period, public

and professional opinion focused increasingly on the negative effects of
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institutions’ f_or the mentally disabled, and on ways to allow these individuals to
" L3 ‘-’ Y

liveina mofi agpropnate setting (Padavan, 1986). There are a variety of special

housmg Optl'ons vpotentlally available to the handicapped. The different types of
housing available in the community take into account the differences in
independence potential across disabilities. These include, but are not limited to,
group homes, independent living centers, transitional living/supported apartménts,
supported living/live-in help, foster care, living at home with family, independent
apartments or homes, and shared housing (McCarron & Dial, 1991).

The group home is one housing option (McCarron & Dial, 1991). This
option has more than two hours but less than twenty-four hours of supervision and
support, and primarily addresses IADL needs. An individual living in a group
home may usually hold a job in the community with support, can participate in
social activities such as dating, and is typically able to use community
transportation and other resources independently (McCarron & Dial, 1991). A
group living program has mandated regulations concerning how the home is run.
These regulations include who is eligible to live in this setting, how many people
can live there, and how the house is staffed (Smith, 1998).

A second housing option that is often used is an independent living center.
This type of housing is different from the group home, because residents in this
setting require a greater amount of supervision. Residents live in small
apartments within the center. There are staff and support services on site twenty-

four hours per day, and residents receive supervision as needed. It is a place for

mentally and physically handicapped individuals who need to develop skills and
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strategies for independent living. According to the 1978 amendments to.the

Rehabilitation Act, "to be considered an independent living center, attendant care,

peer counseling, independent living skills traﬁng, and assistance with housing
and transportation must be among the services provided" (Bowen, 1996, p. 22).
In 1996, only forty-six percent of the independent living centers in the United
States used occupational therapy services, and the centers that did provide OT
services only did so at an average of seventeen hours per month (Bowen, 1996).
The centérs that did offer OT services were those that had a broader spectrum of
services including assistive device provision and daily living skills training.

A third living arrangement is known variously as transitional living or

supported apartments. This housing option is for individuals who are able to live

independently but may require some amount of counseling intervention. Clients

live m their own apartments.\ Staff is available when guidance is necessary. This
type of housing incll;des arrangements for counseling intervention that may be
needed to help with community interaction when necessary (McCarron & Dial,
1991). Staffis not required on the housing site but is availabie to help With
emergencies. Individuals living in this setting are generally employed in the
community (McCarron & Dial, 1991). The amount of seMce varies greatly
within this type of setting, and careful iﬁvestigation is impérative before a choice

to live in this housing arrangement is made (Trombly, 1995).

Supported living with live-in help is a fourth option for individuals with

handicaps wishing to live in the community. This housing situation involves

having ,5 live-in aide who is available continuously in the home around the clock
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to perform instrumental activities of daily living such as cooking, cleaning,
laundry, money management, shopping, medicine management; etc. This

arrangement takes some responsibility away from the disabled individual and

places more on the live-in aide (McCarron & Dial, 1991).

Foster care is also a possibility for individuals who are interested in
independent living, but need various levels of supervision. In'this housing
arrangement, a family other than relatives is usually paid to allow one or more

individuals to reside in its home. The individual may be treated as a member of

‘the family with rights and responsibilities, dr he or she may be treated as a

boarder and be expected to be completely independent. The amount of assistanc;a
and press for independent béhavior vaﬂeé markedly in foster care (Collins, 1997).
A newer approach to community living is shared housing. This consists of
a symbiotic relationship between an elderly individual wﬁo wisheé to remain in
his or her home, but who cannot for medical or safety reasons live alone; and an
individual with physical or mental disabilities who also cannot live alone but is
capable o<f performing basic ADL and IADL tasks such as cooking, cleaning the

house, or even taking care of himself/herself or othérs (Collins, 1997). Together,

these individuals are able to live in a situation that provides joint benefits.

A shared housing project that was developed in New Orleans, uses the,

idea of a complementary relationship when matching the homeowner and the

home séeker. Marion Strauss, program developer, has stated that shared housing
can be highly successful when a correct match is made between the needs of the

elderly person and the mentally or physically disabled individual. One example is
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Shared Housing <;f New Orleans, Inc. (Collins, 1997). The potential of this
program has been demonstrated through case studies done w1thm this shared
housing organization, which has been operating since.1988. One example
provided is a mufual;support situation where a seventy-eight year old woman with
a slow-healing broken hip and the inability to fully perform home maintenance
activities was matched with a fifty-four year old woman with agoraphobia and
panic attacks. These individuals were able to help each other and maintain a
nurturing relationship for two years (Collins, 1997). Another successful example
was a match made when an eighty-three year old blind woman who spoke very
little English and needed only short-term help for activities such as house cleaning
and reading her mail. She was matched for six months with a sixty-three year old
woman who had suffered a stroke but was able to perform most activities of daily
living such as dressing and house cleaning. The new roommate was able to
provide the short-term assistance needed while being provided a house w1th
security and companionship. In both cases, share;i housing helped to keep people
in their .homes and out of nursing homes, and it has oﬁaeq mentally or physically
disabled individuals a place to live and put their skills to work (Collins, 1997).

The final and most independent type of housing available to mentally and

- physically handicapped individuals is independent living in a private home or

apartment. This is auto_nomdus living in the community without the need for .
_supervision or assistance (McCarron & Dial, 1991). This is an option for
individuals with mild or even moderate MR, provided they have the required

independent and instrumental living skills."
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Fair Housing Aqt
Even though different housmg options are supposed to exist for
individuals with mental retardatlon, many barriers rcmamed such as
discriminatory attitudes within the community.  To counter housing segregation
and discrimination, Vthe Fair Housing Act (FHA) Wwas passed to protect peéple who
were refused housing, or modjﬁcatiohs to hbusing on the-ﬁasis of race, gender, or

disability (Fair, 1999, p.4). The 1988 amendments to this act mandated that

~ housing be open to all individuals, and that reasonable modifications be made for

handicapped individuals. i

The main needs for most people with disabilities are housing and help
with daily living. Without suitable housing, community care for disabled people
is doomed to failure (Swain, 1993). Under the Fair Housing Act, reasonable
accommodations and modifications included such things as the installation 6f a
ramp, especially if the individual has a wheelchair or walker; installation of grab
bars, whether they be outside near stairs, or inside in hallways or bathroom
facilities; widening of doorways m order to allow a wheelchair or other necessary
equipment to pass through; or installation of a lift (Fair, 1999).

In most cases, the tenant still pays for modifications needed. _The tenant
would also oversee these changes in order to eﬁsure that the work was Vdone

properly, and that the proper permits were obtained (Fair, 1999). With the A

passing of the Fair Housing Act, and an increased availability of housing, many

mild and moderate mentally retarded individuals have the ability to live

c.

independently in modified community housing. With this increase comes the
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need for transitional programming that goes beyond vocational training to
independent community living (DeJong, 1979).
Occupational Therapy's (QT’s) Role in MR Programming

Independence is a concept highly valued by occupational therapists. In:
fact, most occupational therapists would probably agree that a primary goal of
their practice is to assist others to live as independently as i)ossible. Throughout
history, occupational therapists have applied this idea of independencc when
treating patients, whether in an institutional setting, a hospital, or a school. OT’s
have worked with individuals having MR for many years in an effort to increase
their independence aﬁd develop functional skills. Prior to the seventies, OT’s
commonly worked within institutional settings. They have shifted to working in

schools with the push for deinstitutionalization and handicapped education in the

1970°s. There is now an increased focus on practicing OT out in the community

as well as within the school system (Law & Mills, 1998).

As arelated service, OT supports the special education of the handicapped
child (Law & Mills, 1998). Initially, most focus of sch’ool-based occupational
therapy (SBOT) was placed on developing self-care, school-related skills, and
components such as writing or perception. As the'changes in special education
have voccurred‘, OT focus also has the pbtential to change. Occupational therapists
may provide valuable assessment, training, and consultation in transitional and

vocational areas as well. A potential need still exists for adolescent preparation

~ for work or independent living. Occupational therapists can be good integrative

-people when working with individuals who are in special education-and
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vocatioﬁal education. This is because they focus on role performance as well as
an understanding of disability (Kirkland & Robertson, 1980).

| According to Kirkland and Robertson, 1980, most occupational therapists
still work with adults, however, there is an increasing need for occupational

therapists to work with adolescents who are in need of vocational rekiabilitation

- and transitioning into the community following high school (Kirkland &

.. Robertson, 1980). "During the 'student role' years, considerable effort should be

directed to adapting to social and occupational roles, building skills and habits for
successful living, preparing for responsibilities of citizenship, and exploring
avenues for achievement" ‘(Kirkland & Robeﬁson, 1980, p. 24).

There is a broad scope of OT services that can be offered to adolescents
and adults with MR. T;aditionally, OT’s worked with posture, developmental
skills, and feéding, however; recent roles have expanded to include work
programming and evaluation, preparation for community living, and IADL
training. These services can be offered either while working direcfly orona
consultative basis with the handicapped individual who is still in school, as well
as when they have completed school and are able to work in sheltered workshops
or in an occupational therapy mandated day treatment service in New York State
or a supervised work setting. |

Occupational Therapy Theory

Multiple theories of occupational therapy have been applied when

working with mentally retarded individuals (Blodgett, 1971). Traditional

programming has tended to focus on developmental, rehabilitative, and
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acquisitional behavioral models. The developr‘nenﬁl model is concerned with the
acquisition and changes in skills over the individual’s life span. It sees these
behaviors as progressing naturally from oﬁe stage to another as the individual
ages. There are normal behaviors expected at each age level within this model. It
is the responsibility of the occupational therapist to evaluate whether the
individual is pefforming the activities expected for his or her age and stage.
Remediation is désigned to remove blocks in normal development by building
skills that precede and provide a foundation for higher-level skills. Under the
developmental model, it is believed that there is a natural progression of skill
development. Lower skills develop and then lead to the development of higher- -
level skills and this is done in a specific sequence (Trombly, 1995j.

Within this model, .it is important to realize that both growth and decline .,
are developmental processes that operate throughout the lifespan, and not only in
the childhood years. This model assumes that the MR client will and should go

through the same stages as normally developing individuals. It is important to

-progress beyond early skill development to age-appropriate and useful

independent living skills (Kurtz, et. al., 1996).

The rehabilitation model is utilized in both medical and vocational

 rehabilitation. Dysfunction is generally described as inadequate performance in

ADLSs or in terms of inadequate preparation for employment (Hopkins & Smith,

©1993). One problem with this model is that it is the individual who is considered

dysfunctional. In ordér to reach a state of function, the problem within the

individual must be resolved. A handicap such as MR, impairs the person’s ability

e p——




Transitional 39

to meet life demands. Treatment focuses on meeting these demands through
sbeciﬁc skills training, and accommodation of the task through the use of adapted
equipment. This is often done when the individual éssumes a submissive role by
following the instructions of a therapist or other profession:«:ll in order to reach
maximum functioning (DeJong, 1979).

‘ Acquisitiénal or behavioral models focus on specific aspects of an
individual’s behavior that are in need of corfection and attention. The core
concepts were based on-theories of experimental psychologists such as Pavlov,
Thomndike, and Skinner (Hopkins & Smith, 1993). According to this approach,-
learning occurs through interaction with a reinforcing environment and learning is
the basis of all behavior. If an individual is lacking specific skills, it is said that
they have poorly adapted to the environment. If this-_occurs, mstrﬁétion is
necessary to form moré adaptive behaviors so an individual can function in
activities of daily living, work, and leisure. This can be done by shaping, positive'
or negative reinforcement, chaining to learn the basic components of a skill,
practice, task analysis, or feedback. Treatment focuses on the use of rote
activities, practice, repetitiori, training, and reinforcemeﬁt. A person is considered
to have achieved a state of function within this miodel when he or she attains the
appropriate kinds and amounts of functional skills to acquire independence .within,
the envirorifn‘eﬁt in which he or she resides (Hopkins & Smith, 1993). |

Each of these models has individual strengths and weaknesses. They have
all beén researched thoroughly. They have also been among the traditional

theories most often used by occupational therapists. When examined critically,
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the developmental model is limited when addressing adult developmental cycles,

because it primarily focuses on the developmental cycle of the child. All three of -

these approaches tend to be limited in that they focus on the parts of a person,
rather than seeing the individual as a holistic being with other interrelated factors
that affect his or her performance.

More recént theoretical approaches provide a more holistic and systematic
view of the person. These models include the Occupational Behavior (OB) and
Model of Human Occuf)ation (MOHO), the Person-Environment-Occupational
lj’erfornmnce Model (PEO), and a Client-Centered Approach. The idea behind
Occupational Behavior and the Model of Human Occupation was fostered in the
early sixties by Mary Reilly (Christiansen & Baum, 1997). She asserted that only’

with balance between work, rest, play, and sleep was healthy living achieved.

The person is seen as a system that takes in information from the outside world, - -

incorpbrates that information, and then uses it to produce a desired result.
Individuals with mental retardation often need additional information or cues
from the en_vironmént in order to process the informa;cion from the outside world
to reach a desired outcome. OB and MOHO also.focus on an individual's
motivation to complete an occupation whether it is in the fonﬁ of work, play, rest,

or leisure. It takes into account the patterning of behavior into routines, and the

S

- effects the environment has on an individual’s functioning. Routines are often a

key part of occupational therapy training and treatment when working with MR

clients (Brolin, 1976). Work and play are considered to be the basis for skill

~ acquisition and role development throughout life. Within this model, a person is-
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felt to be dysfunctional when there is a disruption in any part of the system

| including roles, habits, or any part of the person's occupation and remediation

focuses on one or more parts of the system to allow satisfactory performance of
life roles (Christiansen & Baum, 1997).
The Person-Enviromnent-Occupation Model focuses on the match-

between the person and the environment. According to this model, "occupational

- performance is always influenced by the characteristics of the environment in

which it occurs" (Christiansen & Baum, 1997, p.61). The three major
components of this model include what people do in their daily lives, what
motivates them, and how their personal characteristics combine with the
situations in which occupations are undertaken (Christiansen & Baum, 1997).
This view postulates that people are naturally motivated to explore their world
and environment, and to demonstrate mastery within it. A state of dysfunction
exists when an individual is unable to experience success within the physical or
social environment. This model, tdo, focuses on performance of life tasks and
roles. The accessibility of jobs, transportation, and housing are all considered
within this model, as well as the social acceptance of individuals with disabilities. ,‘
The Client-Centered Model of occupational therapy is a CMim'model
of practice that has been defined as "an approach to service whjéh embraces a
philosophy of respect for, and partnership with, people receiving services" (Law,
1998, p. 3). It promotes client participation, exchange of information, client
dmision—Mg, and respect for the choices that the individual makes. The focus

is on finding meaning in everyday occupations. It also places an emphzisié on the

" ———
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role spirituality can play in a individual's life. Dysfunction occurs when an

. individual is unable to find satisfaction in everyday activities, or he or she is

unable to perform occupations that are meaningﬁll. In this model, it is important
to look at and treat the issues that are important to the client. Individuals with
disabilities.may have a wide range of needs as seen by an occupational therapist, -
however, these needs are only addressed if they are first perceived to be important
by the client (Law, 1998).

The;se models are similar in many ways. There is a respect for clients;
their families, and tl‘le,cho.ices they make. Clients and families have the ultimate
responsibility for decisions about daily occupations and occupational therapy
services addressed. Provision of information, physical comfort, and emotional
support are im:portant across all of the models. In each, occupational therapy
service delivery is individualized and flexible to the client's needs. Cliclents.are
encd_uraged to solve occupational performance issues independently or with
coaching from the OT. There is also a focus on the effects of the person-
environment-occupation relationships in each view. Finally, each focuses on the
individual’s persongl life, work patterns, and roles I(Law, 1998).

These newer models tend to incorporate individual roles and the
environment. They have taken the best features from the more mechanistic
models, and have focused on a more client-empowering approach. They can be
oyerwhelming, because they are broader and less specific than their predecessors..
Additionally, some of the above models are not yet fully developed, and they

need additional development and research. However, they do seem to be more
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appropriate to transitioning and the mgntaﬂy retarded population than the n;ore
traditional theories formerly used. All of the models consider the individual’s
needs and wants, and they encourage adapting the environment so that these
needs can be adequat/ely met. These models realize that there are differént
motivating factors, and all individuais are unique. Therefore, treatment plannmg
needs to ‘be individualized to the client, in order to foster the most growth and
success in treatment.

Using these models, the occupational therapisf has an understanding of the
tools and roles needed to assist in the i:ransitional' process. Roles for occupational
therapists are multifaceted. OT’s have the a-bility to modify and structure the.
physical, social, and temporal environments so individuals with MR can develop
the self-care, home management, work, school, and leisure skills necessary to live
and work independently in the community (Brollier & Shephberd, 1993).
Transition programming is an on-going, outcome-oriented process that includés a
commitment of r—eSources, collaboration between people and agencies involved
w1th the individual, and decision making in order to develop individualized plans
for the client (Ogden, 1985). Occupational therapists can facilitate the transition
process for individuals with disabilities when they concentrate on real-life |
functional activities and the specific needs of the client (Brollier & Shepherd,.
1993). | |

| Transitional Programming
There are several key elements to trafsition programming. To function

competently within community settings, individuals with MR must démonstrate a
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wide array of skills. The skills needed range from basic self-care to complex

interactions With a variety of people in social arnd vocational contexts, all of which ’
are within the scope of OT. According to Bruininks and Lakin, (1985), skills that

should be inéluded in transition programming include daily living skills such as

dressing, feeding, and grooming. These ADL’s become increasingly important as
mdiviAuals agé. Being able to properly dress and groom oneself is necessary for
social and vocational reasons, and it is often a prerequisite for obtaining and
maintaining a job.

Functional academic skills are another area considered to be significant in
the transitional process (Brummks & Lakin, 1985). Basic math, reading, and
writing abilities are needed when reading mail, 31gmng documents, taking
medicétion; and managing money. These skills all become important as an
individual nears the completion of schooling. Personal-social skills also develop

while an individual is in school. The ability to communicate effectively can be

especially impbrtant during adolescence when an individual is trying to make

friends or communicate with peers. Social skills are also vital out in the
community when using public transportation, working at a job, and shopping at a
grocery store. (Bruininks & Lakin, 1985). ’

The final areas that Bruininks and Lakin (1985) felt were needed in
transitional programming include vocatibn_al guidance and p@mtion for work.
These are the most commonly accepted and included skills in transition

programming.” Individuals with MR often have the capabilities to learn skills that

can be carried over to either sheltered workshops or community employment. It
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is essential that prevocational skills be taught in transitional programming so they
can be used following the com‘ple(tion of school (Bruininks & Lakin, 1985). |

Luecking and Fabian (1997) have found that'-successful tranSitiopal living
programs have common values that underlie the skills that are taught. Included
are the belief that consumer input is important at all stages of transition planning
and treatment shouldbe driven by the client. Services should focus on ﬁleeting
consdmer’s individual needs rather than just fitting a client into a predetermined
format, and the physical and social environment in thch the individual lives
needs consideration. There must also be a strong commitment to transitioning
and community integration, positive relationships and networking with local
businesses as well as creative job development to promote success. Finally, there
must be a recognition that transitioning is a life long process that does not stop
once an individual has been placed in a job or has housing (Luecking & Fabian,
1997).

Occupational therapy subscribes to these values. In transitioning, OT

focuses on the needs of each individual client, and care is centered on what the

person with the disability feels is important. The planning process begins with the

" individual, and OT programming concentrates on developing personzil

relationships, poéitive roles in the community, and skills for self-empowerment.
It is the role of the OT to foster growth and ensure the development of skills to

achieve the desired client goals.

An often-overlooked area that is also important when teaching transitional

living skills is generalization. Independent community living requires the
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individual to be competent ina variety of settings that always have the potential
for change. The individual must be af)le to respond appropriately to new
situations by generalizing skills learned in another context (Bruininks & Lakin,
1985).

Students with disabilities may have a difficult time deciding what they
want to do beyond high school. Transition planning can make the chahge easiér
for both the student and his or her family, ‘and occupational therapy can play a key
role in this process. Programs in OT can facilitate transition from one system
such as school to another such as independent community living (Ogden, 1985).
ThiS can be done through the adaptation of social and occupational roles, the
building of skills and habits for successful living, the preparation for
responsibilities, and the exploration of possible avenues for achievement |
(Kirkland & Robertson, 1980). |

The transitional process is consistent Wlth the theory and practice of OT.
Occupation can be viewed as the dominant influence on the success of the work
role for disabled people, and the use of occupation is an important tool for
occupational therapy practice (Kirkland & Robertson, 1980). A lot of
programming work still remains to be done in the area of transitioning. Little is
known about the extent to which OT’s work in transitioning and what their roles,
attitudes, and beliefs are regarding the impact that transitioning has on OT
consumers. Therefore, it is the responsibility of OT personnel to understand the
unique aspects of the transitional process and to integrate OT into this service to

better serve individuals with_ MR (Ogden, 1985).
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Cenclusion

There is a-clear need for the development of skills for independent living
and work for individuals with mental retardation who cannot easily acquire or
generalize these skills. Special training is needed to assist in this transition.
There is a potential role for OT’s in assisting individuals in the development and
transfer of skills. "l_"here is a need to know what OT’s are and what they could do
in this process.

Based upon review of the research and literature in this area, it is apparent
that additional research is needed in the area of independent living for mentally
retarded individuale. Minimal information is available concerning the |
effectiveness of OT’s in the process of transitioning consumers, primarily
individuels with MR or DD. Although many laws have been passed to ensure V

equal rights and education for individuals with MR or other disabilities, more

- information is needed in‘transition planning and programming. The current trend

in politics and funding is to integrate these individuals into the community, but

]

there is minimal research done to show how this can be done most effectively in

regards to employment as well as ifldependent community living. Research is

needed to find out whether there is a type of transitional programming that would:
work most effectively with mentally retarded individuals to ensure their success

following high school.
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OVERVIEW

The purpose of this study was to examine the roles and perceptions of
occ;lpational therapy personnel regarding transitioning. This was done via a mail
survey of American Occupational Therapy Association members living in New
York State.

Research Participants

The participants in this study were 150 occupétional therapy practitioners
who work within New York State, who were also members of the American
Occupational Therapy Association's (AOTA) Developmental Disabilities Special
Interest Section (DDSIS). All participants were eighteen yéars or older. One
hundred fifty participants were selected at random to take part in the study froma
mailing 'list_of-tjvvvlo h_undreg individuals provided by the AOTA. Both occupational
therapists ;;(‘(‘)'T,,’ s.)'algd certified occupational therapy assistants (COTA’s) were
included 11; thj?s"fesearch.

Description of the Survey Tool

A‘s-urvey was developed specifically for this research (Appendix A). The
instrument was developed by this researcher based on information obtained from
an in-depth literature review, as well as advice from occupatiénal therapy faculty
and occupatiohal therapy graduate students at Ithaca College.

The research tool consisted of a survey questionnaire of twenty-four
questions titled, "Transitional Living Survey." The tool was designed to collect

data on occupational therapy personnel and their feelings about transitional living

programs. The survey included several items cited by previous researchers as being

ER ]
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pertinent in previous vocational and ‘cdmmunity transition research. Based on the
literature review, the'following issues were addressed: respondent information,
facility information, consumer poptila&on, community resourcés, .an;d transitional
programming. According to a study done by Sale (1998), these areas are
important to consider ' when developing a érogram thatﬂv‘vorks to transition
individuals into the community. These areas became the headings for each
subsection of the survey. Table 1, below, contains a brief ~overview of the survey
questions, their corresponding subject areas, and data types.

- A study done by Arnold and Seekins (1998), found the following questions
to be important when assessing differences between rural and urban vocational |
r;habilitation programs: demographic items pertaining to location, education,
establishment of the facility, funding, and client population. These issues were
addxessed in qqcstions one 'through eleven of the survey. The study also indicatéd
that the following questions \%ICI‘C also of importance: Do local employers hire
people with disabilities? Are job service éoaches available in the area? Is
counseling available? Is assistive technoiog'y accessible? Is it important to develop
an lmtlal lrapport with customers? (Arnold & Seekins, 1998). These issues were
addressed in questions twenty ‘and twenty-four.

Questions one through eight examined participant demogréphics. This
included questions such as current job title, years worked under this job title,
education lével, certifications bheld if any, years practiced at current facility, and the
occupational theraﬁy theories used by the participant when working with clients.

Questions nine through eleven examined facility demographics - How long has the
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TABLE 1. Overview of Survey Questionnaire

Question #'s: Subject Area: ____Data Type:
1,3,4b, 6 therapist demographics ' nominal
) : (title, education, certifications, hours) .

2,5,7 therapist demographics o | ratio
(experience, years, hours/week)

4a therapist demographics nominal
(certifications)

8a theoriesused - : nominal

'~ 8b, 11b, 12b, 19b

9,10, 11a

12a, 13, 14

15

16
17

18, 19a

20, 22¢, 24

21,22b

22a, 23a

23b

theories, funding, consumer population, ordinal
settings (top three ranked in order)

 facility demographics nominal

(years established, community, funding)

consumer demographics - nominal

(population, ages, gender)

consumer demographics ratio
(% MR/DD)

professions on team nominal’
work in transitioning nominal
community resources - nominal
(transportation, housing)

transitional programming _ interval

(assessments, statements)

transitional programming nominal
" (treatment, assessments used) )

transitional programming nominal.
(use of assessments, -skills taught) ‘

transitional programming ' interval
(perceived importance of skills)
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facility been established? In what type of community it is run? What are the
primary sources of funding for the f.;alcility? The consumer population was |
discussed in questions twelve through seventeen. This included questions about
the population served by the facility, the age ranges and gender of the consumers
setved, and the percentage of individuals with MR or DD who are treated by the
facility. Questions about professions and settings- included: What other
professionals serve the consumer? Is transitio'higg integrated into the consumer’s
treatment planning?

Community resources were discussed in questions eighteen through
twenty, where qliestions were raised about the availability of transportation and
current living arrangements for consumers. Question twenty consisted of ten
statements about availability of resources, and it asked the participants to indicate
theﬁ position on a bipolar continuum between "strongly agree” and "strongly
disagree." The continuum contained five points with a "neutral" response in the
middle. The interval bétween each point 6n the continuum was assumed to have
equal weight, thus creating a Likert scale and allowing data comparison (Cash,
1992). To maintain reader interest, the wording for each statement was different,
requiring the subject to read each question carefully. - Witiflil] question twenty,
letter (h) was waded negatively to interrupt the wording pattern of the brevious
statements (Cash; 1992).

The last subject area addressed in the survey was transitional programming,

. in questions twenty-one through twenty-four. This section looked at the role of

the occupational therapist when working with the consumers and whether any
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standardized assessment tools were used to evaluate and re-evaluate consumers.
In survey question twenty-three, under the heading of transitional programming,
the participants were asked to look at twenty-eight occupational performance
areas and state either "yes" or "no" to the question: “Are the following skills taught
in your facility?” The participants were then asked to rank these same skills on a
scale of one to ten based on its perceived importance for indep;ndent living,
Question twenty-four under this heading consisted of a number of statements that
were worded both positivély and negatively. The participant was asked to respond
to the statements based on the level of agreement ranging from "strongly agree" to
oYt ’;strﬁongb: disagree." Again, gthe intervals along this scale were considered to have
equa'f w’fe’ight,ﬁ, thus creating a Likert scale similar to question twenty.
Pilot Study
Prior to sending out survey packets, a pilot study was completed. A total
of thirteen individuals completed the pilot questionnaire. Four occupational
therapy graduate students, eight occupational therapy faculty members, and one
community occupational therapist working in transitional programming were asked
to look at the preliminary survey. They were informed that the questionnaire was
a pilot study, and they were asked to give suggestions on any questions that were
unclear or inappropriate. The researcher indicated that she was interested in their
comments and/or suggestions. They were asked to make any corrections needed

or to propose additional questions to the survey if they felt it was lacking in a

particular area.
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One common suggestion given by both students and faculty included
- providing additional choices to questions, defining certain choices such as current
housing, and adding additional questions that asked what the primary answer
would be if given the option to ‘check all that apply.” All suggestions were
considered and editorial changes were made following the field test. The final
survey included these changes.
Data Collection
Survey packets were mailed on March 1, 2000, to individual occupational
therapy practitioners at their home addresses. This packet included a cover letter
that explained the survey, the informed consent form that had to be signed and
returned in order for the individual to participate in the study, and permission for
the hlform?tiqn givte_n in the survey to be used by the researcher (Appendix C).
M Als‘o"iﬁcludedl\ifvas:(hé final Survey (Appendix A). In order to maximize the return
rate, all ini:;idﬁéls- who returned the survey by March 10, 2000, and filled out a
- drawing iﬁ“fgrfi_la}jé;sheet (Appendix C) with their name, address, daytime and
evening phonek‘h;mbers, were eligible for a $50.00 savings bond. Also included
was a pre-addressed stamped envelope. All survey packets had the return address
of Ithaca College Occupational Therapy Department.
On March 8, 2000, a reminder letter (Appendix D) was mailed to
individuals from whom the researcher had not yet received completed surveys.

This letter asked the participants again to complete the survey and return it by

March 28, 2000. If these individuals had any questions about the survey or needed
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another copy, a phone number was given where the researcher would be available
to answer questions.

With 150 surveys mailed out, it was hoped that the return rate would be at
least thirty per cent, or an estimate of forty-five surveys. In an effort to increase
this response rate, an inducement of a $50.00 savings bond drawing was offered to
participate in the study. Each survey packet that was mailed had a drawing

information sheet attached to it.

L Conﬁdentia]éty and Separation Procedures

“ “In-a.n_;_éﬂ"ort{to maintain anonymi;ty of all individuals participating in the

i >
study, all returned surveys were separated from both the letter of informed consent

. b
e gl & .

and the drawing rin?formation sheet. The survey was then labeled with a number for
the purpose of data collection and analysis, and then kept in a folder. The letter of
informed consent was used to mark off the individuals who had returned surveys,
and it was thén kept in a separate envelope along with the initial mailing list. The
drawing information forms were placed in a box until the date of the drawing
(March 10, 2000). Following the drawing, the drawing information sheets were
placed in the envelope with the informed consent forms where they remained
separate from the actual surveys.
Data Compilation

The responses obtained from the questionnaires were entered into an IBM

compatible computer using Statistical Package for Social Sciences, (SPSS). Cells

with unanswered questions were left blank. Partially completed surveys were
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included in the stiidy. The SPSS software was used to complete all statistical
calculations: Handmitten, open-ended resbonses were tabulated and cateégorized
by the researcher.
Data Analysis
Descriptive statistical techniques, inch\lding mean, meédian, mode,
percentage, and cross tabulations we;re used to analyze and describe the data
through the use of the SPSS computer package. Frequencies and descriptive
statistics were calculated for all questions. Analysis of potential relationships was
done via cross tabulations. Comparisons were made based on items such as job
title, center type, and center location. Tests for significance were'not ‘carried out
due to the small size of data cells aJ;d the number of surveys returned. Analysis
was done concerning tﬁe research question: “When teaching transitional living
skills, are there key elements that determine whether a mentally retarded individual .
will experieﬁce suéc;ess in independent living?” ThJs question was evaluated based
on which specific elements of the occupational performance list continued to be
rated as more important than other elements. Other data such as demographics
were analyzed to deterﬁlihe whether differences exist between what therapists in
rural settings perceive as important compared to therapists in urban settings.
| Scope and Limitations of Study
This study only lookgd at how occupational therapy personnel in New
York State felt about transitioning, and did not evaluate the effectiveness of their.
programs. Only dccupational therapy praétitioners who were on the

by !

Developmental Disabilities Special Interest Section List of AOTA participated in
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this study. This ruled out any océupational therapists who work in transitioning

~ but who are not members of AOTA or of the special interest group. Similarly, not

all occupational therapy personnel who were sent surveys work in the transitioning
of their clients, and therefore some surveys were not fully completed. Finally, the
study did not specifically examine the potential roles for an occupational thérapist

that are now carried out by other professionals or nbn-professionals.
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RESULTS
| Descriptive Data

Response

- The survey questionnaire, (Appendix A), was mailed to one hundred fifty

occupational therapy personnel, randomly selected within New York State, as per

the method described in Chapter Three. A total of thirty-eight surveys were . |

! returned; twenty-six after the initial mailing, and twelve following the second

“ !: mallmg ‘One of the thirty-eight respondents indicated that she nov longer worked
in the field of occupational therapy, and returned the qﬁestionnaire blank. The
remaining thirty-seven responses were used in data calculations.

: According to Bailey, (1997), the average return rate for surveys is 35%,
therefore it was expécted that out of the 150 surveys that were properly routed,
1 sixty-two of them would be sent back. The actualreturn of only thirty-eight

surveys or twenty-five percent fell well below the average return rate for survey's

1 : and the research expectations.

Description of Subijects

The sﬁrvey questionnaire was mailed to a subject population that was
approximately 12% males, and 88% females (gender was determined via their

given names). Of the thirty-eight respondents, 13.5% were males, and 86.5%

were females. Thirty respondents currently practice under the title of licensed
océupational therapist, six w&e certified occupational therapy assistants, and one
' was the director of industrial rehabilitation. Eight of the licensed occupational
therapists have professional certifications in addition to their primary title. These

include: certification in administration of the Sensory Integration and Praxis Test
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(SIPT), certification in the administration of the WEEfim, certification in NDT,
infant massage instructor, Board of Disability Analyst, Opticia.n, Assistive
Technology Consultant, Fellow-AM, and GMFM certified for data collection.
There is quité .a bit of variability-in experience reported by the respondents.. The
work experiencé level of the participants averaged- 8.44 years, indicating a -

moderate level of experience, (see Table 2 Below). These individuals indicated

“that they have worked at their current facility an average of 6.48 years. The mean

number of hours worked per week under their job title is 29.83 hours per week;
most individuals are working between part-time and full-time.

Community Demographics

The primary community setting in which all of the respondents, and not just
those who work in transition planning, practice is urban (thirteen individuals),
suburban (nine individuals), small town (eight individuals), large town (seven .
individuals), rural (six individuals), and two individuals stated that they work in a
setting other than the ones described abo;'e. Proportionally, mdre COTA’s are
employed in rural/small town and urban environmenfs than in suburban or large town
areas (See Table 3). All but two of the employment facilities (92.1%) were descrﬂ)éd
as being established six years or more. The two remaining facilities have been
established for between two and five yeérs. Some therapists report working in m(’)re '
than one facility setting servmg this population:

Theories Used
Thirty-sevén individuals respénded to the ciuestions on theory. A variety of

theoretical models are used by these OT’s. By Jfar,'the most common modeis used are

developmental. Developmental theory is used by twenty-one individuals and
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Mean n Range Standard
Deviation
Years worked 8.44 36 12-26 +7.32
under title
Years worked at 6.48 37 | .12-21 +6.16
facility
Hours worked at | 29.84 38 | .00-48 +11.87
facility

TABLE 3. Job Title and Community Setting

, «Job Title Rural | Small | Suburban | Large | Urban Other
Town Town
Occupational 5 5 7 7 11 2
Therapist (13.5%) | (13.5%) (18.9%) (189%) | (29.7%) (5.4%)
- COTA 1 3 1 0 2 0
‘ (27%) | (8.1%) (2.7%) (0%) (5.4%) (0%)
Director of 0 0 1 0 0 0
Industrial (0%) (0%) 2.7%) (0%) (0%) 0%)
Rehab
n=37
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cognitive models by three individuals. NDT and Occupational Behavior (OB)
along with the Model of Human Occupation (MOHO) were each reported by two
individuals, and behavioral, vocational rehabilitation, occupational science; and
sensory integration by one individual each. It was found that the developmental
model is used primarily with clients under the age of twenty-one. With older ages,
there is a shift in models used, and more variety of models reported. This trend
also held true when cross analyzing the second and third most popular theories
used (See Table 4).
, Teain Members
Question number sixteen on the survey questionnaire was “What

professions are represented on your team when working with a consumer?”.
Thirty-six individuals (97.3%) stated that physical therapists were part of the team.

Thirty-five (94.6%) listed speech therapists. Thirty individuals (81.1%) listed
occupational therapists. Twenty-three participants (62.2%) reported
Psychiatrists/psychologists on the team. Educators and special education teachers
were considered part of the team 54.1% of the time. Social workers and nurses
were listed as team members 45.9% of the time. Other team members such as

doctors, aides, service coordinators, counselors, COTA’s, neurologists, vision and

»hearing specialists, and parents were considered to be team members by 40.5% of

the participants. Nine individuals, 24.3%, identified dietary/nutrition specialists as
team members. The professions that were listed as team members the least
frequently were adapted physical education (8.1%), music therapy (8.1%), and

-

therapeitic recreation (5.4%) (See Table 5).
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TABLE 4. Primary Theoretical Models and the Ages Ranges in Which They Are

Used
un oy
| gz E g g 2|2 5| §8 -
g S g 2 : o| ® & &4
= s ® = = e e
Age -~ S g o 8 =
Ranges = B =
0-5 0 0 7 0o . 0 1 0 1
0%) | ©%) | (0%) | 189%) | 0% | ©0%) | 27%). | 0% | 2.7%)
6-12 0 1 9 1 1 0 1 1
0%). |. 0%) [1(2.7%) |-@43%) | 7% | 1% | (0%) | @1%) | 2.7%)
713-20 L0 0 0 0 0 0 0 0
0% | 0% | 0w | ©6 | 06 | 0% | 0% | 08 | 0%
21-40 | 2 0 0 2 0 0 0
0%) | 27%) | 5a%) | 0% | 0% | G4% | 0% | 0% | (0%)
41-64 -0 0 5 0 0 0 0 0
0%)- | (0%) |r.0%) | 135%) | 0% | 0% | 0% | 0% | ©%
65 and O, o 0 1 0 0 0 0
above | 27%) | 0%) | 0%) | 0% | @1%) | 0% | (0% | 0% | (0w
TOTAL 1 3 21 2 2 1 1 2
27%) | 2.7%) | 8.1%) | (56.8%) | (5.4%) | (54%) | (2.1%) | @.7%) | (5:4%)
n=37

TABLE 5. Team Members Who Work With Consumers

Profession Frequency Percent
Occupational Therapy 30 81.1%
Physical Therapy 36 97.3%
Speech Therapy 35 94.6%
Social Work 17 45.9%
Psychology/Psychiatrists 23 62.2%
Nursing 17 45.9%
Educators 20 54.1%
Dietary/Nutrition 9 24.3%
Adapted PE 3 8.1%
Music Therapy 3 8.1%
Therapeutic Recreation 2 5.4%
Other 15 40.5%

1

n=37
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Facility Funding

Participants were also questioned on sources of funding for the facility in
which they practice. Most facilities received funding from more than one source.
Thirty-two OT’s responded to this question, and indicated one to nine different
options for source of funding. When asked for the primary source of funding, eight
out of the thirty-two individuals (25%) indicated that Medicaid was their primary
source of funding, 40% chose it as their second most common funding, and 14.3%
stated that it was their third most common source of funding. State MR was the next
most frequent option selected by 18.8% of the participants as primary funding source.

It also ranked as the second most common secondary source. A small proportion of
individuals reported receiving money from other sources, as well (See Table 6).

Consumer Demographics
) R &

‘3 yawty ) Lhirty-ohe out of thirty-eight respondents indicated that they do work with

md::vid}igbfhaﬁhg mental fetardation or developmental disabilities. In addition, on
ave_r_ag’:é';’l“?;;% of the population served has MR/DD including diagnoses such as
mild, Jn;%dera‘lt‘; and severe MR, PDD, Dually Diagnosed (MH/MR),
multihandicapped, LD/ADD.

When looking at the breakdown in the diagnoses of consumers, the primary
populations were individuals who were physically or multiply handicapped. Five
individuals indicated that they worked with diagnoses other than the options available.

The next most common diagnoses were mild and severe MR as well as LD/ADD.

The least common populations served were individuals having moderate MR, PDD, or

dual diagnoses (MR/MH) (See Table 7).
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TABLE 6. Primary Source of Facility Funding

Percent

Type of Funding Frequency
State MH 2 6.3%
State MR 6 18.8%
. Private-not for profit 3 9.4%
Private-for profit 2 6.3%
Medicaid 8 25.0%
Medicare 2 6.3%
-State Vocational/Educational 2 - 6.3%
Office (VESID)
Government Funding/Taxes 3 9.4%
Other 4 12.5%

n=32

TABLE 7. Primary Population Served

" Diagnosis Frequency Percent
. ) served
. 7 Mild MR 4 11.11%
.. .Moderate MR 2 5.56%
~Severe MR 4 11.11%
. Physical Disability 6 16.67%
Pervasive Developmental Delays (PDD) 2 5.56%
Multihandicapped 6 16.67%
Dually Diagnosed (MH/MR) 2 5.56%
LD/ADD 4 11.11%
All Levels of MR 1 2.77%
Other 5 13.88%

n=36
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Living Arrangements of Consumers

The respondents were asked where the clients they served resided. More
than one option was selected by most therapists. Most qf their consumers live at
home with their families (n= 10). Foster care provided the second most common
setting (o= 5), and group homes were the third most cbmmon residential setting
(n= 5).- When considering the age ranges of the consumers, 70% for those under
age thirteen reported that their éﬁentele live at home with families. The other 30%
who lived at home werc; between the ages of thirtéen to forty. Eighty percent of -
the OT’s serve individuals living in foster care are below the age of thirteen, and
the other twenty per;:ent are between twenty-one to forty years of age. In
cor;trast, only 40% serve peopie under. the age of thirteen who live in group

homes, whereas 60% of the therapists report group home clients who were above

- the age of twenty-one (See Table 8).

A comparison of diagnosis and living arrangement was also done. No real
pattern, such as whethér one diagnosis was found to reside in a particular setting
more often, was found to exist in this data.

Participant Rolé

Of the thirty-seven participants, only lthirteen (34.2%) work in the
transitioning of their consumers, whereas twenty-four (63.2%) stated that they do
not work in this aréa. Two individuals ﬁlled out the second portion of thé survey

that related only to transitioning, however, their responses were not included

because they did not report working in the transitioning of their consumers. For

 this reason, responses for the remaining questions were available only from a

group of thirteen.
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Eieven therapists reported having more than one role in transitioning.
When therapists doing transitioning were asked the following question: “What do
you feel is your primary role when working with consumers?” the manrity of
participants (77%) stated either evaluation or individiial work. Only 15.4% use
group work as a primary way of &eathg consumers, and 15.4% also work on a
consultative basis. A small number (7.6%) of reSpo;1deﬂts indicated other methods
used (See Table 9).

Assessments Used

The question “Do you use any standardized assessments when evaluating
consuiners?”’ was posed in the survey to therapists who work in transitioning. A.total
of seven out of thirteen therapists (53.8%) stated that they did use standardized
assessments. Some of thé assessments that were listed as being psed include:
Kohlman Evaluation 6f Living Skﬂlé, Lowenstein Occupational Therapy Cognitive
Assessment, McCarron-Dial Work Evaluation System, Developmental Test of Visual |
Motor Integration, Motor Free Visual Perceptual Test, Peabody, Wide Range
Achievement Test, Oregon Project Skills Inventory for Blind Children, Hawaii Early
Learning Profile, Sensory Integration Inventory, and BruininkstSeretsky Test of
Motor Proficiency. |

Transportation Arrangements of Consumers

Whep asked how their transitioning c'onsuméré travel to their facility, the
majority of participants (76.9%) stated that their consumers use special buses to
get to the facility. Most agencies are reached by several different transportétxign
options. A total of 61 5% of respondents reported that consumers also use private

transportation. Similarly, 61.5% respondents indicated that consumers get to the
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facility via family or friends, at;d the same nun’lbe‘r use special vans Five -
participants (38.5%) stated that their consumers use public buses, and the same
percentage get to the facility by waiking. Taxis are used to get to 30.8% of the
facilities served. Bicych'n% to the facility was reported by 23.1% of the therapists
as é way for éonsumers to reach the facility. The smallest percentage reported was

for school buses (15.4%) or the train or metro (15.4%) (See Table 10).

Skills Taught in Transitional Prggra_mgigg
Based on the occupational performanc;¢ list of twenty-eight different skills,
eleven skills came to the forefront as ';hose taught in transitional programming for
mentally retarded individuals. This list 're.present the relative frequency of the

elements reported with number one, feeding or eating selected most frequently by,

_number two, dressing next most common, etc. (See Table 11). The order of -

frequency was:
1. Feeding or Eating
2. 'Dressing

3. Oral Hygiene

-4. Playor Leisure Exploration

5. Self-control

6. Safety

7. Grooming

8. Toilet Hygiene

9. Functional Communication
10. Coping Skills

11. Work Performance
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TABLE 8. Primary Consumer Setting and Age Ranges

Age Ranges Living at Living in Living in a
Home with | Foster Care | Group Home
| Family
0-5 1 1 ' 0
(2.7%) 2.7%) (0%)
6-12 6 3 2
| 162%) | (81%) . | (54%)
13-20 0 0 0
| (0%) (0%) (0%)
21-40 1 T 2
| @1%) (2.7%) (5.4%)
41-64° - 2 . 0 |
_ (5.4%) (0%) (2.7%
65 and above 0 0 0
(0%) (0%) (0%)
n=37

67

TABLE 9. Primary Role of Therapists when Working With Consumers

Role Frequency Percent
Consult ' 2 15.4%
Evaluation 4 - 30.8%
Group Work 2 15.4%
Individual Work 4 30.8%
Other 1 7.6%
Counseling 0 0%
Screening 0 0%

n=13
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The importance of program elements presented was also assessed. A
Likert scale of one to ten, where one meant that the skill was absolutely necessary
for transitional programming, and ten meant that the skill was not necesséry to
transitional programming, was used to discover the perceived importance of these
skills when transitioning consumers. For purposes of analysis, it was assumed
those skills given a mean rating of one to four were considered necessary, a score
of five was indifferent, and scores falling from six to ten were considered not
necessary. A total of five skills, vocational exploration, care of others, sexual
expression, yard maintenance, and volunteer participation fell in the range of being
considered not necessary. The majority of the participants (See Table 12 and
Figure 1) deemed all other skills listed as necessary. Three skills fell in the 1.0 to
1.9 range, nine in the 2.0 to 2.9 range, and ten between 3.0 and 5.0.

Rural Versus Urban Therapists

Since Arnold and Seekins (1998) found differences between rural and
urban vocational counselors, results of this study were analyzed by rural versus -
urban. It was expécted.that there would be significant differences between rural
and urban t]ajgmpists_ based on tl;e differences found the similar study done by
Armold and Seclfir:s, (1998). These differences were expected to be in the areas of
availability and access to transportation, housing, employment, and advocacy
groups for the participant’s client population. For most areas, no differences were
found. One difference found was that in urban areas, forty percent of urban
therapists versus one hundred percent of rural therapists who stated disagreement

with the statement, “Public transportation is available and responsive to

consumers.”
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TABLE 10. Types of Transportation Used by Consumers

Transportation Frequency Percent
Special Buses 10 76.9%
Special Vans 8 61.5%

Private 8 61.5%

Transportation

Family/Friends 8 61.5%
Public Buses 5 38.5%
Walk 5 38.5%
Taxis 4 30.8%
Bicycle 3 23.1%
School Buses 2 15.4%
Train/Metro 2 15.4%

n=13
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TABLE 11. Are any of the following skills taught in your programming?

z P
. Tie
s, F

Ca vl SHHL L P2 "
F éeding or Eating (0(;,)
Dressing (7,;%)
Oral Hygiene (7.;%L
Socialization (92.3%) (7_;%)
Play or Leisure Exploration ©29% 7%
Self-control (92%3%) (7.-2;%)
Safety (7sl.é%) (21-34%)
Grooming (761,2%) (23?1%)
Toilet Hygiene (751.3%) (23_31%)
Functional Communication (761.3%) (23?1%)
Coping Skills 149 (36%)
Work Performance (759%) (23%)
Community Mobility 2% 305%)
Meal Preparation and Clean-up (62_92% ) (30:;%)
Time Management (62.92%)" (30:5%)
Shopping (61.85%) (38-55%i
Money Management (61.85%) (38-55%)
Health Maintenance (53;%) (46_62%)
Emergency Response 53.5%) 462%) .
Vocational Exploration 53.5%) 62%)
Clothing Care | (46.62%) (53-1%)
House Cleaning (38.55%) @1?5%)
Volunteer Participation (38.55% ) (612%)
Bathing/ Showering (3();%) (69.92%)
Medication Routine (15_24%) (341. é%)
Sexual Expression (15_24%) (841_2%)
Care of Others (15_24%) (841;%)
Yard Maintenance a0 ©29%)
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TABLE 12. Perceived Importance of Skills on a Likert Scale of one (absolutely
necessary) to ten (not necessary)

Mean n Range Standard
Deviation

Bathing/Showering 1.6250 8 1.0-5.0 |. + 1.4079
Feeding/Eating 1.8000 10 1.0-8.0 +2.2010
__Oral Hygiene 1.9000 10 1.0-4.0 + 0.8756
Toilet Hygiene 2.0000 10 1.0-5.0 - +1.6330
Emergency Response 2.0000 9 1.0-4.0 +1.2247
Grooming 2.2222 9 1.0-5.0 +1.3017
Dressing 2.3000 10| 1.0-9.0 +2.6687
Medication Routine 2.5556 9 1.0-5.0 +1.7401
Health Maintenance 2.5556 . 9 1.0-5.0 +1.3333
Coping Skills 2.6000 10 1.0-6.0 +1.7764

Safety 2.7000 10| 1.0-10.0 +3.1640

Clothing Care , .2.8889 9 1.0-7.0 | . +2.0276

Meal Preparationand | . 3.0000 10 1.0-7.0 +1.9437

-.... .Cleanup =~ ..

" “* Community Mobility™ | * “3:1000 10 1.0-5.0 +1.6633
House Cléaning. ", , - 3.1111 9 1.0-5.0 +1.4530
Money Management | 3.2000 10/ 1.0-8.0 +2.0440
Shopping, ~. . - 3.3000 10 '1.0-5.0 +1.5670
Socialization ., ./ 3.5000 10 1.0-9.0 +2.5495

Play or Leisure Exploration 3.6000 10| -1.0-9.0 +2.2211
- Functional Communication 4.0000 10| 1.0-10.0 +3.5277
Self-Control 4.2000 10| 1.0-10.0 +3.0840

Work Performance 4.4000 10| 1.0-10.0 +2.7568
Vocational Exploration 5.2000 10} 1.0-10.0 +3.3267
Sexual Expression 5.8889 9 | 1.0-100* +5.8618
Care of Others 5.8889 9 1.0-10.0 + 3.4440

Yard Maintenance 6.0000 9 1.0-10.0 + 3.7081
Volunteer Participation 6.7778 9 1.0-10.0 +3.1136

*QOne individual marked sexual expression as greater than 10.0 (20.0), this was
recorded as 10.0, the highest rating provided.
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A slight difference was also found in perceived availability of employment

\ options for.consumers. Therapists working in urban settings stated a 60% feeling

of disagreement with the statement, “Locally, there are a variety of employment

options.” In comparison, rural therapists stated a 100% agreement with the same

statement.

1THACA COLLEGE LIBRARY
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DISCUSSION |
Discussion bf Survey. Response

The résults of this survey must be considered in light of thé limited
number and rate of respondents. The results,_-t}‘len, can only suggest issues for -
further study, rather than provide answers to our research questions. The majoi'ity
of individuals who responded to the survey are currently working with children
between the ages of zero to twelve, and do not work in the transitioning of these
children. To increase the response to the transitional living survey, it would have
been necessary to sample a much larger population (greater than 150) within the
DDSIS. Of the thirty-eight respondents, thirteen (34%) stated that they ‘work in
transition services. | |

Transition programming is mandated for individuals with handicaps from
the age of fourteen to twenty-two. Since most therapists surveyed work with
younger children, they may not generally be involved with traﬁsitioning. It
appears from the survey that most therapists in New York State who work with
indi\;iduals having developmental disabilities are séeing youngef children,
probably in the schools, and that perhaps, there is still a potential gap in the
services provided by school based occupational therap.ists in New York State,
with few, working in secondary programs where vocational and community living
skills are appropriate programming options.

Use of Theoretical Models
Among all the therapists, particularly those working with consﬁers under

the age of twenty-one, a developmental approach is most common when
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providing therapy. This has some important implications. Traditionally,
therapists working with individuals with developmental disabilities have used a
devélopmental approach. This may be appropriate for younger children who are
still developing prerequisite skills needed to perform more complex tasks and
whose neurological systems are still developing. For some individuals, however, |
this is not appropriate. As a child gets older, it becomes more impdrtant to teach a
functional skill that will be needed for survival, rather than continuing to work on
;1 precursor skiﬂ that may no longer be age—appropriate. Use of developmental
models alone with older phﬂdren, adolescents, and adults is probably not

sufficient to enable these individuals to reach their potential for independent work

. and living.

The developmental model for young children is well defined. However,
as disabled individuals age, the process of development is not as clear or
consistent. This could be one of the reasons why some shift in the use of OT
theory was noted at the client age range of twenty-one and above. At this age-
range, therapists appear to shift from the developmental approach to other
approaches, such as vocational rehabilitation, cognitive, behavioral, and OB'and
MOHO. These models tend t6 focus on specific deficit remediation or, to focus
on performance of life roles and skills. This is a most appropriate shift in practice
models.

Team Members

Occupational therapy persohnel work with many different professionals to

serve their DD consumers. CommOnl}" noted team members were physical
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~ therapy, speech therapy, psychologists, social work, and educators. These teams

are common within school éysten;s and institutions. -An interesting finding in the
study was that therapeutic recreation was only represented on the team 5.4% of
the time. One reason to explain this may be that most respondents work with
young children, possibly in the context of schools. In the school system where |
younger individuals with developmental disabilities are likely to be seén,
recreational therapy is rare. Recreation-like activities take place within classes
such as art, music, and gym. Hence, while DD children may engage in

recreational activities, they may not take place as theraby, or within school hours.

It is possible that those participants who listed therapéutic recreation as members

of their team work with an older population and are employed in hospitals, or
community agencies.

Surprisingly, only thirty out of thirty-seven individuals (81 .1%) listed
members of their own_profession, OT’s, .as paﬁ of the team. There are two
possible explanations for this. The most ﬁkely reason is that since this survey was
completed by individuals working in the field of océupational therapy, they saw
10 reason to list themselves and assumed that this was a given. Another possible

reason could be that occupational therapists are not represented as regular

members of the team in many cases, or that the respondent is the only OT on the -

team.
Occupational Therapist’s Role When Working with Clients in Transition
The majority of these OT’s say their role when working with consumers is

evaluation and individual work. According to Brollier (1994), “obcupatidnal

T — e— —
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therapists in transition programs can address [work, education, independent
living, and community participation] by providing direct or indirect therapy,
consultation, and monitoring while offering services in school and community
environments” (Brollier et. al., 1994, p. 350). Most of these therapists are
continuing with primarily traditional models of service delivery rather than
utilizing the éotential opportunities presented by other types of service delivery.
Roles for occupational therapy in transition programming are multifaceted. These
practitioners may be underutilizing more indirect models such as consultation and
monitoring which may be more appropriate in transitioning and allow OT’s to
maximize the éfficiency and economy of service delivery. Occupational ‘
therapists not only teach functional daily living skills, but they also help structure
the environment as well as modify student’s skills to meet the environmental
demands (Brollier et. al., 1994). Thése indirect services may be the best use of
OT expertise in transitioning.

One possible reason for the continued use of traditional individual
treatmerit may. be because OTs have tried other roles when working with
consumers, yet ave found the most success when working one-on-one with

»
o
consumers.. Therapists may also be selecting the roles with which they are most

- Fd

famiﬁagaiq,comfonable, or agencies may be unaware of other ways for OT.
professionals to provide care. These occupational therapists may also be seeing
only the most needy individuals served by the agency and, therefore,
programming individually may be mandated by special client needs. It is

certainly possible that occupational therapists need to promote the various

{
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treatment options, and it may be necessary for occupational therapists to sell their
role in the traﬁsitioning process in order to adequately provide for the consumer’s
needs. Successful marketing of indirect services could result in a broader scope
of more effective services.
Skills Taught and their Perceived Importance

Based on the literature review (Sale et. al., 1998), it was expected that
community mobility, vocational exploration, money management, coping skills,
medication routine, emergency response, play or leisure exploration, socialization,
clothing care, and meal preparation and clean-up would come to the forefront
when providing transitional living skills. These are primarily IADL and
community living skills. The survey respondents answered this question quite
differently. They included many more basic activity of daily living skills and
fewer IADL’s and community skills.

Only two skills that were expected to be important in transitional
programming matched those reported to be used by therapists working in
transitioning in New York State. The perceived importance of items on the
survey incorporated more basic activity of daily living skills, and fewer high-level
c9mmu£uty sk:11'l§1than :suggested by the literature. This may be bécause of the age

LER 27F TR, oTY s i ~ . .
3. CUigroup served ‘or OT roles. Anothér reason for differences may be that in
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transition: prdifé’mﬁnng OT’s role may be to work on ‘earlier skills’ while other
P

professiﬁo'ﬁ%l"s"‘_é?}?ﬁess the actual transitioning skills.

N

Withiri the eleven skills reported as being perceived to be important for

transitional programming: bathing/showering, feeding/eating, oral hygiene, toilet
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hygiene, grooming, dressing, emergency response, medication routine, health
maintenance, safety, and coping skills were all recognized. All but two of these
skills were also reported within the top eleven skills actually being taught in
transition programming. The two skills perceived as important but were not
among the top eleven used included emergency response and medication routine.
These skills are considered to be high-level vocational-related skills. .Although
they are not taught as frequently by therapists working in transitioning, they are
perceived to be of importance, and the respondents felt that they should be taught
as prerequisites for independent living. It is possible that emergency response and
medication routine are skills that are taught by other individuals working with the
consumer, such as nursing, and they are therefore not taught by occupational
therapists in their programming or it may be that this program need is being
overlooked on some transition teams.

Rural-based and Urban-based Therapists
A’study done in 1998 by Arnold & Seekins found that there were
significant differences noted in the experiences of rural and urban vocational
counselors ‘working on transitioning. For this reason, a comparison was done on
the perceptions of both rural and urban therapists in New York State. The results
of this study indicate that rural and urban therapists hold similarly positive and
negative ideas about the availability of transportation, employment, housing, and
self-advocacy groups for the consumers that they serve. Unlike the study done by
Arnold & Seekins, there were only minimal differences noted by program

location in this study. Slight differences were found in the availability of
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transportation which urban therapists indicated was slightly more available, and in
the perceived availability of employmen}z‘wheAre ruial therapists reported higher
levels of employmeﬁt opportunity than did urban thgrapists. It seems logical that
more transportation would be accessible in an urban area due to the larger number
of trains, metros, 'taxis, and various other forms of transportation available m .
cities. In referenc;é to availability of jobs, it woulci also make sense that urban
areas would have a greater variety of employment opportunities. However, there
may be more competition for jobs in anurban setting. This could negatively
affect the availébility of emplé)yment. In this study, rural programs were reported
to have better job opportunities for their consumers. As in the Arnold & Seekins
(1998) study, no difference was found regarding the theories used when treating
clients, primarily developmental, or the necessity of client and family
participation in treatment and goal setting in urban versus rural settings (Arnold &
| Seekins, 1998). |

In summary, there were some interesting findings in this study A majority
of occupational therapists working with younger children do not report working in
transitiom'ng. Therapist work patterns still focus on direct sérvic;e and assessmeﬁt;
Work patterns alsq focus on teaching of basic ADL’s mstead of higher-level
skills. In contrast, they appear to recognize the imp‘ortan‘ce of more mature
transitioning sicills such as JADL’s and self-manageﬁlent of behavior. It may be
that OT’s are underutilized in transition teams and for community living skills, or

they may be focusing on filling a unique role on transition teams.
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Directions for Future Research

Further research on a larger scale is needed to find out why OT’s are still
working in traditional roles instead of branching out into other areas of service
delivery. Based on the low return rate (25%) of surveys, even given an incentive
to participate and a reminder letter, this researcher feels that using AOTA’s
DDSIS may not have been the most appropriate list to use considering the content
of the survey. Two different approaches might have been taken. One would
involve contacting facilities that provide transitioning services, and then obtain a
list of occupational therabists or assistants who wofk within the facility. Another
way to get a better response rate could be to use a different AOTA special interest
section such as school:based, work programs, or a combination of both. These
special interest seg’tibn§ would also have limitations however. Each of these
options can be expected to identify only a small portion of the therapist groups
specifically wo;king with the population of interest. Therefore, the best way to
get to the trans’itional_l population may be via a customized listing of therapists
who work with individuals in the age range of fourteen to twenty-two, and this
may not even be possible. Further research then may require a larger two-stage
survey with the survey mailed only to qualified respondents in the second round.
Due to the low response rate, this study was not able to determine specific reasons
or patterns. Further research on a much larger scale is needed to identify elements
of program and OT effectiveness when providing transitional services to

individuals with MR or DD.
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SUMMARY

This study has examined the views and perceptions of occupational
therapy personnel working with developmentally disabled individuals by
reviewing their current practice, theory, setting, consumer population, and by
gathering data through the use of a survey questionnaire that assessed their
perceptions on the process of transitioning of the consumer.

The research questions of this study were answered in regard to how
involved occupational therapists are in the transitioning process, theories being
used and the age ranges with which they are used, services that are provided and
are felt to be needed, perceptions of rural versus urban therapists in relation to
availability, the occupational therapist’s roles, and team members who work with
the consumer. However, the small sample response limits the generalizability of
the results

Based on this study, occupational therapists appear to play a limited role
in the transitioning of their consumers. Most work with younger children. There
is a demand for knowledgeable professionals in this area, and the potential exists
to greaﬂ)! ipc’rfaasig fhe} role that occupational therapists play in this area. The

finding that suiti"-svi‘ Percerit of the participants in this study reported that they do
not .\i'ork'_ivfi;tr'aril'sitioning highlighted the need for occupational therapists to look
furtpé_r i‘r_frt‘o wfa£ can be done in this area. Implications of this study are that
occupati(;{al therapy personnel working ~with a younger age group of children

focus less on transitioning, and more on the development of age-appropriate skills

of younger childhood.
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Although not determined by this research study, it is possible that many of
the therapists surveyed are indirectly working in the transitioning of consumers,
however, they have not attached that name to what they are doing. In this regard,
it is important to define what transitioning means to the profession of
occupational therapy. By increasing awareness of the role that occupational
therapists can play in the transitioning of consumers at any age, the familiarity
with the transitioning process would be greatly enhanced.

During the course of this study, the current perceptions and practice of
occupational therapy personnel in regards to transitioning have been examined, as
well as the factors that contribute to these. There were some differences in the
skills that were being taught in transitioning (primarily ADL’s) and the perceived
importance of these skills. There were minimal differences noted in the
perceptions and experiences of OT’s working in rural and urban areas. Most of
the factors, such as age, theory, and roles, directly affect transitioning and thus the
growth of the profession. The factors highlighted in this study can be directly
influenced by occupational therapy professionals who can bring about an
increased awareness of the role that can be played in transitioning. By increasing
this awareness, a number of opportunities for occupational therapy professionals
in non-traditional settings could arise, and this would greatly benefit the

_profession.

(s '




Transitional 84

WORK CITED
American Occupational Ther'(;py Association. (1986). Representative

assembly minutes. Rockville, MD: Author.

Arnold, N., & Seekins, T. (1998). Rural and urban vocational

rehabilitation: Counselors perceived strengths and problems. The Journal of

Rehabilitation, 64 (1), 5- 21.
Bailey, D. M. (1997). Research for the health professional: A practical

guide. (2™ edition). Philadelphia, PA: F. A. Davis.
Baum, C. M. (1980). Independent living: A critical role for occupational

therapy. American Journal of Occupational Therapy, 34 (12), 773-774.

Bellamy, G. T., Rhodes, L. E., Mank, D. M., & Albin, J. M. (1998).

Supported employment: A community implementation guide. Baltimore, MD:

Brookes.

Berkow, R. (Ed.). (1995). The Merck manual of medical information.

~ Whitehouse Station, NJ: Merck Research Laboratories.

-k

Blodgeit, H. E. (1971). Mentally retarded children. St. Paul, MN: North
Central Publishing Co.

Bowen, R. E. (1996). Practicing what we preach, embracing the

independent living movement. OT Practice, 1 (5), 20-24.

Bowen, R. E. (1994). The use of occupational therapists in independent

living programs. The American Journal of Occupational Therapy, 48 (2), 105-

112.




e ki i b My, et

[

Transitional 85

Breines, E. (1986). Origins and adaptations: A philosophy of practice..

Lebanon, NJ: Geri-Rehab, Inc.

Brolin, D. E. (1976). Vocational preparation of retarded citizens.

Columbus, OH: Charles'E. Merrill Publishing Co.
" Brollier, C., Shepherd, J., & Markley, K. F. (1993). Transition from

school to community living. The American Journal of Occupational Therapy, 48

(4), 346-353.
Bruininks, R. H., & Lakin, K. C. (1985). Strategies for achieving

community integration of developmentally disabled citizens. Baltimore, MD:

Paul H. Brookes Publishing Co.
Bruininks, R. H., Meyers, C. E., Sigford, B. B., & Lakin, K. C. (1981).

.Deinstitutionalization and the co;rnmunity adjustment of mentally refarded people.
Washington, D. C.: Amencan Association of Mental Deficiency. -
Caplan, A. "Bioethics: From origin to application." Retrieved from the
world wide web on 12/7/99: http://www.meniscus.com/hl/Art3 151.html

Cash, N. (1992). Guidance counselors' views, attitudes and knowledge of

the occupational therapy profession and their relationship to student

recommendations. Unpublished master's thesis, Touro College, Touro, New

York, United States.
Central New York Transition Coordination Site. (1999). Building your

future: A guide to transition planning {Brochure]. Weller, D., Held, M., &

Murphy, M. (Eds.).




Ll I

e e et R < S At

Ern—_

s,

e

Transitional 86

Christiansen,.C., & Baum, C. (Eds.): (1997). Occupational Therapy:

Enabling function and well-being. Thorofare, NJ: Slack Inc.

Collins, L. F. (1996). Connecting the community, shared housing of New

Orleans, Inc. OT Practice, 2 (4), 40-47.

Cromwell, F. S. (Ed.). (1985). Work-related programs in occupational

therapy. New York, NY: The Hawthorne Press Co.

Decker, P. T., & Thornton, C. V. (1995). The long term effects of

transitional employment services. Social Security Bulletin, 58 (4), 71-82.

DeFur, S., Getzel, E. E., & Kregel, J. (1994). Individuél transition plans:

A work in progress. The Journal of Vocational Rehabilitation, 4, 139-145.

DeFur, S. & Taymans, J. (1995). Competencies needed for transition
specialists in vocational rehabilitation, vocational education, and special
education. Exceptional Children, 62 (1), 38-55.

- Delong, G. (1979). Independent living: From social movement to

analytic paradigm. Archives of Physical Medicine and Rehabilitation, 60, 435-

446.

Edgerton, R. B. (1979). Mental retardation: The developing child.

Cambridge, MA: Harvard University Press.

Exceptional Family Resources. '(2(')00). A directory of services in

Onandaga county and Cayuga, Cortland, Madison, and Oswego counties.

[Brochure]. Pierson, K. H.: Editor.
Fair Housing Act. "Fair housing act." Retrievgd from the world wide web

on 12/7/99: http://WWZ.state.id.us/silc/fairhousing.hthl




A aiimasd o o

b mcigioins [t

L T ool

Transitional 87

Hopkins, H. L., & Smith, H.D. (1993). Willard and Spackman’s

occupational therapy, 8® edition. Philadelphia, PA: J. B. Lippincott Co.

Huang, W., & Rubin, S. (1997). Equal access to employment

opportunities for people with mental retardation: An obligation of society. The

Journal of Rehabilitation, 63 (1), 27-44.

Kielhofner, G. (1997). Conceptual foundations of occupational therapy,

2nd edition. Philadelphia, PA: F. A. Davis Co. "
Kirkland, M., & Robertson, S. C. (1980). The evolution of work-related
theory in occupational therapy. In E. M. Gilfoyle (principle author) & C. Hays

(Ed.), Training occupational therapy education management in schools: A

competency-based educational program: Vol. 4. Rockville, MD: AOTA.

Kurtz, L. A., Dowrick, P. N,, Levy, S. E., & Batshaw, M.L. (19%6).

Handbook of developmental disabilities, resources for interdisciplinary care.

Gaithersburg, MD: Aspen Publishers, Inc. - ‘

- Law, M. (Ed.) (1998). Client-centered occupational therapy. Thorofare,

NIJ: Slack, Inc.
Luecking, R. G., & Fabian, E. S. (1997). Transition from school to work.

In 8. M. Pueschel & M. Sustrova [Eds.], Adolescents with down syndrome. (pp.

235-243). Baltimore, MD: Paul H. Brookes Publishing Co.
Martin, J. E., Marshall, L. H., & Maxson, L. L. (1993). Transition policy:
Infusing self-determination and self-advocacy into transition programs. Career

Development for Exceptional Individuals, 16, 53-61.




Transitional 88

_Mayerson, A. (1998). 1970s and onward--The civil rights perspective. In

L. A. Krane & P. Brown (Eds.), The legal rights of citizens with mental

retardation (pp. 105-117). Lanham, MD: University Press of America.
McCarthy, T., Sitlington, P. L., & Asselin, S. (1991). Preparing
personnel to educate and employ individuals at risk: A look into the 21st century.

The Journal for Vocational Special Needs Education, 14 (1), 17-20.

McCarron, L., & Dial, J. (1991). McCarron-Dial Systems basic work

evaluation workbook, McCarron-Dial Work Evaluation System. Dallas, TX:

Common Market Press.
Moon, M. S., Inge, R. J., Wehman, P., Brooke, V., & Barcus, J. M.

(1990). Helping persons with severe mental retardation get and keep

employment: Supported employment strategies and outcomes. Baltimore, MD:

Brookes.

New York State Dévelopmental Disabilities Plannjng Council. (1998).
Planning for the future (3rd ed.) [Brochure]. Smith, M. R.: Editor.

Nosek, M. A., Roth, P. L., & Zhu, Y. (1990). Independent living
programs: Impact of age, consumer control, and budget on program operation.

The Journal of Rehabilitation, 56 (4), 28-40.

Ogden, L. D. (1985). Vocational readiness: An introduction. In M.

Kirkland & S. C. Robertson (Eds.), Planning and Implementing Vocational |

lfeg’diness in Occupational Therapy. Rockville, MD: AOTA.

Padavan, F. (1986). After eight years: An analysis of the use, impact and

effectiveness-of the 1978 New York State site selection law governing community

*




Transitional 89

residences for the mentally disabled. New York, NY: Committee on Mental

Hygiene‘and Addiction Control.

" Rivera, G. (1972). Willowbrook: A report on how it is and why it doesn’t

have to be that way. New York, NY: Vintage Books. -

Rothman, D. J., & Rothman, S. M. (1984). The willowbrook wars. New

York, NY: Harper & Row Publishers.
Rusch, F. R., Chadsey-Rusch, J., & Johnson, J. R. (1991). Supported

employment: Emerging opportunities for employment integration. In L. H.

Meyer, C. A. Peck, & L. Brown (Eds.), Critical issues in the lives of people with.

severe disabilities (pp. 145-169). Baltimore, MD: Brookes.

Sale, P., Metzler, H. D., Everson, J. M., & Moon, M. S. (1998). Quality

indicators of successful transition programs. The Journal of Vocational

Rehabilitation, 1 (4), 47-63.

Swain, P. (1993). Helping disabled people - The user's view. British

Medical Journal, 306 (6883), 990-997.

‘The President's Committee on Employment of the Handicapped. (1999).

Carl D. Perkins Vocational Education Act. [Brochure].

The State Education Department. VESID: Information booklet for

vocational rehiabilitation service applicants. [Brochure].

Toward Independence. "Developmental disabilities." Retrieved from the

world wide web on 12/7/99: http://www.towardindependence.org/disable.htm




Transitional 9Q

Tt “CToward Independence "Mental retardatlon A simplified overview."

2% TR

.0
Retneved ﬁ'om the world w1de web on 12/7/99:

i‘*»: ’4:‘ " -
http_ Iww. towardindependence,org/mental.htm

i l‘f-v

,,,Trombly,’C A. (1995). Occupational therapy for physical dysfunction.

11!‘-

(8" edition). Baltimore, MD: Williams & Wilkins.

U. S. Department of Health & Human Services. (1996). State-specific

rates of mental retardation - United States, 1993. Morbidity and Mortality

Weekly Report, 45 (3), 61-67.

Villeponteaux, De Coux, & Beardshall, A. (1998). Self-report of

functional abilities in older adults with mental retardation and IADLs. Journal of

Applied Gerontology, 17 (1), 53-63.

Ward, M. J. (1998). The many facets of self-determination. National

Information Center for Children and Youth with Handicaps: Transition Summary,

5, 2-3.

Wolfensberger, W. (1972). The principleof normalization in human

services. Toronto, Canada: National Institute on Mental Retardation.

Zaetz, J. L. (1971). Organization of sheltered workshop programs for the

mentally retarded adult. Springfield, MA: Thomas Books.

Zukas, H. (1975). "CIL history: Report of the state of the art conference,
center for independent living." (RSA Grant 45-p-45484/09-01.) Berkeley, CA:

Center for Independent Living.




Running Head: TRANSITIONAL LIVING- APPENDIX A

Transitional Living- Appendix A

Andrea Fadel
Ithaca College
* - A{, Al
L:z“ ‘f‘-jk' ' 1 o v
(Y -
A .
‘.r. i ! ‘- R 4
-3
o e,
gt BN : )

Transitional 91




. Transitional 92
Transitional Living Survey:

3

A. Respondent Information

1. What is your current job title?

2. What is your education level?
O High School Graduate 0 Associates Degree O Masters Degree

0 Some college O Bachelors Degree U Doctorate

3. How long have you been practicing in this field?

4. How long have you been practicing in this facility?

5. Do you use any of the following theories when working with consumers? Check all that

apply. .
0 Vocational Rehabilitation 7 Behavioral O Cognitive
O Psychodynamic 0 Occupational Science O Developmental
O Other.
B. Facility Information
6. How long has your facility been established?
{0 One year or less O 2 to 5 years 0 16 to 20 years
0 6 to 10 years 0O 11 to 15 years O Greater than 20 years

7. What type of setting is your facility located in?
U rural (0 small town 0 large town 0 suburban O urban 0OOther

8. How is your facility funded?
0O State MH {0 State MR O Voluntary [ Private-for profit 0 Other.

C.-Client Population

9. What client population does your facility serve? Check all that apply.
0 Mild MR OO Moderate MR O Severe MR 0 Psychiatric {0 Physical Disability
0 Pervasive Developmental Delays (PDD) O Multihandicapped 0O Dually Diagnosed
O Other.

10. What age ranges does your facility serve?

D.'Community Resources

11. How do your consufners get from your facility to special programs and activities? Check all
that apply. _
O public buses O special buses O walk
O special vans ., O train/ metro 0 taxis
O bicycle - O private transportation O other
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12. What types of housing options do you recommend for your consumers? Check all that

apply. :

0-Group Homes O Independent Living Centers [0 Apartments

O Transitional Living Apartments [ Private Homes O Supported Living/ Live-in help
00 Other.

13. Would you say that you strongly agree, agree, are neutral, disagree, or strongly disagree
with the following statements?
SA A N D SD

a. Public Transportation is accessible and responsive

to consumers. 1 2 3 4 5
b: Consumers have transportation. 1 2 3 4 5
c. Locally, there are a variety of employment options. 1 2 3 4 5
d. Local employers hire individuals with disabilities. 1 2 3 4 5
e. Job service, coaches are available in your area. 1 2 3 4 5

f. You have time to provide counseling that helps

consumers adjust to their disability. 1 2 3 4 5
g. Your consumers have access to an independent living

center. . 1 2 3 4 5
h. Your office has enough staff and other resources. 1 2 3 4 S

i. Your consumers havé adequate access to assistive
technology. : 1 2 3 4 5

j- You have time to develop an initial rapport with ,
your consumers. 1 2 3 4 5

E. Programming

14. Do you serve consumers in any of the following ways? Check all that apply.
O consult O evaluation 0O group work O individual work O counseling O Other

a. From the above choices, what do you feel is your primary role when working with
consumers?. -

15. Who are the members of your team who work with the consumer?
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16. The following question consists of two parts.

a. In your programming, do you teach any of the following skills? Check yes or no.

b. To the left of the skill, please rate each skill on a level of 1 to 10, where 1 means it is
absolutely necessary to teach the skill for independent living and 10 means it is not
necessary to teach the skill for independent living.

Yes

a. grooming
b. oral hygiene
c. bathing/ showering
d. toilet hygiene
€. dressing
e f feeding or eating
- g medication routine
h. health maintenance
I. socialization
j. functional communication
k. community mobility
1. emergency response
m. sexual expression
n. clothing care
- o.house cleaning
p. meal preparation and cleanup
q. shopping
r. money management
s. yard maintenance
t. care of others
u. vocational exploration
v. volunteer participation
w. play or leisure exploratlon
— _x coping skills
y. time management
z. self-control

1 o o o o o e o o
OCoocoOooooogooooooooooooooooao 2

17. To what extent do you agree with the following statements? Would you say you (1) strongly
agree, (2)somewhat agree, arc (3) neutral, (4) somewhat disagree, or (5) strongly

disagree? _
& vt I ‘ Lr ¥
a. Transition plans should be written according to the

individual consumer.  ° 1 2 3 4 5
b. Standardized assessme_nts should be used to identify

goals and objectives. 1 2 3 4 5
c. Parents should acti’éely participate in transition

planning meetings 1 2 3 4 5

d. Consumers should actively participate in transition
planning meetings. 1 2 3 4 5

e. Parents and family members should not participate
in implementation of transition goals and objectives
at home. 1 2 3 4 5
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To what extent ¢ do you agree with the following statements? Would you say you (1) strongly
agree, (2) soniewhat agree, are (3) neutral, (4) somewhat disagree, or (5) strongly disagree?

.r‘g,\ﬁrwr . .a 2
f. Family preferences should be reflected in transition goals
and objectives: s e 1 2 3 4 S
' g. Consumer preferences should be reflected in transition
goals and Ob_]eCthCS . 1 2 3 4 5
h. Group homes are locally available. 1 2 3 4 5
I. Specialized transportation services are locally available 1 2 3 4 5
j. Self-advocacy groups are locally available. 1 2 3 4 5
k. Independent Living Centers are locally available. 1 2 3 4 5

1. Consumers receiving transition services should have
access to support groups. 1 2 3 4 5
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Ofiice ot the Provost and
Viee President for
Academic Affairs

DATE: November 30, 1999

TO: Andrea Fade
222 North
Ithaca, NY 1

FROM: Garry L. B rovost
All-College Human Subjects Research

SUBJECT: Transitional Living Study

The Ali-College Review Board for Human Subjects Research (HHSR) has received your request
for expedited review of the above named proposal. The Board has completed its review and has

made the following supulahons

A raffle is'illegal in the state of New York and, therefore, the word ra_ﬁle throughout the
proposal should be revised to either drawing or door prize.

The Recruitment Statement should include a statement that subjects must be at least 18
years of age or older to participate.

The last sentence under the heading What will this Entail? on'the Idfoﬁned Consent Form
should be revised to read: As a thank you, if you return the survey, you will be eligible for a
$25 savings bond.

The sentence under the heading Withdrawal from the Study should be revised to read: You
are free to answer only those questions that you choose or o stop answering questions

altogether.
The Board also had the following consultative comment:

Grammatical or writing errors were noted throughout the proposal. The Board suggests
careful editing prior to sharing this document more widely.

Please submit one copy of the revised pages to the Office of lhc Provost and Vice Prwdenl for
Academic Affairs for final review. .

Nw

¢: Catherine Gordon, Faulty Advisor
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COVER PAGE
tavestigaor: _AndreaFode)
Department: __()CCUOXNONAY Thgmo\l

Telephone: lﬂ H C)j 5 o’? 75 _ L%DSQ |

(Campus) _ (Home)
Project Title:  ransit DnCL\ L\V'\ﬂg SJH ld:])
Abstract: (Limit to space provided)

See  adfched

Proposed Date of Implementation: Jﬁngggu’ IQ‘,HM)( )
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ALL-COLLEGE REVIEW BOARD
" FOR
HUMAN SUBJECTS RESEARCH

CHECKLIST

projectitle: ____Lranarfianal Living S’rud\l/

vestigaon: _Andrea. Fade)

" Investigator HSR Use '
Use Only Items for Checklist

General information
Related experience of investigator(s)
Benefits of the study
Description of subjects
Description of subject participation
Description of ethical issues/risks of participation
Description of recruitment of subjects
Description of how anonymity/confidentiality
will be maintained.
9.  Decbricfing statement
10. Compensatory follow-up
11. Appendix A - Recruitment Statement
12. Appendix B - Informed Consent Form (or tear-off
Cover Page for anonymous paper and pen/pencil
surveys)
NA — 13. Appendix C - Debriefing Statement
14. Appendix D - Survey Instruments
Mﬁ 15. Appendix E - Glossary to questionnaires, etc.

PN AN

Mk Pei AP I X

Items 1-8, 11, and 12 must be addressed and included in the proposal. Items 9, 10, and 13-15
should also be checked if they are appropriate - indicate "NA" if not appropriate. This should be
the second page of the proposal.
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Abstract:

There is currently verylittlé research on community programming for individuals with
mental retardation. The p‘u;:pose of this study is to look at transitional practices in New York
State and to di}s"‘cover what elements are most commonly used to teach transitional living skills. It
will also look at whether these elements are perceived to be successful or unsuccessful by these
occupationalltherapi‘sts.f I propose to do this through a paper and pencil mail survey. A survey
was developed for oc;upational therapists, and it looks at the facility as well as the primary skills
that are taught to their consumer population. On January 10, 2000, 120 surveys will be sent out
to randomly assigned facilities in New York State. Follow up letters will be sent out ten days
later, and the deadline to return surveys will be February 20, 2000. All usable surveys will then be
analyzed, and a summary of results will be sent to facilities that wish to receive them.
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1. General Information about the Study |
a) Funding
This is essentially an un‘funded thesis projectl Costs for paper, duplication of
surveys, stamps, and envelopes will cost approximately $100 and willbe  covered by a
gra&mte study grant to the Occupational Therapy Department and student funds. A $25
| savings bond drawing will be covered in full by myself. |
b) Location
Thé survey packets will be assembled at Ithaca College. They will then be ;;ost
marked and sent from Ithaca College. The sﬁrvey will be completed by therapists at their’
place of work. It will -then be returned to Ithaca College Occupational Therapy
Department attn. A. Fadel. The address list that will be used fof follow up reasons will be
kept sé?g;ately in Dr. Gordon's office.
¢) Time period
Informed consent letters and surveys w1ll be mailed out tpgether by January 16,
2000. A reminder card will be sent out on January 20, 2000. The requested return date
for completéd surveys w1il be by February 15, 2000. Analysis will follow the ‘retu;n of
surveys, and will tentaﬁvely be completed by March 31, 2000.
2. Related Experience of the Researcher |
I am currently a graduate student in occupational therapy. I have completed one
' fieldwork experience. I have also taken the following research courses as parfof thesis work:

Biostatistics 670-39000, Research Seminar 672-49500, and Research Methods 672-67000.
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For this study, the supervising faculty is Dr. Catherine Y. Gordon. She is the Chair of the
Occupational Therapy Départment at Ithaca College. She is experienced in survey research and is

+
also an experienced thesis supervisor
3. Benefits of the Study

Currently, there is little research on community programming with the mentally retarded
population. Through this study insight will be gained into what skills are deemed necessary by
occupational therapists working with mentally retarded individuals so they can be successful when
transitioning from home to independent living. Participating facilities will recl:eive a summary of
the study when it is completed. |
4. Description of the Subjects

a) How many subjects will be tested?

A total of 120 surveys will be sent out.
b) What are the salient characteristics of the subject population (i.e., age, gender,
college, major, etc.)?

The population sufveyed will iﬁclude occupational therapy personnel who work in
facilities where transitional living skills are taught to mentally retarded individuals. This
study will only look at facilities in New York State. The survey respondents must be at
least 18 years of age. Males or females may participate in the study. Names of facilities
\‘7\7;11 be'of;t'aiﬁ‘eg tﬂr&ugh‘ 'fﬁe Broof{le County Developmental Disability Service Office

3 4 = '
t?" WA oy 4 5 N

(DDSO);and the New';York State DD Office.
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S. Description of Subject Participation

A pencil and paper mail-in survey will be used to obtain the information for this study.
The survey is four pages and takes approximately 20 minutes to complete. It will be pilot tested
on 15 classmates and several faculty members. Some editorial changes are anticipated following
the field test.
6. Ethical Issues - Description
a) Risks of Participation
Risks of participation are minimal. The potential risks of this study may include
an increased level of work and possible stress on the participants to accurately fill out the
information in the survey. Another risk is confidentiality, which will be assured by keeping
a separate tear off sht;et and making sure that no identifying information is anywhere on
the survey itself.
b) Informed Consent
An informed consent form will be sent out with the survey. It is to be sent back
with the survey, at which point it will be detached and kept separate from the survey. Ifa
survey comes back without a signed informed consent form, the information on the survey
will be deemed unusable. See attached informed consent form for further information.
7. "Recruitment of Subjects
a) Recruitment Procedures
A list of facilities will be obtained from the Broome County Developmental
Disability Service Office (DDSO) and the New York State DD office. From those lists,

120 facilities will be picked at random to receive the survey packet. It is estimated that

SR?
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some of these agencies will not have occupational therapists or the surveys will not be

routed to the proper department. For this reason, it is necessary to send out 20 copies

beyond the original number of 100 participants.

b) Inducement to Participate

Participants who return the survey will be eligible for a $25 savings bond drawing

to be done at the end of the study. Each survey packet will have a ticket. If the survey

and the ticket are returned, the ticket will be put into a box. Each ticket will have a

number, and it will be separated from the surveys upon receipt. The tickets will be kept

separate from the data. When all usable surveys have been received, one ticket will be

drawn, and the number will be matched to the number on the address sheet. At that point,

thé person will be sent a savings bond for winning the drawing.
8. Confidentiality/ Anonymity of Responses

To ensure the confidentiality of the subject's response, a separate informed consent sheet
will be attached to the mailed survey. The respondent will be made aware that no identifying |
information such as names, addresses, etc., should be anywhere on the actual survey. When. the
surveys are returned, the informed consent sheet and the ticket for the drawing will be separated
from the surveys. The informed consent sheets will then be kept with the address sh.eet in Dr.
Gordon's office. To assure confidentiality and for the reason of follow up, an address sheet will
be kept separately from the r;tumed surveys and will contain the address of the facility, the
contact person, and an assigned ticket number. This sheet will only be used if it is necessary to

send follow up surveys and after the drawing.
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9. Debriefing

Final results of the study will be distributed based on whether the 'yes' or 'no' option was
checked on the mg)qu consent form. If 'yes' was indicated, results of the survey will be sent to
the a“&’dress‘tﬁzi;' w;is"givén at the end of ih'f?form. A brief explanation of the results as well as a
comparison of ;'ur'a;li?ers'lﬁs;f;;ban transitional living programs will be included, and will be mailed
out following thé cohrnl';:l}fpiop of the study.

10. Compensatory Follow-up

Since there are no foreseeable negative physical or psychological outcomes due to

participation in this study, compensatory treatment is not appropriate for this study.




Ithaca College

200 Smiddy Halit
Ithaca, NY 14850-7079
(607) 274-1975

(607) 274-3055 (Fax)

Department of Occupational Therapy
School of Health Sciences
and Human Performance

Transitional Living
My name is Andrea Fadel and as part of my masters thesis in the Occupational Therapy
program at Ithaca College, I am conducting a survey of transitional specialists to find out
what is important when planning transitional living programs for mentally retarded
individuals. This survey asks you to respond to questions about the demographics of the
facility, and whether certain skills are necessary to teach to individuals who are planning
on living in the community. You should feel free to leave any questions blank and/or to
stop filling out this survey at any time.

When you have finished the survey please return the informed consent sheet, the survey,
and the ticket stub in the attached self-addressed stamped envelope by February 20, 2000.
The raffle will be drawn on February 25, 2000, and the winner will be called that day.
You must be at least 18 years of age or older to participate. DO NOT WRITE YOUR
NAME ANYWHERE ON THIS SURVEY OR THE ATTACHED RETURN

ENVELOPE.

Thank you for helping me. Andrea Fadel
Ithaca College Occupational Therapy Dept.
200 Smiddy Hall

Ithaca, NY 14850
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IN FORMEDV CONSENT: TRANSITIONAL LIVING STUDY

Purpose and Benefits of the Study:

The primary purpose of this study is to examine what key elements compose a successful
transitional living program. Additionally, the study will look at whether these elements vary
between rural and urban settings.

What will this entail?

You will be asked to fill out a pencil and paper mail-in survey that takes approximately 20 minutes
to complete. The survey will include some personal questions such as the number of years you
have practiced and your level of education. There will also be a number of questions about your
facility. You are free to answer only those questions with which you feel comfortable, although
any information you can give us is valuable. As a thank you, if you return the survey, you will be
eligible for a $50 savings bond.

For more information:
For any information before, during, or after the study please feel free to contact:

Occupational Therapy Department Attn. Andrea Fadel
Ithaca College

200 Smiddy Hall

Ithaca, NY 14850

(607) 274- 1975

email: afadell@jic3.ithaca.edu

Withdrawal from the Study: :
You are free to answer only those questions that you choose or to stop answering questions

altogether.

Confidentiality of the Data:
All of the data from this study are confidential. That means your name will not be used in anyway
and your responses will never be identified as coming from you.

Participant's Statement:
I have read the above and understand its contents. I acknowledge that I am 18 years of age
or older. I agree to participate in the Transitional Living Study.

Print Name Signature

Date

I would like a summary of the study results, check one. OYes 0 No
If you checked yes, please give us the address where we should send the results:




; Transitional 108

e Transitional Living Survey:
A. Respondent Information

1. What is your current job title?

2. What is your education level?
{0 High School Graduate O Associates Degree 0 Masters Degree

0 Some college {3 Bachelors Degree 0] Doctorate

3. How long have you been practicing in this field?

4. How long have you been practicing in this facility?

5. Do you use any of the following theories when working with consumers? Check all that

apply. -
0 Vocational Rehabilitation O Behavioral O Cognitive
0 Psychodynamic 00 Occupational Science 0 Developmental
{1 Other '

B. Facility Information

6. How long has your facility been established?
01 One year or less 0 2 to 5 years 0 16 to 20 years
0 6 to 10 years 011 to 15 years O Greater than 20 years

7. What type of setting is your facility located in?
0 rural 0 small town O large town 0 suburban (Jurban {»Other

8. How is your facility funded?
0 State MH 0 State MR O Voluntary [ Private-for profit T Other_

C. Client Population

9. What client population does your facility serve? Check all that apply.
0 Mild MR D Moderate MR 0 Severe MR O Psychiatric O Physical Disability
1 Pervasive Developmental Delays (PDD) O Multihandicapped 0 Dually Diagnosed
0 Other, .

10. What age ranges does your facility serve? ~

D. Community Resources

11. How do your consumers get from your facility to special programs and activities? Check all

that apply.
O public buses 0 special buses O walk
0 special vans 0 train/ metro O taxis

0 bicycle O private transportation 0 other,
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12. What types of housing options do you recommend for your consumers? Check all that

apply. .
0 Group Homes O Independent Living Centers {J Apartments
i Transitional Living Apartments [! Private Homes {1 Supported Living/ Live-in help-
{1 Other,

13. Would you say that you strongly agree, agree, are neutral. disagree, or strongly disagree
with the following statements?
SA A N D SD

a. Public Transportation is accessible and responsive

to consumers. 1 2 3 4 5
b. Consumers have transportation. . 1 2 3 4 5
¢. Locally, there are a variety of employment options. 1 2 3 4 5
d."Local employers hire individuals with disabilities. 1 2 3 4 5
¢. Job service, coaches are available in your area. 1 2 3 4 5
f. You have time to provide counseling that helps

consumers adjust to their disability. 1 2 3 4 5
g. Your consumers have access to an independent living

center. 1 2 3 4 5
h. Your office has enough staff and other resources. 1 2 3 4 5
1. Your consumers have adequate access to assistive

technology. 1 2 3 4 5 ..
j- You have time to develop an initial rapport with

your consumers. 1 2 3 4 5

E. Programming

14. Do you serve consumers in any of the following ways? Check all that apply.
O consult [ evaluation U group work D individual work [ counseling O Other,

a. From the above choices, what do you feel is your primary role when working with
consumers?

. + PN
15. Who are the members of your team who work with the consumer?
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*To what extent do you agree with the following statements? Would you say you (1) strongly

agree, {2) somewhat agree. are (3) neutral, (4) somewhat disagree, or (5) strongly disagree?

f. Family preferences should be reflected in transition goals

and objectives, _ 1 2 3 4 5
g. Consumer preferences should be reflectéd in transition -

goals and objectives. 1 2 3 4 5
h. Group homes are locally available. ' 1 2 3 4 5
1. Specialized transportation services are locally available 1 2 3 4 5
J- Self-advocacy groups are locally available. | 1 2 3 4 5
k. Independent Living Centers are locally available. 1 2 3 4 5

1. Consumers receiving transition services should have
access to support groups. T | 2 3 4 5




e

Running Head: TRANSITIONAL LIVING- APPENDIX C -

”_l“ransitional Living- Appendix C
Andrea Fadel

Ithaca College

Transitional 112




g T
...-:‘,335 o

Transitonall13

Drawing Information:

If you would like to be eligible for a $50.00 savings bond drawing, please fill out the

information below. This information will be separated from the survey upon receipt in order to

maintain confidentiality of your answers. Thank you and good luck!

Name:

Street Address:

City/ State/ Zip Code:

Phone Number (Day):

Phone Number (Evening):

PE
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Dear “ ’

This is to remind you that the transitional living surveys were requested by March
10, 2000. I have not yet received your completed copy of this survey. If you have already
returned the survey, thank you for doing so. If you have not, and you still wish to
participate in the study, please fill out and return the survey by March 28, 2000. If you
have any questions or need another copy of the survey, I can be reached at (607) 275-
3059. I appreciate the time and effort you have put in to completing the survey. Thank

you.

Ithaca College Occupational Therapy Dept.
200 Smiddy Hall :
Ithaca, NY 14850
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Dear , -

This is to remind you that the transitional living surveys were requested by March
10, 2000. I have not yet received your completed copy of this survey. If you have already
returned the survey, thank you for doing so. If you have not, and you still wish to
participate in the study, please fill out and return the survey by March 28, 2000. If you
have any questions or need another copy of the survey, I can be reached at (607) 275-

3059.'1 apiﬁ‘r“e‘ciat“e the time and effort you have put in to completing the survey. Thank
1 .

yo'uf ST
4 )
RO . Sincerely,
’ Andrea Fadel
Ithaca College Occupational Therapy Dept.
200 Smiddy Hall

Ithaca, NY 14850
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Dear ’
I would like to thank you for participating in my research study for my master’s
thesis. The following pages reflect some of the findings from this study that you

requested.

Andrea M. Fadel

Abstract. Mentally retarded individuals face many challenges when transitioning
into the community. Among these are difficulties in transitional living skills. Currently
there is very little research on community programming for individuals with mental
retardation. In this study, a survey questionnaire assessed the transitional practices of
occupational therapy bersonnel in New York State and discovered what elements were
most commonly inchided among transitional living skills. Respondents also rated these
elements as important or unimportant.

Overall, occupational therapy personnel were found to work with younger
children using a developmental approach, and worked minimally in the transitioning
process. Those therapists who work in transitioning, often used the traditional roles of
evaluation and individual treatment when working with consumers. The skills that they
taught were pnmanly those that related more to basic ADLs such as feeding or eating,
dressing, and oral hygiene, even though they recognized the need for training in more
complex IADLs particularly emergency response, medication routine, and health
mé'intenance.. Analysis of rural and urban centers did not indicate meaningful
differences. .

Findings from this study will be useful when identifying effective treatment
approaches for mentally retarded individuals who are transitioﬁing into the community.
They also reflect a real need for more occupational therapists to provide programming 'y
leading to the acciuis_ition of transitional livmg skills for individuals with mental

retardation or developmental disabilities.

Response. The survey questionnaire was mailed to one hundred fifty
occupational therapy personnel, randomly selected within New York State from AOTA.
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A total of thirty-eight surveys were feulfned; twenty-six after the initial mailing and
twelve, folldwing the second mailing. One of the thirty-eight respondents indicated that
she no longér worked in the field of occupational therapy, and returned the questionnaire
blank. The remaining thirty-seven responses were used in the data calculations.

Participant Demographics. The work experience level of the participants

averaged 8.44 years, indicating a fairly new group of professionals, (see Table 1 below).
These individuals indicated that -they'héve worked‘at their current facility an average of
6.48 years. The mean number of hours worked per week under their job title is 29.83
hours per week, which indicates that most individuals are working full-time.

Table 1

| Participant Demographics

Mean n Range | Standard Deviation

Years worked under 8.44 36 12-26 | + 7.32
title 7
Years worked at facility | 6.48 37 | .12-21 +6.16
Hours worked at facility | 29.84 38 | -.00-48 +11.87

Participant Role. When asked the following question: “What do you feel is your

primary role when working with consumers?” the majority of participants (66.6%) stated
either evaluation or individual work. Only 13.3% use group work as a primary way of
treating consumers, and 13.3% also work on a consultative basis. “Other” was also
marked as a way to serve consumers (6.7%). Of the thirty-seven participants; only
thirteen (34.2%)A work in the transitioning of their consumers, whereas twenty-four
(63.2%) stated that they do not work in this area. '

Theories Used. The following occupational therapy theories were expressed as

being used most often in descending order when working with consumers: developmental -
theory (twenty-one individuals), cognitive (3 individuals), NDT, Occupational
Behavior/MOHO, and other (two individuals), and behavioral, vocational rehabilitation,

occupational science, and sensory integration (one individual each). It was found that the
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developmental model is used primarily with ages under the age of twenty-one.” From that
age on, there is a shift in models used, and more emphasis is put on using other models.
This trend also held true when cross analyiing the second and third most popular theories
used. “

Skills Taught in Transitional Programming. Based on the occupational
performanc‘e list of twenty-eight different skills, the following eleven skills came to the
forefront in terms of whether they were taught in transitional programming for mentally
retarded individuals:

1. Feeding or Eating
2.. Dressing
3. Oral Hygiene
4. Play or Leisure Exploration
5. Self-control
6. Safety
7. Grooming
8. Toilet Hygiene
9. Functional Communication
10. Coping Skills
11. Work Performance

A Likert scale of one to ten, where one meant that the skill was absolutely
necessary for transitional programming, and ten meant that the skill was not necessary to
transitional programming, was used to discover the perceived importance of these skills
when teaching transitioning to consumers. It was assumed those skills given a mean
rating of one to four were considered necessary, a score of five was indifferent, and
scores falling from six to ten were considéred not necessary. A total of five skills:
vbca'tional exploration, care of others, sexual expression, yard maintenance, and

volunteer participation fell in the range of being considered not necessary (See Figure 1).

- The majority of the participants deemed all other skills listed as necessary.
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