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I ntroduction

According to Taylor (1987) all persons, despite the severity of disability, belong
in the conmunity. Supporting people with disabilities to acquire conmunity living as an
alternative to institutions is a conmtnment by both advocates and policynakers.
Communi ty based progranms effectively foster independence and participation in the
community for Americans with disabilities, and such services advance the best interests
of Americans. Unfortunately, funds allocated for community based services are extrenely
low i n nost states.

For exanple, within Kentucky's Supports for Community Living (SCL), assisted
i ndependence options for adults with disabilities are nearly nonexistent. According to
Kenni ng (2001), Kentucky ranks 48th in spending on the nentally retarded and 50t h spent
on community based services. The result has been aging parents struggling to care for
their disabled children; working parents unable to find day care; and disabled adults
trapped at hone, bored and isol ated, because of |ack of services or work prograns.
Nearly 2000 individuals with disabilities are on a waiting list for services and 7000 are
living with parents who are 60 years old or older (Yetter, 2002b). Thus, a nmjor group
currently denied community services are individuals with severe disabilities who live at
hone with their families (Lakin, Hayden, & Abery, 1994).

Cal |l ahan and Garner (1997) note that family is the foundation of support and
security for many individuals with severe disabilities. Adults with disabilities live
with their famlies or continue to have their fanmlies involved in their daily lives
(Mallory, 1995). \What role does the famly play in obtaining community services for the
adul t ?

The family is often nbst attuned to the individual’'s specific preferences and can

communi cate to others his or her visions and preferred options (Turnbull, Bl ue-Banning,
Anderson, Turnbull, Seaton, & Dinas, 1996). Adults with disabilities have relied upon
their own fanmly to advocate when necessary. |n a study that exam ned student

perspectives of famly involvenent, students cited parents, brothers and sisters, aunts,
uncl es, and grandparents as people they rely on for assistance in securing long term
supports, enploynent, and housing (Mrningstar, Turnbull, & Turnbull, 1995). Thus the
extent the fanmily becones involved may largely dictate the nunber of options and
opportunities that will be available for individuals with severe disabilities during
adul t hood (Cal | ahan & Garner, 1997).
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Because of shortages of services, and because individuals often need their fanmly
to advocate for them the fanm |y nmust actively pursue conmmunity supports and services.
But this requires that the famly has the wherewithal to “work the systenf so as to
attain these supports and services. This set of enpowernent skills (Hagner & Marone,
1995) underlies the presunption that the famlies of individuals with disabilities hold
the responsibility to seek conprehensive information about services and supports in order
to establish i ndependent assisted living. Yet it is clearly an open question as to how
many famlies, and to what extent, actually possesses these enpowerment skills (cf.
Kosci ul ek, 1999; Lee, 1997).

Furthernore disability policy has provided little infornation regardi ng nodels and
theories that devel op ways to enhance enpowernent (Zi mrerman & Warschausky, 1998).

Current ill-conceived disability policies (Hagner & Marone, 1995) reflect the scarcity of
useful paradigns for determning factors that influence consuner enpowernent and quality
of life. In contrast, increased famly enpowernent is critical and | eads to increased

community integration and quality of life anong people with disabilities (Kosciul ek,
1999). Thus, if independent assisted living is the goal, then famlies and individuals
nust becone enpowered in order to obtain services and gain nore control and quality over
their own |ives.

Finally, Mallory (1995) states, that the devel opnentally disabled (DD) individual's
transition phase and its respective inpact on the fam |y have not been adequately
addressed or acknow edged within the context of social policy. The inpact of disability
policies nmust ultimately be nmeasured by the degree to which they contribute to the
i mproved quality of life of people with disabilities (Kosciulek, 1999). Yet little is
known about the transition to adulthood for devel opnentally disabled individuals. This
general statenment applies to the likelihood that DD adults will attain comrunity assisted
living, the inpact on the famly during this transition period, and the enotional |oss
for the individuals involved. Those who would inprove policies for devel opnentally
di sabl ed adults relevant to this issue clearly need better information on the dynanics of
transition to community assisted living.

Pur pose of the Study

The book | ndependence Bound (Marquette, 2001) offers insights into how a nother and
her autistic son survived famly crises as they journeyed through the transition phase
(from school to adulthood) toward the goal of independent living. The book focuses on
Mar quett e becom ng enpowered to seek assistance and create supports for her son as well
as her own psychol ogical self explorations with separation anxiety. Her perspective
represents an insider’s view of fanmly structure and function and the struggle to access
community services for the adult (Taylor & Bogdan, 1994). Designing an independent
living arrangenment for a man with autism wi thout the direct support of an agency, would
seemto be risky, conpared to the security inherent in state prograns. However, it was
the only alternative in this case, given current policies for adults with devel opnent al
disabilities, where shortages abound and these individuals wait for services or suffer
froma |ack of program coordination and fundi ng.

The research value of exploring famly issues in a case study such as | ndependence
Bound cones fromthe rich detail of fanmily life. These dynami cs are both independent of
state policy (fanmlies that have children with disabilities are destined to face the
transition fromschool to adulthood) and related to those policies (the inpact of
shortages whereby those children wait on a list indefinitely). Unfortunately, in a
system where few options are avail able and services are difficult to obtain, famlies who
want i ndependent |iving have no guide to follow.

Specifically, this study exam nes Marquette's (2001) efforts to establish
i ndependence for her autistic son while waiting for assistance fromthe Supports for
Community Living state program Marquette’'s actions and feelings during a major fanmily
transition are subjected to formal study: the details and supports that nmade comunity
assisted living a reality and the psychological travail that acconpani ed these fanily
changes. The analysis nmay add to the research base regarding transition to independent
assisted living for devel opnental |y di sabl ed adul ts.

Policy Definition

On the national |evel The Anericans with Disabilities Act (ADA) (1990) pronotes the
goal for persons with disabilities to live in conmunity based settings, rather than
institutions. The Suprenme Court in Anstead vs. L.C. (1999) confirnmed that states nust
design and i npl enent prograns reflecting that policy goal. |In addition President Bush's
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Executive Order No. 13,217 (2001) on community based alternatives for DD adults
buttresses these legislative and judicial perspectives. Supports for Conmunity Living,
the Medicaid funded program is Kentucky's attenpt to inplenment these policy initiatives
fromall three branches of governnent.

“Policy” as a termis anbiguous. Since there are nany inplied definitions of the
word, it is inportant to provide a clear explanation relevant to the policy studied.

This is certainly the case regarding who receives adult disability services and when an

i ndi vidual can anticipate receiving them To help clarify, Guba (1984) offers eight
definitions of policy. Several of these definitions could apply to this study, given the
conpr ehensive nature of laws and court cases that are applicable.

Guba’'s (1984) first definition exam nes goals and intents of the policy. Congress
delineated these in the ADA (1990). GQuba's second definition depicts policy as “the
accunul at ed standi ng deci sions of a governing body by which it regul ates, controls,
pronotes, services, and otherw se influences matters within its sphere of authority” (p
64). This is consistent with the regulations in the Supports for Community Living Wiver
as issued by the Cabinet for Health Services, Departnent for Medicaid Services. GQuba's
eighth definition, “policy is the inpact of the policy-naking and policy-inplenenting
systemas it is experienced by the client” (p. 69) inplies policy-in-experience. Such a
study woul d provide insight through interviewing clients or their famlies about their
experiences whil e seeking independent living within the comunity-based alternative to
institutions.

However, this paper focuses on Quba's (1984, p. 64) fifth definition, which
exam nes policy as “sanctioned behavior, fornmally through authoritative decisions, or
informal |y through expectations and acceptance established over (sanctified by) tinme.”
According to Guba the policy question for this definition is, “Wat expectations should
be set for famlies who have an adult with autismwho seek the goal of independent |iving
during the post high school years, either as a priori prescriptions or as nodified
t hrough experience?” (p. 68). For this study, the policy lens is famlies' reactions to
the enphasis of ADA toward placing individuals with disabilities into the community to
live rather than in an institution or continuing at home with the famly
Resources Versus Need

In Kentucky, the Cabinet for Health Services, Departnment for Medicaid Services
establ i shed the Supports for Conmunity Living programfor residents who are Mdicaid
recipients. SCL is an alternative to institutional care for an individual with nenta
retardation or devel opnental disabilities. Applications for SCL services for an
i ndi vi dual who neets the |level of required care for the Internediate Care Facility for
the Mentally Retarded (ICFMR) are reviewed at the tinme a program pl acenent becones
available. At that tinme the Departnent of Medicaid Services deternines the
appropri ateness of the SCL program services to neet the individual’'s need. Approval for
these services does not guarantee that the service will be available or provided, nor
does it guarantee eligibility to Medicaid benefits (Statenment of Energency, 2001).
Currently, the SCL program has over 2000 individuals with disabilities waiting for
servi ces.

SCL offers an array of services which support the individual to remain in or return
to the conmunity in the least restrictive setting. Medicaid recipients within SCL
program are covered by provider agencies approved by the Departnment of Medicaid which may
i nclude sone or all of the follow ng services: Support Coordination, Conmunity
Habilitati on Service, Supported Enploynent, Residential Support Service, Community Living
Supports, Behavi or Support, Psychol ogi cal Services, Cccupational Therapy, Physical
Ther apy, Speech Therapy, Respite, and Specialized Medical Equi prent and Supplies. (See
Definition of Terns section bel ow for neanings specifically related to assisted living.)

The individual or legal representative (fanmly) shall be informed prior to
admi ssion to Supports for Cormunity Living or an Internediate Care Facility that SCL
services are an alternative to | CF services and shall be given the choice between SCL and
| CF services.

While the SCL programis designed to assist the devel opnentally disabl ed
individual, the reality is that nost of these people have great difficulty in advocating
their need for the SCL services. Therefore, fanily nmenbers often have the full
responsibility for seeking and obtaining services for the adult. Fanily nenbers have
typically acted in behalf of their child throughout the school years. In addition, many
fam |y nenbers have been granted sone degree of |egal guardianship of their adult child.
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The famly's involvenent is critical in obtaining services for the fam |y nenber.
Yet in a systemwhere services are insufficient to cover all of the many individuals with
disabilities, sone famlies are left to discover on their own ways to find these services
and services. There is no “one stop shop” that offers assistance and expl ains strategies
that enmpower famlies. For the famlies who | ack the necessary skills to seek and obtain
adult services, the alternative for the adult with a disability is to continue living at
hone, waiting for services.

Even if a family is fortunate enough to find services to establish independent
living for their DD adult, there is as yet no guide or devel oped research nodel that
assists the fam |y through the psychol ogi cal aspects of this transition. Fanilies have
been so focused for years with their child s schooling that the transition years
foll owi ng high school conme as shock and deni al
Definition of Terns
Autism-a brain disorder that typically affects a person’s ability to communicate, form
rel ati onships with others and respond appropriately to the environnent. Sonme people with
autismare relatively high functioning with intelligence and speech intact. Qhers are
mentally retarded, nute, or have serious | anguage del ays. For sonme autism nakes them seem
cl osed off or shut down; others seem | ocked into repetitive behaviors and rigid patterns
of thinking. Although people with autismdo not have exactly the same synptonms or
deficits, they tend to share certain social, comunication, notor, sensory problens that
affect their behavior in predictable ways. Energing in childhood, autism affects about 1
to 2 people in every 1000 and is three to four tines nore conmon in boys than girls.
(Neuwi rth, 1997, p. 3)

Behavi or Support--“shall include systematic application of techniques and nethods
to influence or change a behavior in a desired way” (Statenent of Enmergency, 2001, p.

12).

Community Habilitation Service--shall be furnished in the community or a

nonresi dential setting and enable an SCL recipient to participate in a comunity
project as a volunteer, access comunity resources, and utilize a variety of assistance
and training to interact with the environment. (Statenent of Energency, 2001, p. 10)
Communi ty Living Supports--shall facilitate i ndependence and pronote integration into the
community for an SCL recipient residing in his/her home and provide supports which shal
not be diversional in nature and shall include: 1. Assistance; 2. Activity training; 3.
Laundry; 4. Routine household care and mai ntenance; 5. Activities of daily living; 6.
Personal hygi ene; 7. Shopping; 8. Use of nobney; 9. Socialization; 10. Relationship
buil ding; 11. Leisure choices; 12. Participation in generic comunity activities; and
13. Therapeutic goals. (Statenent of Energency, 2001, p. 11)

Empowernent--“refers to the ability to access and control needed resources, nake
deci si ons, solve problens, and interact effectively with others to obtain needed
resources” (Dunst, Trivette, Gordon, & Pletcher, 1989, p. 132).

Internmediate Care Facility--An institution which specializes in providing an internedi ate
| evel of care to [developnentally disabled] clients residing in the facility. The
internmedi ate | evel of care provided includes the provision of shelter, food (including
speci al diets), laundry and personal care services and a programof active treatnment if
participating in the Medical program (Health Care Prograns, n.d.)

Resi denti al Support Service--shall be twenty-four (24) hour support pronoting integration
into the community for an SCL recipient residing in alternative |living arrangenents and
shall include: a. A staffed residence which shall be in a hone rented or owned by the
provi ded agency; b. A group home which shall be licensed in accordance with 902 KAR
20:078; c. A fanmily honme which shall not have greater than three (3) individuals who are
not famly menbers living in the honme; or d. An adult foster care hone which shall not
have greater than three (3) individuals age eighteen (18) and over who are not fanmily
menbers living in the honme. (Statenent of Energency, 2001, p. 11)

Respite--shall be furnished in a variety of settings on a short-term basis due to absence
or need for relief of those individuals providing care to an SCL recipient unable to
adm ni ster self-care that resides in a famly hone, foster hone, or their own hone and
shall be limted to 1440 hours per cal endar year. (Statenent of Enmergency, 2001, p. 12)

Support Coordi nation--“shall include coordinating, planning and nonitoring supports
for an SCL recipient and be provided by a support coordinator” (Statenment of Emergency,
p. 10).

Support ed Enpl oynent--shall be intensive, ongoing support for an SCL recipient to

file:///IC|/work/Autism and Transition to Independent Living Final.txt (4 of 30) [2/5/2005 9:55:13 PM]



file:///IC|/work/Autism and Transition to Independent Living Final.txt

mai ntain paid enploynent in an environnent in which individuals without disabilities are
enpl oyed and shall: 1. Not be avail able under a program funded by either the

Rehabi litation Act of 1973 or PL 99-457 proof of which shall be docunented in the
individual’s file; and 2. Not include work perforned directly for the supported

enpl oynent provider. (Statenent of Energency, 2001, p. 10)

Supports for Community Living Wai ver Program-This programwas devel oped for Kentucky
residents as an alternative to institutional care for an individual wth nenta
retardation or devel opnental disabilities who neet the |evel of care criteria for

pl acenment in an Internediate Care facility for Mentally Retarded (I CF-MR). The program
allows an individual to remain in or return to the community in the |east restrictive
setting. Wiver recipients shall be allowed to retain fromtheir own inconme for their
basi ¢ mai nt enance needs an anount equal to the Supplenental Social Security Inconme (SSl)
basi c benefit rate plus the SSI general disregard. (Cabinet for Health Services, 1998, p.
3.1)

Literature Review

Providing direct care for an individual with autismor another severe devel opnent al
disability (DD) has becone an increasingly difficult task as society changes. Severa
decades ago adults with autismwere | eft under the care of a stay-at-hone nother.
However, the U S. now has escal ati ng nunbers of individuals requiring direct care and
fewer famly nenbers available to provide the needed care. According to Singer and Irvin
(1991) societal changes have nade the job of being a caregiver nore difficult because of
wonen in the workforce, increasing nunbers of single parents, and the rise of poverty.

However, even as famlies find it nmore difficult to care for adults with DD, there
is a critical shortage of services for these adults; this has becone a daily hardship for
tens of thousands of families in the United States. Families seek services and struggle
to provide neaningful daily activities for their adult who has aged beyond school
(Sullivan, 2001). These shortages represent a national crisis in residential services
for adults with devel opmental disabilities, and especially to those with autism
(Sullivan). For families contenplating the transition to community assisted living, this
| ack of services can be devastati ng.

But this realmof policy is relatively new and not w dely understood. For
pol i cynmakers and researchers, three areas of the literature are relevant to the
transition to i ndependent living for the young adult with a devel opnental disability.
First, issues of fanmly structure and function during the transition phase to adul t hood
for individuals with devel opnental disabilities are exam ned. Second, psychol ogica
stresses during this transition are explored. Finally, quality of life issues are
related to access to conmunity resources. These three areas all affect famlies' coping
abilities during this transition process.

Fanmily Transition Phases

Ferguson, Ferguson, and Jones (1988) exanined how families with children who have
disabilities experience their child' s transition fromchil dhood to adulthood. They
chal | enged how professionals define transition as a single process that entails a shift
from special education to adult services. For the families in this study, the findings
reveal ed that transition is a nmuch nore conpl ex process. The experience constitutes
three distinct types of change associated with turning 21 years of age: (a) bureaucratic
transitions, (b) status transitions, and (c) famly life transitions.

Bureaucratic transition involves “the process whereby the agenci es and
professionals involved with a fanmily change fromrepresentatives of the special education
systemto representatives of the adult services systemi (Ferguson et al., 1988, p. 180).
According to Callahan and Garner (1997) this transition nay be viewed in a variety of
forns:

1. the individual with a disability or the famly surrender to the unquesti oned
expertise of the professional and the decision-maki ng power of professionals

2. the fanily representing the individual accepts that no help is avail able

3. the fanily assunmes the role of professionals because other forns of support are not
avai |l abl e

4. the famly interacts with professionals to achieve outcones that are supportive

for the individual with a disability. (pp. 55-64)

The guarantees of the Individuals with Disabilities Educati on Arendnents Act (| DEA, 1997)
often turn out to be a spot on a waiting list or the opportunity to enter a sheltered

wor kshop.
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The second type, status transition, is the “process as constructed by the parent
whereby the status of a son or daughter changed fromchild to adult” (Ferguson et al.
1988, p. 184). “Children” beconme adults and begin to establish an increased | evel of
i ndependence and autonony (Callahan & Garner, 1997). This is difficult and confusing for
the famly. The famly has often been told in past years that their son or daughter
probably woul d never achi eve any | evel of independence and certainly would never be
capabl e of seeking a job or living independently. This non-independence has been
difficult for parents to accept. Now as expectations to include individuals with
disabilities into society have inproved, parents are being asked to readjust their goals.
“[Plarents are being asked to alter |ong-standi ng assunptions concerning their
relationship with their children” (Callahan & Garner, p. 60).

Ferguson et al.’'s (1988) third type, famly life transition, focuses on changes in
famly structure and function due to | eaving high school. For special needs students,
this mlestone represents potentially wenching adjustnents conpared to regul ar education
students. The changes in famly structure frequently produce overwhel m ng stress. For
exanple, major life events such as death, divorce, |oss of a job, economc stress, and
dai |y hassles can becone chronic stressors when confronting and handling the adult’s
probl emati ¢ behaviors (Singer & Irvin, 1991). Strategies that have been identified to
help fanmilies cope with these tensions include tine for parents to be alone together, to
spend with their other children, to be with their child who has a disability, and to
participate in fanily activities.

Autismand Stress on the Famly

The family who has a child with a severe disability nay experience confusion anger,
hel pl essness, and feelings of depression (Konstantareas & Homatidis, 1989). Increased
demands to care for a child with a disability place stress on fanmlies. As an individua
with autismor other devel opnental disabilities enters adulthood, nornmal tensions are
compounded for both the family and the individual with the disability. As Marquette
(2001) noted, when facing transition with her adult autistic son, “lI remenber the
difficult tines when | felt conpletely overwhel ned, unable to see past ny present
circunmstances” (p. 23).

Sharpl ey, Bitsika, and Efrenidis (1997) report there exists a distinct |ack of
under st andi ng about autism anong the general public as conpared with other disabilities
such as Down syndronme. This can lead to opposition or a |lack of tolerance toward the
i nappropriate and soneti nes aggressi ve behaviors which children with autism often
exhi bit.

Gray and Hol den (1992) indicate parents often experience great difficulty parenting
a child with autismand trying to live a nornal famly life. Parental anger, depression
and anxiety are often linked to the gender of the parent and the | evel of social support
they receive. Parents need social support and services. However, Sharpley et al. (1997)
i ndicate that services to provide assistance to parents are often insufficient to neet
their needs. |In addition, they report that parental stress raising a child with autism
was shown to contribute to illness.

A study of 219 parents of children with auti smwas conducted by Sharpley et al
(1997) to deternine whether parental well-being (anxi ety and depression), daily stress,
and being stretched beyond linits arose fromparenting an autistic child. The
i ndependent vari abl es were parent gender, age of child, parental health, access to other
fam ly nenbers, and | evel of understanding of the child s problens by famly nenbers (p.
19). The study defined social support as assistance which provided respite for those
i medi ate fam |y nenbers who handl ed the day-by-day demands of parenting the child with
autism Mthers reported a higher anmount of stress than the fathers, due to the
i kelihood of the nother as the primary care giver (64.4% of the respondents were
femal e). When parents reported their capability of handling their child s behavior
81. 9% were sonetinmes stretched beyond their linmts. Nearly half (46.49% reported these
feelings from1l to 5 times per nonth. Both parental well-being and the presence of
fam ly nenbers who had a clear understanding of the child s difficulties produced a
significant main effect, i.e., parental ill-health negatively affects the dependent
vari abl es whil e understandi ng reduces the various stress related nmeasures. |n contrast,
havi ng access to other fam |y menbers for respite did not significantly reduce the stress
nmeasures. In effect, it was the degree of understanding (enpathy) that was crucial, not
the fam ly assistance per se.

Fani |y Enpower nment
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There is a distinct disconnection fromthe community for fanmlies with a
devel oprmental disability because of problens related to their care-giving role (Covert,
1992). Unfortunately, when famlies and individuals seek services or activities, their
choi ces are based on the availability of services or on the avoi dance of undesirable
alternatives. |In other words, their choices may not be their true preferences
(Kosciul ek, 1999). Family enpowernment can be inportant when providing support services
to care-giving famlies. Enmpowernent is defined by Stein (as cited in Kosciul ek, 1999,
p. 203) in ternms of internal/psychol ogical and situational/social aspects.

The internal/psychol ogical factors include a sense of control, conpetence,
confi dence,

responsibility, participation, solidarity, and conmunity. The situational/social
aspects of

enpower ment i nclude control over resources; interpersonal, work, and organi zati ona

skills; decision-making powers; self-sufficiency; nobility; and “savvy” or an
ability to

“get around” in society.

Problens that families face can affect their enpowernent, e.g., fatigue, snmaller
than usual anounts of leisure tine, negative reactions frompeople in the community to
their son or daughter with disabilities, and a | ack of access to the normal nethods of
creating social contacts (Singer & Irvin, 1991, p. 279). Parental beliefs about the
stressors they face are strongly related to how well adjusted they are as a famly
(Singer & lrvin, p. 281). Fanilies exhibit different coping styles; sonme could be
consi dered proactive while others are reactive and occur w thout conscious planning. The
range of styles includes active problem sol ving, avoi dance of problens, and efforts to
manage enotional reactions to problens such as living one day at a tine.

The fanmilies that use active problemsolving tend to be nore successful in their
caregiver role (Singer & lrvin, 1991). Taking this into consideration, another approach
to reducing stressors in famlies is helping parents inprove their problemsolving skills
and change their cognitive views. Turnbull (1988) suggests reinforcing fanily coping
skills as a nmeans of reducing stress. This helps enpower fanmlies to make and eval uate
choi ces based on their own standards.

Singer and Irwin (1991) show that fanmilies who perceive adequate availability of
communi ty resources have a higher degree of general |life satisfaction and are better able
to cope with stress. For exanple, Cole and Meyer (1989) surveyed parents of 166 students
with severe disabilities to identify those conmunity resources that were utilized by
famlies. Fanilies who had access to nore external resources were capabl e of choosing
i n-honme placenment for their child until age 21, which was an indication that the
fam lies caregiver role was not seen as overwhel m ng.

The community resources that were nost highly correlated with plans for in-hone
pl acement were various fornms of respite care, for both in-honme and out-of - hone
situations; fiscal resources for nedical expenses; and the availability of professiona
expertise from physicians, dentists, and special education consultants. Parents find
public services nost beneficial when they offer a wi de range of individual choice and
flexibility (Knoll & Bedford, 1989).

Accordingly, the availability of community resources and the match between the fanily
perceptions of what they really need and what they actually receive are two inportant
vari abl es which inpact their adaptation to the role as caregiver (Singer & Irvin, 1991).

Dunst, Trivette, and Cross (1986) found that in order for the connection to the
community to be perceived as satisfactory, there nust be a match between the famlies’
percei ved need, the kind of support they receive, and who gives the support.

Enoti onal Loss

Progress has been made in devel oping principles and strategies that pronote the
self determination and the inclusion of people with disabilities into the community. But
rarely do professionals or leaders in the field of disability discuss how an adult with a
disability and with limted resources inpacts the lives of the people around himor her.
Sel dom do researchers address how fragile caregivers or the fanmly can beconme while
caring for their disabled adult and desiring a normal |ife experience for himor her.

Oten when fanmilies find services they are urged to place their disabled adult on a
waiting list. During that period, famlies often feel closed and trapped. Fanilies
anticipating services are shocked when they find out how isol ated and dependent they
becone. Life does not stop after the age of 21. The fanmily's provision for the adult

file:///IC|/work/Autism and Transition to Independent Living Final.txt (7 of 30) [2/5/2005 9:55:13 PM]



file:///IC|/work/Autism and Transition to Independent Living Final.txt

requires intense support, often causing the famly increased stress and despair (Covert,
1992).

There has devel oped a considerable literature dealing with enotions and | oss
generally. It remmins the case, however, that enotional |oss related to special needs
children has not received nmuch attention. Kubler-Ross (1969) first identified the stages
of grief during the process of working through a | oss. She studi ed how dyi ng peopl e
accept death, the ultimate loss. Since then, nental health professionals have observed
that people go through these stages whenever they face any loss. The loss could be a
five dollar bill, not receiving an expected letter--or it could be significant--divorce
or the death of a spouse or |oved one (Beattie, 1987). Accepting the |oss requires that
one progress through the follow ng five stages: denial, anger, bargaining, depression,
and acceptance. Through grief, one experiences intense feelings such as |ove, sadness,
fear, anger, relief, conpassion, hate, or happiness.

Murray (2002) exanined |oss and grief in adolescents, noting that grief is often

the result of confronting the possibility of one’s own death or illness as well as
another’s. In addition, she stated that experiencing loss in other areas of life can
produce grief. Sonme other exanples include rejection by a group, victimization, linited

intell ectual and physical capabilities, and negative fanm |y circunmstances. hers who
have witten on grief and | oss include Bow by (1961) on the process of nourning; Tyc
(1992) on youth with disabilities; Parkes (1971) on the study of psychosoci al
transitions; Downey and Coyone (1990) on chil dhood effects of unresponsive parenting;
MIler and Omarzu (1998) exam ning research on loss; dick, Wiss, and Parks (1974) on
bereavenent; and Wortnan and Silver (1989) on nyths of coping with | oss.
Deni al

The first of Kubler-Ross's (1969) five stages is denial. Wen faced with a | oss the
i ndi vi dual experiences shock, nunbness, panic and refuses to acknow edge reality. Oten
the individual responds to loss with statenents such as “No, not nme, it can't be true!”;

“It’s no big deal!” (to lessen the inportance of the loss); or “lI don't care” (denying
any feelings of the loss) (Beattie, 1989, p. 122). Denial functions as a buffer when one
experiences shocking news or events. It allows individuals to collect thenselves and

with tinme, nobilize other, less radical defenses (Kubler-Ross).

“I'n times of great stress we shut down our awareness enotionally, sonetines
intellectually, and occasionally physically,” explained Jewett (1982, p. 29). “A built
i n mechani smoperates to screen out devastating infornmation and to prevent us from
beconi ng overl oaded. W shut out our awareness of things that would be too disturbing to
know' (p. 23), Jewett continued.
Anger

When i ndividual s stop denying their |loss or circunstances, they experience anger,
which is the second stage. The first response to | oss or catastrophic news (“No, this
cannot be happening to ne”) has to give way to a new reaction, when awareness finally
dawns: “Ch, yes, this is happening, it was not a mistake.” Anger nmay be directed toward
anyt hi ng and anyone and projected into the environnent alnost at random Peopl e may
bl ame t hensel ves, God, or anyone around for their |oss (Kubl er-Ross, 1969).
Bar gai ni ng

The third stage is bargaining. The individual makes attenpts to avoid the
i nevitable, which is accepting the loss or facing catastrophic news (Kubl er-Ross, 1969).
Beattie (1987) explained, “Sonetinmes the deals we negotiate are reasonabl e and
productive: ‘If nmy spouse and | get counseling, then we won't have to | ose our
relati onship.’ Sonetinmes bargains are absurd: ‘1 used to think if | just kept the house
cl eaner, ny husband won't drink anynore,’ the recollection of a wife of an al coholic” (p.
124). Kubl er-Ross (1969) explains that nost individuals do not keep their promses; in
ot her words, they are like children who say, “I will never fight with nmy sister again if
I can go out and play” (p. 95). |In tragic circunstances nost bargains are nmade with God
to try and buy nore tinme to live, or to take away the very thing that is causing pain or
| oss. Psychologically, prom ses may be associated with quiet guilt. The guilt needs to
be communi cated and reveal ed. For exanple, a nother overwhelnmed with responsibility and
caretaking may bargain with nenbers of her family to assist her, thinking that if
everyone did a part, the fanmily could continue as it had functioned before. Therefore,
the solution at the tinme for the overworked nother seens to be to draw hel p from ot hers.
Unfortunately, the “fix” for the nmother is nmerely a band aid approach, appearing to
aneliorate the solution. This pernmits the family to exist and function as before, but
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only tenporarily until another “crisis” occurs.
Depr essi on

According to Kubl er-Ross (1969) this fourth stage is nourning at its fullest, which
is the essence of grief. Wen the individual finally recognizes that the bargain has not
wor ked, he/she becones exhausted fromthe struggle to ward off the reality. Wen the
i ndi vidual s make the decision to admt what |ife has conjured, they becone sad, and
soneti mes deeply depressed. This stage of the process begi ns when the person surrenders
to the nunbing reality of the situation. The depression stage will end only when the
process has been fully worked through.
Accept ance

Acceptance, the fifth stage, should not be nistaken for a happy stage. It is
rat her an accommodation to feelings. “It is not a resigned and hopel ess ‘giving up,’ a
sense of ‘what’'s the use? or ‘1l just cannot fight it any |longer,’ though we hear such

statenents too,” explains Kubler-Ross, (1969, p. 124). According to Beattie (1987) this
stage marks the tine that the individual finally is at peace with what is. The person
may not be confortable with the circunstances and changes but believes sone benefit may
have accrued fromthe change or loss even if it cannot be fully understand how or why.
The individual has accepted the | oss, however mnor or significant.

The stages of grief are not only normal but represent a necessary process.

I ndi vi dual s who face the reality of loss nmust first guard against the blows of life with
denial until ready to deal with them They nust feel anger and blane until these
feelings are rid fromtheir system Then they nust try to negotiate and when that fails,
depression awaits. Finally acceptance represents a catharsis of feeling. The person
doesn’t necessarily have to let the stages dictate behavior. The individual’'s well being
and full acceptance of loss is dependent on tine spent in each stage. Anderson (1981)
wites,
Heal thy are those who nourn. Only very recently have we begun to realize that to deny
grief is to deny a natural hunman function and that such denial sonetines produces dire
consequences. Gief, like any genuine enption, is acconpani ed by certain physica
changes and the rel ease of a formof psychic energy. |f that energy is not expended in
the nornmal process of grieving, it becones destructive within the person... Even physi cal
illness can be a penalty for unresolved grief.. Any event, any awareness that contains a
sense of loss for you can, and should, be nourned. This doesn’t nmean a life of incessant
sadness. It nmeans being willing to adnit to an honest feeling rather than always havi ng
to laugh off the pain. 1t’'s not only pernissible to admt the sadness that acconpani es
any loss--it's the healthy option. (p. 11)
Quality of Life and Comunity Access

Access to the community increases quality of life for individuals with
disabilities and their fanilies. Rights are privileges that everyone in society should
enjoy. “Personal freedom and control over one's life are cherished rights within our
society” (Stancliffe & Parnmenter, 1999, p. 107).

How is quality of life (QOL) nmeasured? The conposition of this concept remains
controversial with little agreenent concerning its precise definition (MVilly &
Rawl i nson, 1998). Quality of life is defined by Donegan and Potts (as cited in MVilly &
Rawl i nson) in terns of cultural standards and nornms and with reference to the desires,
needs, experiences, and aspirations of the individual. Characteristics that reflect
quality of life for nondisabled individuals are the sane criteria that reflect quality
within the lives of individuals with disabilities. Choice and control are essential to
that quality. Thus, having personal freedomto choose and the option to control one’'s
life are major factors exhibited within an individual’s independent |ife (Stancliffe &
Par menter, 1999).

Participation within the community is another aspect of quality (Lakin, Hayden, &
Abery, 1994). Dalrynple (2001) reports that being confortable and accepted within the
communi ty neans being treated as an individual. Being part of the community means having
the opportunity to interact and formrelationships with other conmunity nenbers
(Kosciul ek, 1999). To be part of the community is to be a fanm |y nenber, nei ghbor,
school mate, friend, church nmenber, shopper, coworker, and significant other (Kosciulek).
Bei ng part of the community inplies bel onging, which neans being a menber of cl ubs,
organi zati ons, and associations as well as being a consunmer of services. It means being
known as an individual, or a unique person. It does not, however, carry the burden of
bei ng | abel ed, a ward of the state, a client of an agency, or the recipient of another’s
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altruistic acts (Tayl or, Bogdan, & Racino, 1991, pp. 253-258).

While individuals with disabilities have these sane human needs for bel ongi ng and
participating, for choosing and exercising control, many individuals with devel opnenta
disabilities such as autismrequire sonme assistance and various supports in order to
participate within a conmunity activity or community setting. Furthernore, an individual
with a disability may require assistance and supports in order that independent living is
a possibility. Dalrynple (2001) offers a view
Their needs can appear to be too great. However, their needs are not so different from
those of others. They may require nore tinme, nore patience, nore planning, and nore
understanding. They often do not respond well to tinme or social pressure. Each
individual with autismrequires a conmtnent and willingness fromthose who interact with
themto individualize and | earn about them Someti mes people with auti smcan advocate
for thenselves, if we listen. Oten they need soneone to help them (p. xvi)

Unfortunately, the belief anbng society and sone adult service providers is that
individuals with autismare not capable of enploynment or |iving i ndependently (Smth,

Bel cher, & Juhrs, 1995). This sanme belief can be extended to nost adults with a variety
of devel opnental del ays. However, with necessary supports provided to the individual
full integration into the conmunity is possible.

Ed Roberts, a leader in the disability novenment, provided a definition of
i ndependence and a way to view supporting individuals with disabilities in independent
living. He affirned that independence shoul d be neasured according to the extent of an
individual’s quality of life. He further suggested that independence should be neasured
by the quality of one’s life with adequate supports, not neasured by the tasks one
perforns w thout assistance (as cited in Ward, 1996).

When conmunity services are |acking and include long waiting lists, the

individual’s quality of life is negatively inpacted. |Individuals and their famlies are
dependent upon a choice of options and opportunities that positively inpact one’'s quality
of life. |If no activities outside the home are available for the adult with a

disability, the individual often becones increasingly engaged in repetitive activities.
For exanple a certain nunber of adults with auti sm have had tendencies to dom nate the
life of their family with increased repetitive-obsessive behaviors. The |onger the
behavi ors occur, the |l ess the person may becone interested in | eaving the hone (W ng,
2001) .

The solution for both the individual with autismand the fanmily is an appropriate
residential service that offers community participation and activities (Wng, 2001).
Serious problens exist with respect to adapting the individual to the community for
fam i es who have not been able to access services or who have had no other choice but to
keep their adult at honme beyond the age that nobst young adults typically |leave to reside
in the coomunity (Hayden, Spicer, Depaepe, & Chelberg, 1992). Limted services may
affect famly functioning when no other options for their adult with a disability are
provi ded.

Communi ty Access and Costs

Provi ding community services to individuals with devel opnental disabilities has
i ncreased their opportunities to live in typical neighborhoods, grow and devel op, and
enj oy inclusion, by making choices in their social and econonmic lives. Realistically,
this struggle has just begun, for a majority of individuals wth devel opnental
disabilities who still live in institutional settings or remain in the hone waiting for
services (Lakin et al., 1994).

Many adults with devel opnental disabilities are living with elderly parents who
fear for their children when they die or becone unable to care for them (Yetter, 2002a).
Sul l'ivan (2001) clains, “Agencies report a constant streamof calls from parents crying
(sonetimes literally) for help for their child (young adult living at hone wi thout
services)” (p. 2). Sullivan continues:

When a fanily can no longer handle their relative at hone (for exanple, because of no or
i nappropriate services, divorce, death of a spouse, illness, old age), negative behavi or
escal ates, people and property get damaged, the use of psychotropic drugs increases and,
not uncomonly, physical restraints are used. At this stage, clients--especially those
with autism-are too often abused and injured. Sone have died. Parents are desperate.
Agi ng caretakers (often single nothers, often living alone with their m ddl e-aged chil d),
knowi ng how difficult it is to adequately care for an adult with autism are often
prisoners in their own hones, with little or not relief in sight. (pp. 5-6)
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At a tine when demands on fanilies are increasing, government is providing little
in the way of assistance or support (Covert, 1992). The nobst critical issue (to
providing residential services in the comunity) is woefully inadequate funding
(Sullivan, 2001). “People are just kind of struggling and hoping to hang on till their
nunber comes up,” said Maureen Fitzgerald, director of the Kentucky Division of
Protecti on and Advocacy (cited inYetter, 2002b, p. A3).

The costs of providing community living services for an individual with a
devel oprental disability are significantly |ower than provision of care in an
institution. Yetter (2001) reported the operating costs at CGakwood, an institution in
Kentucky. The annual budget for a 400 bed facility increased from%$29 nmillion to $41
mllion. To provide residential services for one individual at Oakwood costs
approxi mately $102, 000. Kentucky spends nearly $50,000 a year per person in the Supports
for Comunity Living program according to state auditor, Edward B. Hachette, Jr. (cited
in Yetter, 2002a). Concerns of the prograns regarding efficient use and managenent were
reported. Yetter (2002a, p. Al) reports Hatchette as saying, “The Medicaid-funded
program coul d serve at |east 100 nore people if it were better managed.” Providing
communi ty based services through the Supports for Community Living is the costliest per
person served anong simlar prograns in eight Southeastern states (Yetter, 2002a, p. Al).
Thus the cost of $50,000 per person appears on the high side. However, even at this
rate, placing individuals with devel opnental disabilities into the comunity requires
hal f the costs of institutionalization, offers individuals increased opportunities to
experience control over their lives and to experience the dignity that cones with
community living, and in nany instances facilitates supported enpl oynment opportuniti es.
Sunmary

For the young adult with autismor other devel opnental disabilities, the literature
substantiates the need to explore fanmly dynam cs during the transition phase from high
school conpletion to achieving conmunity assisted living. Ferguson et al. (1988)
exam ned family structure during this period, finding that the process is conplex. Three
di stinct subtypes of transition were noted: bureaucratic (the operations of agencies and
professional s); status (changes in degree of fanmly control over the child s fate); and
famly life (internal changes within the fanmily). A nmajor factor is the stress within
famlies living with autismor other disability conditions and how fanm |ies perceive
necessary supports for their child. Strategies for enpowering the famly are viewed as
significant for establishing supports and services within the comunity. Studies on
famlies with autism(e.qg., Singer & Irwin, 1991) suggest that nore know edge about the
disability conditions and about avail able conmmunity support services and resources |eads
to nore effective proactive planning, and in turn to reduced | evels of stress.

Fani|lies experience enotional |oss when their child with a disability becones an
adult. 1In addition, famlies assunme the lead role of searching and accessing conmunity
resources for their child. Handling enotional |oss and responsibilities in care giving
whil e searching for services are a trenendous burden. The increased stress on every
menber of the family can turn daily life into survival node. The fanily's acconmodati on
to these enotional changes can be viewed through Kubl er-Ross’s (1969) stages of grief:
deni al , anger, bargaining, depression, and acceptance. However, research is nonexistent
regarding how the famly living with autism or other devel opnental disability
psychol ogi cal | y approaches their child' s adulthood and how the fam |y prepares to access
community services and supports.

A key consideration is defining quality of life for the young adult with a
disability (see MVilly & Raw inson, 1998). Individuals with disabilities want and
deserve the sane things that nornmal fol ks do: freedomto choose and control daily life
and participation in a conmunity, including formng relationships w th nei ghbors,
coworkers, friends, and family. The key to all of these is independence. For
individuals with disabilities the essential elenent is sufficient support to engage in
these activities to the extent that they are capable.

But the supports and conmunity resources necessary to allow individuals with
disabilities to achi eve i ndependent, assisted |living are sinply not there. Only recently
has society noved to nake i ndependent living for individuals with disabilities a reality.
Adequat e resources, governnental structures, and know edge of the transition process are
all lacking at this point. |In Kentucky the Supports for Conmunity Living programis
virtually unavailable to the many individuals waiting for conmunity services, and the
| ack of commitment by policymakers to fund mandated policies suggests this situation nay

file://IC|/work/Autism and Transition to Independent Living Final.txt (11 of 30) [2/5/2005 9:55:14 PM]



file:///IC|/work/Autism and Transition to Independent Living Final.txt

not change soon. Because current state supports and resources are not adequate, nany
famlies face the chall enge of how to manage the transition to i ndependent assisted
living on their own. Findings within the literature indicate that fanmlies are dependent
on services and supports in order to cope and function as a unit. Mst inmportantly,
famlies want services and support that will function for their adult child s benefit.
Fanmi|lies want their young adult to enjoy a positive quality of life.

Met hods

This anal ytic study (based on Marquette, 2001) explores one nother’s journey
through the transition phase into independent living for her son with autism The paper
focuses on changes in famly structure and function within a mlieu of statew de
shortages of critical resources. Two perspectives are explored. Ferguson et al. (1988)
provide a guide to changes in fam |y structure during transition. |n addition
Kubl er-Ross’ s (1969) nodel provides the framework for exanining the loss that is
experienced as a famly with a devel opnental |y del ayed young adult faces the transition
fromthe protected environnent of high school to the uncertainties that foll ow

Identifying nmethods to deternine how the fam |y becones enpowered to seek and
obtai n i ndependent living for the adult with autismwithin the political arena of limted
state funds and few conmmunity services offers nunmerous areas of investigation. One
possibility is studying the effectiveness of famly participation with the professional
teamin school /agency neetings during the transition phase to adulthood. A different
option for investigation would be to exani ne the student’s connection to adult services
after high school has ended. Another study could utilize quantitative survey nethods to
determne the variables that reflect the needs of a family during the transition phase.
Lastly, it would be interesting to conduct follow up interviews with famlies two to
three years after their adult’s high school days ended to determine the patterns and
themes that led to the famly's success in achieving access to comunity |iving services.

Instead, this research represents a case study (Yin, 1989) of one nother’'s
experience of the transition from high school to community assisted living for her
autistic son, Trent. The study extracts pertinent information fromthe book,
| ndependence Bound (Marquette, 2001), offering a glinpse into the reality one fanmily
faced as the nother worked to design i ndependent living for her son amidst famly crises.

This study necessarily depicts nunerous events in Trent’s |ife. One person in
particular is central to his transition to community assisted living. A pseudonymis
used to protect his identity. QOhers are identified nerely by their role. Al instances
cul l ed from I ndependence Bound are autobi ographical in nature.

As indicated above, this is a policy focused study. GQuba' s (1984) fifth definition
is utilized to guide the analysis: policy is the action of the persons who actually
i mplemrent a formal set of policy guides. This restatenment of the formal definition calls
attention to the work/routines/strategi es of the professionals who inplenment policy. But
in the current case, where resources and statew de supports for inplenmenting transition
to assisted living for adults with disabilities are | acking, the professional is not the
rel evant figure. |Instead, it is the parents, who are left to manage as best they can
when the systemis under funded and does not provide adequate assi stance.

Accordingly, in this study, the policy question for Guba's (1984) fifth definition
can be restated as: Wat are the expectations for famlies who have children with autism
or other devel opnental disabilities when seeking i ndependent living in the post high
school years? The analysis searches for patterns fromthe story of a nother seeking and
reachi ng the goal of placing her son in an i ndependent |iving arrangenment. Marquette’'s
(2001) | ndependence Bound functions as a rich history of the journey she and her son
experience, even though he continues to wait for community services fromthe SCL program

The analysis itself is based on unobtrusive nmeasures (Wbb, Canpbell, Schwartz, &
Sechrest, 1966), specifically docunment analysis (cf. Berelson, 1952; Lindkvist, 1981).
In particular, the analysis focuses on changes in fanmly functioning. The docunent
anal ysis protocol (see Appendi x) was devel oped based on Ferguson et al.’s (1988) fanily
structure nodel on transition and Kubl er-Ross’s (1969) stages of grief. Ferguson et
al.’s third type of transition, internal changes in famly life during the transition
from high school to adulthood, is relevant; the first and second types of famly
transition are beyond the scope of the current study. Once the protocol statenents were
devel oped, the family experiences detailed in | ndependence Bound were exam ned vis-a-vis
the Ferguson et al. and Kubl er-Ross theoretical frameworks. The protocol statenents
gui ded the extraction of data.
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Results and Anal ysi s

The policy question (Guba, 1984, definition 5) explored the concept of fanily
behavi or as a nother sought independent living for her adult son with autism How did
the nmother handl e grieving her |oss and facing her fear for caring for her son's needs
while waiting for SCL services? How did she becone enpowered to seek unknown and
frightening options for conmunity participation for her son within a systemof critical
shortages of services? For this paper Guba's fifth definition shifts from professiona
behavior to famly functioning because ultimately it is the famly who bears the brunt of
the effort in the transition of a young devel opnental |y di sabled adult to assisted
living. These fanily responses to the transition process are exam ned fromthe
perspective of Ferguson et al.’s (1988) third transition type, famly function, and
Kubl er-Ross’ s (1969) stages of grief.
Fanmily Life Transition

Ferguson et al. (1988) devel oped a nodel of change for famlies with special needs
chil dren who experience the transition fromstudent to adul thood. Three distinct types
of transitional process are identified: bureaucratic, status, and famly life. The
focus here is the third type, famly life transitions, and the enphasis is on structura
and functional changes during this period of transformation. However, as Ferguson et al.
note, all three types are interrelated; in what follows, sone of the overl appi ng between
t hese domains is noted.
Changing Structures and Networks within the Famly

What structural changes occurred in Trent’'s famly? The analysis reveals five
separate structural conponents that are central to the transition from high school to
i ndependent assisted-living. But webs of social structures are known to be |inked
inextricably and the current case study confirnms this general proposition. O the five
structures, three are distinctly rooted in the bureaucratic transition type: graduation
from high school, assisted-living arrangenents, and financial support. But these
bureaucratic structures produce concomitant changes in fanmily life, detailed below. The
other two structures--divorce and rel ocation, and changes in enpl oynent--are nore
centrally located in the fanily life transition dinension. Anong these structures are
housi ng patterns, comunity and fam |y networks, and job routines. Thus Trent’'s
transition fromhigh school to adult Iife was nmultidi nensional, inpacting the famly
dynam cs that changed the way his fanmily functioned and nade deci si ons.

Hi gh school graduation. First and nost obvi ous was graduation from hi gh school
Wil e actually a bureaucratic transition, the first of Ferguson et al.’'s (1988) three
types, this rite of passage also signifies taking on new and different life structures
and experiences. High school had provided a structured environnent for Trent where he
received instruction, learned skills, and enjoyed interactions with fanliar teachers and
classmates. For an individual with autism high school constituted normal (and
conforting) routines. For the developnentally del ayed young adult, the abrupt ending of
these supports represents a structural change that goes far beyond the “new begi nni ng”
experienced by nost American teenagers.

For Trent, this nmeant having to fill the six hours that had been spent at school
but with no consistent pattern of job and/or further schooling. Mst high school
gr aduat es

enter the nilitary, training prograns, college, or the work force, but these routine
activities are anything but for a young adult with a devel opnental disability. However,
Trent did continue his job at a nearby grocery store for two hours, twice a week from 10
to 12.

In addition to his job, Trent spent an additional 8 hours of participating in the
community with a community coach, who worked with Trent on the alternate days of his job.
This coach introduced Trent to new environnents, while helping himto adapt socially to
ot her people. He also reinforced self help skills already practiced in school, such as
shoppi ng at the grocery store and running errands such as going to the social security
of fi ce and doctor’s office.

School had offered Trent 30 hours a week (approximately 6 hours a day) of
activity and involvenent. After school ended Trent's week involved a total of 4 hours of
work and 8 hours of participation with a conmunity coach. These two activities, job and
communi ty coach, left 18 unstructured hours that had previously been schedul ed. The
additional tinme was consuned by watching TV at his grandma’s house, and on occasion
hel ping his grandnma with yard work. Wekends involved nore unstructured tine as well as
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wal ki ng his dog in the park

Only nonths later, after Neil was referred to Marquette, was she able to create
some structured weekend tine. (See bel ow, |ndependent assisted living.) Marquette
arranged with Neil to work with Trent in the community on weekends only, since Neil lived
i n anot her town, one hour away. Anobng other activities, Neil took Trent to a bow ing
program of fered by Special O ynpics every Saturday afternoon. This relationship
continued for several nonths.

Di vorce and rel ocation. The second maj or change was the break up of the famly
which initiated a series of secondary changes during the transition phase. Trent’'s father
left the home three nonths after Trent's graduation, another structural change, this tine
in the conposition of the immediate fanmily unit. At first, Trent responded mnimally to
this event. By the second nonth, Trent began to ask his nother about his father. In
order to explain this, she sought a book on divorce. One of Trent's enjoyabl e pastines
had al ways been listening to stories read by his nother. Reading had been one additiona
tool that helped facilitate understanding of his world.

As Marquette sought books that explained parental separation and divorce using
pi ctures and | ow vocabul ary, she could only find books that spoke to snall children as
the audi ence. After searching a nunber of book stores, Marquette found age
appropri ateness through the cartoon format versus phot ographs or draw ngs of snall
chil dren.

The first day Marquette read the book several tinmes, hoping Trent woul d understand
that his parents woul d never live together again. In the weeks foll owing, Trent began to
show an interest in understanding his famly situation as he asked his nother to read the
book several tines a day. One day after the third week, he abruptly refused to | ook at
the book, hid it fromview, and rarely asked about his father. Marquette believed that
Trent began to understand they were not going to live together as a famly again. She
|ater realized that Trent needed to grieve and saw how t he book hel ped himface his
father’s absence.

The divorce led Marquette to nmake difficult but necessary choices regarding the
care for Trent, Trent’'s younger brother, and herself. |In order to neet her financial
needs she noved away fromtheir honme and nei ghborhood. This was difficult as Trent was
still adapting to the loss of a structured daily routine fromschool. He also had his
job at a nearby grocery store, and that neant he had to | eave a situation that was
wor ki ng out well, yet another structural change. |In addition, he would have to say
goodbye to his faniliar nei ghborhood where he wal ked his dog and rode his bi ke daily.
Such changes in routines are known to produce negative reactions in individuals with
autism Yet noving was financially necessary. Confusion and fear about the unknown
over whel ned Marquette as she proceeded with her decision to change nei ghborhoods (one
nore form of structural change).

Marquette had a close relationship with her brother. Wen he discovered her need
for a place to live, he offered to purchase the house next door to his own. This
af forded Marquette both financial assistance and family support. Moving next door to
famly nmarked a new and unknown life. Marquette recalls her brother’s conpassionate act
as generous at a tinme she needed it the nost. Al t hough Marquette’'s nuclear famly
structure splintered because of the divorce, her brother’s kindness brought her under the
protection of her extended family. The nove provided a confortable, safe place during a
traumatic tinme. The new hone al so allowed Trent additional contact with extended famly
and of fered Marquette assistance in caring for Trent at a tinme when both were enotionally
fragile. Yet even this re-connection to her famly represented another change in famly
structure.

Enpl oynent. Marquette's divorce necessitated working due to financial obligations.
Wi |l e she had been previously enpl oyed, her husband had al ways been the primary famly
breadwi nner. Her job had provided suppl enental inconme but had been schedul ed around her
famly' s needs, especially having a devel opnentally disabled child. Now she had no
choice. Yet the increased child care responsibilities following Trent's graduation were
sinply too much. Unenpl oynent, a mmjor structural upheaval, followed. So too did
depression, not surprising given the conbination of unenpl oynent and the changes she had
recently endur ed.

Meanwhi | e, as noted above, Trent had continued his job at a | ocal grocery store.
The fundi ng under the Comunity Based Work Transition Program (CBWP) had provided the
job training during high school, but the source of support for his job coach follow ng
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compl etion of high school changed to Comrunity Enploynment, a supported enpl oynent vendor.
A person-centered planning (PCP) team hel ped create this job for Trent. After

graduation, the individual with a disability and the people who advocate for himher have
some difficult decisions to make. Person-centered planning is one nechani smthat can
help facilitate the process. This is the chance for friends, famly nmenbers, and people
who know t he individual through work or school to participate as a team The intention
is to discuss what is inportant to the individual and what is needed for success at hone,
work, and in the community, so that a plan can be desi gned.

According to Abery and Stancliffe (1996) since the m d-1980s there has been a
growi ng di ssatisfaction with traditional methods of service planning. The individualized
service plan (1SP), individualized habilitation plan (I HP), and individualized education
program (1 EP) all placed decision-naking power in the hands of the professionals, while
people with disabilities and their famlies took a back seat. |In reaction to this conmnon
practice, person-centered planning was devel oped to hel p enpower people with disabilities
and their famlies. Nunerous variants of this process have been devel oped, including
Personal Futures Planning (Munt & Zwerik, 1988), LifeStyle Planning (O Brien, 1987), and
Pl anning Alternative Tonorrows with Hope (PATH) (Pearpoint, O Brien, & Forest, 1993)--al
cited in Abery and Stancliffe.

The PCP team consi sted of persons who net in Trent’'s behalf to discuss what he
needed in order to live in the community, including howto attract resources. The team
menbers included two enpl oynent specialists from Conmunity Enpl oynment, a case nanager
t hrough Seven Counties Services, the current community coach, Trent’'s job coach from high
school, famly menbers, and friends. Meeting tines were set by Marquette. The
di scussion explored Trent's likes and dislikes, i.e., the types of environnment for
enpl oynent and | ei sure that might pronote success and inclusion. A brainstormsession
i nvol ved everyone’'s participation and input. Further neetings were set after follow up
action steps were taken by team nmenbers.

Even with the support of the team it was difficult for Trent to maintain a job
because of changing famly circunstances and the | ack of understanding by enpl oyers. The
grocery store job entailed working in the produce department sorting out rotten fruit,
putting up displays, and packaging fruit and candy. Trent |iked categorizing and pl aci ng
items in a bag so the activities matched his interests and ability. This job |asted
ei ght nonths after high school graduation but ended when the fanily noved for financial
reasons. Trent then found a job at the YMCA that lasted only a nonth. Trent worked in
the men’s | ocker roomgathering towels, and in the laundry area washing and fol di ng
towels. He even |learned to operate the elevator and nove the laundry crate over seven
floors. This job appeared to work well as it paired Trent with another coworker.

However, when the supervisor asked both Trent and the coworker to nove their work to the
basenent the last 30 minutes of his shift, Trent was unable to adjust to such an abrupt
change in routine. He created a najor scene, which resulted in his term nation.

Trent’s third job was at Papa John's Pizza, just a few bl ocks fromthe supported
enpl oynent vendor that served him H's tasks involved folding pizza boxes, preparation
for the weekend shift, and relieving the coworkers to focus on other tasks in the
restaurant. Trent handled the first two and a half nonths, until he obsessed on noving
around itens on the shelf. His increasing obsession interfered with his focus on fol ding
pi zza boxes. Again he was term nated

During this period Trent's behavior deteriorated. Hi s tendency to obsess increased
and even routine trips to a store with his nother becane difficult, frequently resulting
in a scene. Marquette decided against further efforts at finding hima job. Trent’'s day
was increasingly spent in front of his grandnother’s TV. The one exception to this was
that he continued his activities in the neighborhood with his conmunity coach for 12
hours a week.

[t was not until about six nonths later, after Trent had nade the nove to
i ndependent assisted |living, that Marquette considered again enploynment for Trent. About
three nmonths after Neil began to live with Trent (see description below); the teamthat
nmet in Trent’s behalf discussed creating the ideal job for Trent. One of the specialists
at Community Enpl oynment suggested that Trent and Neil be hired as a team The task
sought for Trent would be a continuous routine that kept himin a particular area. Kmart
was targeted and hiring both Trent and Neil was negotiated, whereby each becane an
enpl oyee but worked as a team placing security tags on clothing. This situation has
worked well, as the two of them have been paired on the job for upwards of two years.

file://IC|/work/Autism and Transition to Independent Living Final.txt (15 of 30) [2/5/2005 9:55:14 PM]



file:///IC|/work/Autism and Transition to Independent Living Final.txt

During these struggles with Trent, Marquette’s unenpl oynent had | asted six nonths.
Finally she was ready to go back to work. She was offered a position as a part tine
consultant with a nearby school district. This allowed her to work a few days a week
while still being available for Trent. Although she was dependent on her brother and
not her to assist with Trent on the days she worked, the part tinme job provided
possibilities for growth.

| ndependent -assisted living. During the nonths that Marquette and Trent |ived next
door to her brother, several opportunities energed. One of Trent’'s job coaches at
Communi ty Enpl oynent referred a young man to work with Trent. Neil, a potenti al
communi ty coach, stayed with Trent on weekends, which opened nore tinme for Marquette to
enjoy friendships and leisure activities. Marquette experienced such relief that she
accepted an opportunity to visit Panama for ten days with a university classnmate she had
reunited with on her new job. This freedomoffered her the confidence to consider |iving
apart from Trent.

Nei |l turned out to be the answer to the need for additional adult care. His
experience in working with adults with disabilities nmade hima perfect fit for part tine
assistance. His skills in working with Trent were so effective that Trent made progress
in social skills and was able to expand his repertoire of experiences. Neil’'s work made
the distinction between adult day care (passive) and assisted i ndependence (proactive)
obvious. Now, for the first tine, the nove to full tinme conmunity assisted |iving seened
vi abl e.

The weekend arrangenment with Neil had been a Godsend. Neil’'s cal mand consistent
approach provi ded the support and instruction that evoked Trent’'s notivation. Mar quette
and Neil agreed to try a live-in arrangenent with Trent. Marquette |eft the house so
Trent would have the confort of his familiar surroundings and famly next door. By her
| eaving, Trent had to adjust only to his nother noving out and Neil noving in rather than
the additional change of noving to another house (one mmjor structural change avoi ded).

For both Trent and his nother, the nove first to part tinme and later to full tine
assi sted i ndependence away fromthe famly represented the ultinmate structural change in
the lives of the family. Yet the change was not easy for either of them Trent
experienced a setback shortly after Marquette left. But with daily visits fromhis
not her, he eventually accepted his new life. Mrquette' s visits occurred i mediately
after work and on the one day a week she set aside to work collaboratively with Neil to
increase Trent’s conmunity adaptati on.

Marquette al so struggled. Wen she noved into an apartnent, another structura
change, she recalls, for the first tine in 23 years, being free of Trent’'s daily
dependence on her. She had mixed enotions: recogni zing the sudden freedomto cone and
go, feeling displaced, and experiencing guilt about leaving Trent. To nmake matters
wor se, her youngest son left for college so that she was now alone. Difficult tines,
however, provide the inpetus for growh. She could now nove forward with her own life
apart from her previous Marquette-Trent identity.

Program fundi ng. The changes represented by Ferguson et al.’'s (1988) bureaucratic
transitions produced conconitant changes in famly life structure. But these changes
requi red supportive resources; progranms for DD adults do not cone cheaply. Such prograns
typically produce long termresource efficiencies in that the costs of the conmunity
prograns are |l ess than the costs of institutionalization; in addition, comunity
participation for the adult increases quality of Iife for both the adult with DD and the
famly (see Singer & Irvin, 1991). Wile these prograns are clearly worthwhile, they
still require progranmatic security for the individual fanmlies who face these
chal | enges.

Social Security Insurance is one resource that allows many individuals with DD to
contribute to their share of expenses within the home. Along with SSI, Trent received
nmedi cal insurance from Medi caid. Both of these sources, representing federa
comm tments, hel ped offset his basic living expenses and neet his nedical needs.

At the state |evel, the Supported Living Program (SLP) in Kentucky funded the
requi site personnel who hel ped connect Trent to comunity activities, people, and
settings. To access the funding from SLP, Marquette wote a grant to hire a community
coach for Trent for several hours a week. (See above, Hi gh school graduation.) The
Supported Living Programgrant for the comunity coach, from State Enmergency Funds, was
accessed through Seven Counties Services located in Louisville. Wien Trent exited high
school, Marquette requested the funding to assist his connection to the community and
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mai ntain the skills he | earned during high school. This funding source was the first
Trent received that gave himan opportunity to participate in the comunity w thout
dependency on his famly

Communi ty coaches represent an inportant elenent in hel ping devel opnental ly
di sabled adults fit into the conmunity. The authors’ experience suggests that those who
work in the field of services for these adults are aware of the problem of high turnover.
That has certainly been the case for Trent. Including Neil, Trent has had six different
communi ty coaches during a two year span. However, the authors are not aware of
publ i shed research on this issue.

Neil’'s community coaching stint, however, turned out to be unique. As noted
earlier, Neil started working only on weekends. (He is still the only weekend comunity
coach Trent has had.) After he agreed to accept the position to live with Trent full
time, Marquette rewote the Supported Living grant to transfer funding for Neil's
community coaching to salary as a live-in assistant.

Communi ty coachi ng continued after Trent began living i ndependently with Neil. The
funds for these community coaches continued to be available through State General Funds
funnel ed t hough Seven County Services. This source is versatile enough to fund short
term supports that include but are not linited to respite, crisis interventions, and case
managenent. For exanple, allocations for respite personnel provided Neil two afternoons
free fromduties with Trent. Respite for Trent involved nmuch nore than caretaking.

Trent | earned donestic self help skills such as preparing a neal, baking, and sinple
househol d tasks. These activities increased Trent’'s self reliance and were enjoyable for
hi m

To sunmari ze, several funding sources hel ped support Trent’s needs as he entered
post high school life. First, he received nonthly Social Security |Insurance (SSl) that
hel ped defray expenses while living with his famly. Medicaid health insurance was a
further SSI benefit. Second, State General Funds initially provided a community coach
and later funded respite for Neil's tinme away from Trent. Third, the Supported Living
Program covered Neil’'s salary as Trent’'s live-in assistant. A small portion of the SLP
grant al so supported a conmunity coach/art therapist for Trent.

Changes in Fanmily Functioning

What changes occurred in famly functioning? Wthin six nonths of Trent |iving
next to his uncle and grandnother, he withdrew into the confort of his house. In
addition, his dependency on his nother, grandnother, and uncle increased. Trent rarely
wanted to |l eave his house. He had a job coach, but the jobs at Papa Johns Pizza and then
the YMCA |asted only a nonth, as he becane obsessed with his routine or arranged itens on
a shelf. In addition to the short termjobs, Trent had a community coach for a few hours
a day, three days a week. Although this service was designed to increase Trent’'s
i ndependence, interaction, and notivation within the conmunity, the conmunity coach
nerely kept Trent from sinking deeper into withdrawal. Trent’'s conmunity activities did
not increase his notivation to participate. 1In fact, he began to obsess nore frequently
and nore intensely when Marquette took himon errands. The conbination of Trent's
obsession to arrange itenms and Marquette's own decreased functional ability nmade outings
so difficult that she attenpted them | ess often

Trent’s desire to interact with others decreased as he withdrew fromthe one
activity Marquette had al ways been able to depend upon: walking his dog in the park. In
addition, Trent's behavi or plumeted when he refused to | eave hone, instead conpul sively
wat chi ng the never ending TV. This obsession tied himfurther to the house. He |eft
cooperatively only when his uncle canme and made hi mwal k his dog.

Trent’s regression caused Marquette great difficulty in coping with her life.
Just getting to work on tine and staying all day was a mmj or acconplishnent. Job denmands
i ncreased just as she had greater responsibility in caring for Trent. Marquette finally
resi gned her position. For the follow ng six nonths, she experienced depression and
wi thdrew. accepting unenpl oynent insurance, staying home with Trent, and resting.

At this time Marquette and Trent were at best surviving, but in a surprisingly
confortable manner. |In fact, choosing unenpl oynent reduced stress for both of them
Trent had no demands as he was often allowed to sit in front of the TV. Marquette no
| onger had to neet the schedul es of a work day. Sone days were better than others.

Trent inproved somewhat, agreeing to | eave the house to help his grandnother with yard
work, clip bushes, or wash the car. He resuned wal king his dog in the park. Still, his
preference was to stay confined at home. Sonetines when he becanme bored he would rip his
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shirt out of frustration and anger.

Marquette had no reason to | eave the house except for groceries or nedications.
Lacki ng notivation, her energy level was low. But withdrawing fromlife allowed her to
recoup. She filled her time with reading uplifting, notivating self-help books and
stories of people who overcanme huge obstacles. The reading and rest opened new
possibilities. Despite their problens, she believed their present circunstances could
i nprove.

Her road back to normal living started with setting tinme aside to neet a friend,
treat herself to a novie, or just exercise. One of her favorite pastinmes was reading in
the coffee shop in a nearby book store, an activity that hel ped pull her out of
depression. Her brother and nother next door were available to care for Trent, naking it
easier to |eave for short periods of time. The gift of time nurtured healing as she
struggled with her ill ness.

Finally, as Marquette’'s depression lifted, she returned to work on a part tine
basis. But even a reduced schedul e necessitated adult care for Trent. While Marquette’'s
brot her and not her hel ped, nore assi stance was needed. As noted above, Neil’s conmmunity
coachi ng on weekends was crucial. H's success with Trent led to the decision to try ful
time independent assisted living. But as positive as this devel opnent was, such a
nonent ous change did not cone easily for a person with autism

One example fromTrent’s new life illustrated the depression that he experienced.
Trent appeared despondent for several nonths and experienced a significant decrease in
appetite. Every afternoon he stood at the door waiting for Marquette to visit. Wen she
left, Trent clung to his nomas she wal ked to the car, asking if he could go with her.
Yet as painful as this was for both nother and son, the changes that were initiated
represented the begi nning of the successful transition to community assisted living.
That arrangenent now constitutes what is hopefully the structural underpinning of a
normal adult life for both Trent and his nother.
Fanmily Life Transition in Perspective

The intent of Kentucky's Supports for Community Living (SCL) policy was to provide
assistance to individuals with nental retardation or devel opnental disabilities to live
and participate in the conmunity. But the path to independent |iving follow ng
graduation is uncertain at best. Follow ng graduation from high school, Trent had been
on the SCL waiting list for over four years; obtaining independent living wthout the SCL
program proved to be extrenely difficult.

Because of creative resources and supports designed by concerned people who
participated as a teamin Trent’s behalf, Trent currently lives independently. But these
ot her supports are not secure for the long term nor are they available to many of those
on the SCL waiting list. Unfortunately, there are far nore individuals with a disability
waiting in desperate need of assistance and support than there are “Trents” who have
somehow managed to achi eve community assisted |iving.

The goal s of the SCL program support an individualized i ndependent assisted |iving

design. The specific nodel applied to Trent’'s |life was successful. It led to growh and
i mproved quality of life for Trent and his family. But resources for SCL are |imted,
and increasing nunbers of individuals are on the waiting list for services. Individuals

who are honel ess or who have no living parents are consi dered enmergency cases and are
first to receive entry into the SCL program This prioritization based on need is
clearly warranted. But it is inportant to note that Trent’s success story occurred

wi t hout support from SCL. While Trent was on the waiting list, the arrangenents that
Marquette nmade, and the resources for them cane fromprograns other than SCL. Trent's
nane finally worked to the top of the SCL list. However, by then he had al ready achi eved
community assisted living. Gven SCL's criteria for accepting enmergency cases first, SCL
has still not offered Trent any services. Again, the issue is long term WII these
alternative resources remain secure in the many years to cone?

As for the supportive services thensel ves, sone of SCL's Medicaid regul ations are
restrictive, focusing mainly on providing therapy to the individual living in the
community. Yet other programs are nore inclusive and focus on assistance that hel ps the
DD i ndividual participate in community life. The distinction between the two approaches
is noteworthy and raises inportant policy questions. How typical is it to center various
therapies around the life of the individual with a disability? |Is individual therapy
restrictive, conparable to a self-contained special education class? In contrast,
friends/ nei ghbors, enploynment, leisure activities, and comunity settings are not
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therapies; rather these are nore like typical adult routines. This flexible approach was
the enphasis for the comunity assisted living design. Participation in the social

routi nes of the neighborhood facilitated Trent’s adaptation to and acceptance of his new
life. This, far nore than assistance directed to himas an individual, offered Trent
quality of life.

Perhaps the key is to avoid separating the two approaches. Cearly sone
i ndi vidual i zed assi stance (therapy) is needed by DD individuals as they develop skills
necessary for independent living. But the individualized assistance is nost effective
when delivered in the context of actual participation in the community, a point of view
fully consistent with the ideal of the l|east restrictive environnent.

Meanwhi l e, waiting for services follow ng high school graduation inpacted the
entire famly, not just Trent, confirm ng Ferguson et al.’'s (1988) theory on transition
and the fanmily. Famly crises and major life changes faced Marquette. Ending the past
and begi nning anew required difficult choices. Wile the Ferguson et al. work is useful
as a general guide, no specific nodel has been devel oped to assist fam |y novenent
through the transition phase toward i ndependent living for adult children with autism or
ot her devel opnental disabilities. |In fact, famlies have few options that enpower them
to seek gui dance, receive support, or achieve independent living as the young adult and
the famly nove through the separation process, with its conconitant issues of housing,
security, job possibilities, socialization, and even grieving.

Two factors conplicate this transition, already problematic because of the | ack of
establ i shed structures and practices in this evolving area of devel opnental independent
living. First, the outcone is clearly in doubt. G ven shortages in resources,
traditional public attitudes about the disabled (they should be institutionalized or live
with their famly), and the |ack of existing nodels to follow, it is not surprising that
many families do not even attenpt independent l|iving arrangenents for their disabled
young adults, nor that success is elusive for some who do. This specter of failure is
itself an additional barrier.

Second, the enotional bonds that tie a disabled child to the fanily are unusually
strong. Infants are totally dependent on adults for their care and survival. This
hel pl essness is one trigger in the devel oping maternal and family bonds. Normal children
gradual | y becone nore independent, with “teenage rebellion” a recurring stage in this
drive forward eventually separating fromthe fanmly and establishing their own lives
(Lefrancois, 1986, p. 500). However, this process is prolonged when the child has a
disability. The nore severe the disability, the nore dependent the child is and the
greater (and longer) is the continuing need for assistance fromthe fanmly unit. Over
time, this dependence creates a stronger bond enotionally, socially, and in matters
educational, physical, and financial. For the fanmily that does manage to establish
i ndependent living, the breaking of this intensive bond represents one nore barrier to
the successful navigation of the transitional stage.

In sum both Trent and Marquette lived through a nunber of structural changes
foll owing his graduation fromhigh school. These changes in circunstances necessitated
concom tant changes in fanmly functioning as they faced the unfam liar possibilities that
life offered. Wiile these accombdati ons were not always easy, they eventually led to
new opportunities. Acceptance of a new independent life for Trent was only achi eved by
facing chall enges and accepting help. Primary to these changes was Marquette detaching
herself fromdaily care. Collectively these actions noved the famly through the
transition phase to Trent’s independence.

Stages of Gief

Ferguson et al.’'s (1988) theory on fanmly life transition for devel opnentally
di sabl ed adults would not, at first glance, seemrelated to Kubl er-Ross’ (1969) stages of
grief theory. Yet internal changes occur within the famly at the tine the child
graduates from high school. Gief sets in at that tinme, often unbeknownst to famly
menbers. Their young adult with autismor other disability may be wi thout services or on
a waiting list with few other options. The unprepared fanm |y feels shock because the
school has al ways provided services. Gaduation occurs abruptly, but the fanmly's
capability to handl e the change nmay not keep up with the unexpected demands. The result
is increased stress, anxiety, and sonetines a break down. Depending on how the family
recogni zes and handl es these circunstances, different reactions to grief are likely.
There is no guarantee that an individual works through all of Kubler-Ross's five stages.
The depth of response, progress through the stages, and the eventual resolution of the
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grieving process are all dependent on both the particular famly situation and the
i ndividuals’ capabilities for recognition and change.
Deni al and Fami |y Functioning
Al t hough disability policies include provisions for enabling adults with a

disability to live in the community, inpact on the famly is not explicitly recogni zed.
How the famly as a unit begins to manage the change during the transition phase needs
further study. Wat are the processes by which the fam |y becones enpowered and
eventually rel eases the adult with a disability to new situations and people so that
i ndependent |iving can becone a reality? Such information could then becone the basis of
policy provisions that recogni ze the changes at the level of the famly unit.

Marquette’s (2001) I ndependence Bound descri bes ways her famly functioned prior
to Trent’s graduation, including what happened during famly crises. Each nenber of the
fam ly noved through the notions of life for his/her own benefit, an escape whi ch marked
the denial of serious problens. The denial stage becanme the survival node through these
years, with deeply enbedded patterns of functioning.

Marquette eventual ly recogni zed her denial about |ack of support from her
husband. O her than financial assistance, he was unable to provide for Trent or her
needs. She had been wasting energy trying to figure out how to keep the fam |y working

when it had really been dysfunctional. For exanple, for many years she believed that
Trent’'s father was seeking i ndependent living for Trent. It turned out, though, that
Trent’'s father never acknow edged, nor was he willing to accept, Trent's disability. As

she finally recognized her denial, she accepted new fam |y arrangenents different from
what she had al ways believed was the right way to live.

“Right” inplied all of Marquette's perceptions regarding the ideal of a fanmly
staying together and offering full support to one another, especially for the one with
the greatest needs. But this inmage was not real. |In fact, she experienced shock when
she realized that her ideal famly |ife had never existed. Wth this insight, she could
no longer continue living in those circunstances. Recognizing these patterns as
nonsupportive, dysfunctional, and danagi ng marked the end of her denial stage.
Essentially, Marquette abandoned past nobdes of behavior, in this case a broken nmarriage.
New patterns of family functioning devel oped as she sought assistance and supports for
her son.

Anger and Loss

As Marquette's |ife changed, she exam ned her previous denial. Qilt foll owed.
She recogni zed the mistakes that had kept her in denial. Sone exanples are described in
| ndependence Bound. When she saw that her assistance for Trent was sonething he could do
for himself, a part of her rationalized the continuation of that behavior. Wen she
consi dered placing Trent in an adult day programrather than conmunity services, she
rationalized the i mMmedi ate benefits and the continued security of current arrangenents.
As she thought about |leaving a nmarriage partner who never accepted Trent’s disability,
she rationalized staying for econom c reasons. A breakthrough canme when she under st ood
that guilt always haunted her. The only way that she could | eave these feelings behind
was to identify the guilt itself.

In effect, novenent toward independent assisted living was only acconpli shed
through her explicit awareness of the choices that had previously occurred at an
unconsci ous | evel. She now recogni zed that her hidden anger was masked by guilt and fear
that kept both her and her son from seeking new opportunities. Wen she had tried to be
the perfect caretaker, regardl ess of her negative feelings and dread, she felt |ike
di stancing herself further from Trent. Underlying all this was anger: why ne? Wy did
Trent have to have autisn? But these feelings sinply reinforced her guilt: how could
she even entertain such feelings about her son. These feelings of self blane produced a
downward spiral of guilt and anger.

Bar gai ni ng

The bargai ni ng stage canme when Marquette held onto her fixed val ues about providing
for Trent. Her actions included seeking out fam |y nmenbers and state agencies to provide
assistance to Trent. She believed that fanily and agency supports would furnish the
structure Trent needed. Wth his routines set up, she could reconstruct her own day.
She convinced herself that all would be fine if the supports cane through

Marquette tried to convince Trent’s brothers to arrange certain tinmes to take him
on an outing or stay with himwhen she needed to | eave. Oten they were busy with their
own |lives--going to school and working--which nmade it difficult for themto foll ow
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through. When she asked assistance from her brother, he was nore avail abl e.
Unfortunately, her dependency on famly never seened adequate for her own and Trent's
needs.

The agency services she sought included personnel for assisted living. Trent was
dependent on others to go with himas he participated in the conmunity and on his job.
O her assistance involved hiring a respite worker to stay with her son, which freed her
to spend tine with friends, socialize, or pursue career goals. These options seened the
only way to survive while caring for her son

Marquette had assunmed that if she could just arrange everything she had i magi ned,
life would work out for the famly. She had wasted tinme worryi ng and nmaki ng arrangenents
that left her unrealistically dependent on others. She often engaged in the “if only’s”:
if only Trent’'s brothers and father would help; if only the right services were granted;
if only the right persons woul d appear to help support Trent on a job; if only others
woul d.., then everything would be okay. Trent could hold a job and have structure within
his day. This was her way of bargaining with herself instead of facing the truth about
the famly's needs--hers, Trent's, and his siblings’ (beginning their own adult lives).

The bargai ni ng stage ended when she finally realized that her arrangenents did not
work. Qhers were not able to provide the hel p she asked for and agency supports did not
al ways come t hrough when she desperately needed them Her sense that she could continue
as Trent’'s primary caretaker if only she had the necessary supports proved unrealistic.
Depressi on and Heal i ng

The breakt hrough did not come without pain. Resignation to overwhel m ng
ci rcunmst ances brought depression. For a period of tinme, Marquette was unenpl oyed.
Depression nmeant rest and tinme to contenpl ate her next step. Sonetines during this
phase, she had Trent spend a full day watching television, a “baby sitting” tool that
made her feel nmore guilt. Wthdrawal followed as her famly fell apart. She felt sorrow
and the loss of not having a son capable of living on his own. As part of the cycle,
this “betrayal” of her son inevitably increased her guilt and depression.

At the tine, it was difficult to see that this ill ness was beneficial, but the
depressi on hel ped nove her toward the acceptance stage. Depression dulls the senses
generally, especially toward those who interact with the person suffering from
depression. This inevitably created instances when Marquette was | ess attentive to
Trent’s needs (TV all day being a prine exanple).

During the troubled tinmes following Trent's graduation, Marquette sonetines spent

less time with Trent to care for her own needs. Ironically, this hel ped her progress
beyond this stage. As Trent participated with his conmunity coach and later lived on his
own, he becane | ess dependent upon family for daily supports and activities. By

“ignhoring” him at least by her usual “all Trent, all the tinme” standards, Trent was both
freed and forced to do nmore for hinself. Trent gained acceptance within the conmunity,
had opportunities to nake choices, and | earned personal freedom Marquette experienced
her son’'s grow ng i ndependence as a new ki nd of security. Knowi ng Trent was noving
toward i ndependent living and an increased quality of |ife brought her peace. She
perceived this as growth for both Trent and herself.
In effect, when Marquette faced her feelings and cared for her own needs, she

gai ned insight into her situation. She opened herself to the changes in Trent and was
better able to advocate for him She |earned not to fear any enotion, even a negative
one. She recogni zed feelings by |abeling them Wen she denied negative sentinents,
they sonetines had serious consequences toward her health and well being. Wen she
responded to a particular feeling with guilt, its hold on her was stronger. Finally, she
| earned to request outside assistance w thout enbarrassnent or shane.

As the depression began to lift, Marquette had realized that she did not have to
assune sole responsibility for Trent. Oher people, and Trent hinself, could be relied
upon to provide both assistance and opportunity. Yet this was difficult in practice.

Her own survival was still day to day and letting Trent try new situations and neet new
peopl e went against all her protective maternal instincts. But her own |ethargy and
inability to nmeet all Trent's needs forced her to be nore receptive to help. In turn,

she found others to be nore responsive. Wtching her son grow she experienced | ess guilt
over not doing everything for her son, a transition that evoked i nner calm
Accept ance, Enpowernent, and Surviva

During the tough tines, Marquette survived by giving into the “now nonent. She
needed to do activities for herself just for the sake of doing them Likew se, for
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Trent, and perhaps especially so, activities had inherent value, constituting nornal
community routines, although it took her awhile to recognize this benefit. She | earned
that sonetines it was inmportant not to nanage Trent’'s behavior conpletely. This led to
greater participation in activities with the famly. For exanple, she did food
preparation with him just to enjoy cooking together. Rather than “teaching,” she
| earned that activities could be fun nmerely for the experience. She accepted who and
what she and Trent were, and appreciated any offer as a gift, whether it cane from
famly, a neighbor, or a respite source. The key point was that the assistance hel ped
Trent participate in the community.

As Trent participated with his community coach and then | ater noved to assisted
living, he becane | ess dependent upon famly for daily supports and activiti es.
Mar quette stepped aside as his community coaches, job coach, and living assistant
instructed and supported Trent in various activities. She allowed others to make
suggestions regarding Trent’s comunity participation. Perhaps nost difficult, she
| earned that her own suggestions were not always the best for Trent. |In fact, as she
gradually withdrew from her role as direct caregiver, Trent becane nore self determ ned
and | ess dependent upon his famly.

However, Trent’'s growh necessitated changes in Marquette. She finally recognized
that she had to give up day-to-day control of Trent’'s life if he was going to progress.
This represented the ultinmate stage in the cycle of grief: acceptance of the “loss” of
her son as he commenced a |ife of independence in the community. This was a dream
realized, one that she had never fully accepted as possible.

Perspectives on the Stages of G ef

As Marquette had noved through the process of enpowernent, she increasingly
all oned Trent to do things for hinself. As she worked with his comunity coaches or job
coach in ways that built his self determ nation, she put |ess enphasis on conpleting
petty tasks that would reinforce his dependence. When she had done too nuch for him she
recogni zed that she had rationalized her actions, thus reinforcing his dependence on her.
She realized that Trent also had a responsibility toward choosing a |ife of independence,
separate from her

Marquette’s progress through crisis, depression, giving up control, and seeing
Trent’s growth all affected her perceptions about conmunity living. She finally
understood that her negative perceptions regardi ng i ndependent assisted living were
associated with fear and | oss. |ndependent living for Trent would nean | eaving her. But
as she saw his growi ng i ndependence in the positive light of actual experience, she could
| abel her beliefs about independent |iving and categorize themas nyth.

Mar quette di scovered that her negative responses had been based on her belief that
i ndependent living could not really work for her son. Previously she saw this dreamas a
fal se sense of security. Her dysfunctional marriage had not been secure at all. Wile
not everyone she asked could or would help, others could and did. Doing everything for
her son had been stifling for both Trent and herself. She discovered there was nothing
to | ose by abandoni ng dysfunctional patterns as she recogni zed the role that denial and
fear had in perpetuating these behaviors.

Enmpower nent and Security

Over time, Marquette (2001) viewed security as forward novenent for Trent and
hersel f. She redefined fam |y enpowernent and noted critical action steps that hel ped
Trent through this transition to independent living. Based on the personal experiences
descri bed in | ndependence Bound, Marquette now includes both introspection and political
savvy, going beyond previous definitions of enpowernent. Famly enpowernent constitutes
exam ning patterns of famly functioning, recognizing dysfunctional enotions and
behavi ors, acquiring insight about disability progranms, developing political skills for
negoti ati ng bureaucrati c agenci es and regul ati ons, accessing avail abl e resources, and
initiating nmovenent toward independent functioning for both the adult with the disability
and the fanmily. This new definition is consistent with the goal of |east restrictive
environment. Al though not every adult with a devel opnental disability may be capabl e of
i ndependent assisted living, all are deserving of progress toward as much i ndependence as
possi ble for them

Marquette al so views security differently than before. Sonme of the previous
patterns of decision naki ng were based on guilt and fear of the unknown. Unrecognized at
the time was her grieving for her son’'s loss (high school) and her famly's
di sintegration. Despite her fear, famly crises fostered new patterns. After struggling
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(the stages of grief) she gradually accepted new goal s and perspectives on disability.
She redefined security for her son as the nost independent |ife for which he was capabl e,
gi ven conmunity assistance. Only after she abandoned familiar patterns and stifling
enotions could she find the courage to seek independent living for Trent.

Some of the options that Marquette sought for Trent included enjoying health,
havi ng aut onony, taking chances, and establishing opportunities for new rel ati onshi ps.
These nornmal social behaviors becanme securities in their own right, considerably altered
fromthe fanmily's previous life. Peace and tranquility canme fromknow ng that Trent was
establishing a sense of belonging and identity within the community. Security now neant
that Trent had trai ned persons who provided instruction and friendship, had variety in
his daily routine, held a job, and had recreational pursuits.

Wth the |ack of state services and critical shortages of resources, it was easy
for a famly with a developnentally disabled adult to feel abandoned by society.
Negotiating changes in famly functioning and finding resources to fund them had not been
easy. Because policies in the area of assisted conmunity living for adults with
disabilities are so new, they are often both inconplete and under funded. But ultimately
Trent and others like himare worthy individuals. Although they nmay have a disability,
they deserve the chance to grow into adulthood. Marquette learned to view Trent’'s new
begi nning as a journey with no foreordai ned destination. An independent life, with al
its risks and rewards, was Trent’'s right as a person.

The final product of Trent’s new life could never turn out to be what Marquette
expected. No one can predict what independence and choice foretell. |ndependent |iving
had to be tried in order to experience its benefits. Likewi se Trent’s nother coul d never
know i n advance how this new experience woul d change her life. This sinple statenent
seens obvious. But fear of the unknown is a major factor in the inertia that binds so
many individuals to their present, often dysfunctional, life patterns.

Recomendat i ons

Pol i ci es have been devel oped under the 1997 | DEA Anmendnents regarding the
transition to post high school years for individuals with devel opnental disabilities.
Col l ectively these policies are designed to facilitate learning the skills that increase
i ndependence within the community. Adult individuals with autismare often dependent on
their famly for access to services and resources. Fanmilies are inpacted by the
transition years, just as are the individuals with auti smor other devel opnent al
disabilities. Oten fanmlies are the strongest advocates for their young adult. Both
the famly's novenent through this process and their ability to becone enpowered in order
to advocate for their young adult need to be further studied. For exanple, the fanmly's
| evel of enpowernment for accessing resources for independent assisted living greatly
i mpacts the outcone. But this requires a sense of savvy representing political capital
(Mller, 1995). Based on this study fam |y enpowernent al so includes psychol ogi ca
i ntrospection. This reconceptualization is in contrast to the nore usual sense of
“consuner enpowernment” which is nore narrowmy focused on resource acquisition (cf.
Kosci ul ek, 1999).
Pol i cy Consi derations

How can disability policy support individuals with autism and other devel opnent al
disabilities regarding conmunity assisted living? There are three related
reconmendations. First, policy should be designed to facilitate entitlenent for all
eligible individuals. Second, this entitlement should include sufficient funding to neet
demand. Finally, provisions need to be devel oped to support both fanmilies and
i ndi viduals with devel opnental disabilities during their famly’ s novenent through the
transition phase. This is a critical time for famly functioning, a phase in which
famly crises are all too conmmon.

Pol i cymakers need to hear the experiences of famlies facing this transition to
i ndependent living for their children with autism or other devel opmental disabilities.
In addition, policymkers need to understand the stresses on individuals with DD and
their famlies during the critical transition phase of life. This is a period of
wr enchi ng change for the family. Both Ferguson et al.’'s (1988) famly transition nodel
and Kubl er-Ross’s (1969) stages of grief are relevant here.

Because the transition to adult assisted living is a relatively new phenonenon, the
Ferguson et al. (1988) nodel of three distinct types of transition provides a guide for
pol i cymakers on how to address the conplexities of this process. The bureaucratic
transition suggests the need to devel op seanl ess structures anong the vari ous
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governnental institutions involved--the school, l|ocal, state, and federal agencies--as
wel | as supplenental institutions such as supported enploynent, university centers on
disability, or community counseling agencies. This will be a daunting task as the

terrain is new whereas the issues of turf are famliar and enduring. One nodel to | ook
at is the interagency consortiumthat has evolved in the Syracuse area (see Magyar,
2002) .

The second type of transition in the Ferguson et al. (1988) nodel focuses on
status changes. While little work has been done in this arena, policymakers should be
aware of the need to exam ne | egal paraneters for both the fanily and the devel opnentally
del ayed young adult. Changes in society’'s approach to assisted living are very likely to
result in an evolution of |legal and custodial policies. As new problens arise, proactive
thinking will be incumbent upon all involved.

The focus of this study has been the third transition type in the Ferguson et al.
(1988) nmodel, famly life structures. Changes in structure and function are comon
during this transition period but have been seldomstudied. |In addition, the use of
Kubl er - Ross’ (1969) stages of grief nodel was hel pful in understanding the struggles
faced by one famly during this stressful period follow ng high school graduation. In
this area of famly function, the policy inplications have less to do with legalities and
nore to do with education and support. Famlies will need information in addition to
access to counseling and resources as they nove as a unit through the stages of grief
during the transition phase. This will assist themin becom ng enpowered to create a new
way of functioning, and eventually learn to allow their young adult to nove on to
i ndependent living. Therefore, it is critical to develop policy that includes strategies
for famly enpowernment to advocate for and have access to tools that will assist themin
securing supports and services. The changes in famly structure and function that are
part of this transition phase into independent living should not be taken |ightly.

Finally, this study highlights the problem of resource inadequacy. Full funding
for assisted community living is needed at a juncture during which services are being cut
due to the increasing gap between tax revenues and public expenditures. Not
surprisingly, groups who have little power or resources thenselves (special needs
children and adults) are anong the first to be sacrificed during budget cuts.

But funding is only part of the story. As this case study denobnstrates, job and
communi ty coaches tend not to have long tenure in their jobs. This neans that
devel oprent al |y di sabl ed adults cannot depend on long term stable relationships with
their coaches in these comunity assistance roles. Perhaps even nore crucial, how nany
“Neils” are available as live-in assistants? This is an unknown, but policynmakers
clearly need to be aware that individuals with (a) Neil’'s skills and (b) Neil's

willingness to be a live-in assistant as a career nmay be rare. There already exists a
problemin finding qualified job and community coaches. Live-in assistants represent a
role that requires both nore skill and commtnent (conplete lifestyle saturation) than

even the job and community coaches.
Implications for Future Research

Research is nearly nonexistent regarding the transition from high school to
community assisted living for fanmilies with a DD child. Findings within the literature
indicate that families are greatly dependent on services and supports during this
transition period but little has been witten regarding how fanilies create new patterns
of functioning through these stressful years. Further, how do fam lies obtain and
support an inproved quality of life for their devel opnentally delayed adult. The current
case study needs to be suppl enented by extensive qualitative research on how different
fam lies experience this transition. Planning is a nmust. Fanmilies who do not plan where
and how their adult with autismwll live will likely have | ess desirable alternatives,
such as a nore restrictive setting that may exclude their son/daughter fromthe
community, or even nore likely, continued residence in the hone. G ven the current
shortage of resources and progranms for assisted living, there is a need for research on
what fanilies al ready know and on how best to provide information on avail abl e services
to these famlies.

Fani|lies need strategies to advocate consistently for their adult with
devel oprmental disabilities. Even given sufficient know edge and resources, guiding a
young adult with a DD through the tangle of different governnental agencies,
guasi - private organi zati ons, and the labyrinth of conplex policies and regul ations
requires a considerabl e sense of political savvy in howto negotiate the system Many
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famlies, for reasons having to do with econonics, educational level, and politica
contacts, nay not have sufficient understanding or conpetence to engage these
institutions successfully. Yet research on this general topic, perhaps subsunmed by the
notion of famly enpowernent, has not been nuch applied to the transition process. Wat
are these psychol ogical, financial, and political variables? How can famlies be hel ped
to attain then? Research is virtually nonexistent on these issues.

A community coach can be invaluable to the individual with a disability. First,
the coach can connect the DD individual to various settings within the comunity that
he/ she woul d ot herwi se not experience. New activities, neeting new people, and
practicing new and already | earned skills increases the individual’'s conpetence and
i ndependence. At the very |east the community coach’s service relieves the individua
fromisolation at honme and provides brief respite fromthe care giving role. Yet little
is known about this issue, fromsupply and demand to training to actual daily practice.

Finally, famlies typically face wenching enotional changes when facing the
transition of their DD child to post high school life. Yet few studies have exam ned
this process (the current study is an exception here). There is a need for further
expl oration of the variables that are significant in the fanily’'s novenent through their
enoti onal responses to having their young adult |ive independently. \Wile Kubl er-Ross’
(1969) nmodel can be a start, it is obvious that research in this area is only begi nning.
Concl usi ons

This has been a case study based on Marquette’'s (2001) | ndependence Bound on the
transition to independent living for a young nan with autism despite being on a | ong
waiting list for the Supports for Community Living programin Kentucky. The entire
process seenmed nearly inpossible for nother and son. Although Marquette was ultinately
successful in her efforts to help her son achi eve i ndependent living, there are few
nodels to guide a fanmily with a devel opnental |y disabl ed young adult through the
transition process to independent living, and the avail able research offers little
gui dance for this life stage.

This policy analytic paper noves beyond the existing research base by exploring
fam ly dynanmi cs as Marquette (2001) established i ndependent |iving, even as she struggl ed
with fam |y crises during the transition phase. The case study was framed by the
Ferguson et al. (1988) nodel of transition to adulthood for famlies with children having
devel oprental disabilities and by Kubl er-Ross’ (1969) Stages of Gief. Specifically,
famly structure and function and psychol ogi cal adjustnments as the son faced |ife after
graduation from hi gh school were found to affect decisions about and changes in Trent's
future.

The current case study has a positive ending. Mrquette struggled with the
enoti onal bonds to her autistic son, stronger by far than the usual |ife stage wherein
teenagers strike out on their owm. Marquette initially resisted this change as she noved
through the stages of grief. Yet her efforts to help Trent eventually paid off: an
i ndependent life both for Trent and for the rest of the famly, freed to start new |ives,
unburdened by the care requirenments of an autistic adult. But a key fact remains. There
are many “Trents” out there for whomthis transition to adult life has not gone well.
What about then®

Al though the current analysis is based on a single case, the results can provide
i mportant information when the body of personal experiences are ordered by a theoretical
framework. As Yin (1989) notes, case studies are not designed for theory testing; rather
the strength of the case study is its ability to exanine a single instance in great
depth, with the possibility of generating hypotheses. Exanples include personal accounts
of people’s witten reflections (Hayden & Al bery, 1995). Further, a strong
aut obi ographi cal el enent has often driven scholarly interest (Marshall & Rossman, 1995).
This disciplined inquiry into Marquette’'s (2001) | ndependence Bound is well grounded as a
research strategy. Such an approach is particularly germane for this topic where there
is little systematic research on the transition to assisted i ndependent |iving for young
adults with devel opnmental del ays.

Particularly relevant here is the evidence favoring a sociol ogi cal |l y-based
under st andi ng of how i ndividuals with devel opnental disabilities fit into a conmunity.
In contrast to assistance based on individual needs, the strategies that worked best for
Trent were comunity-based, i.e., assistance in helping Trent fit into the nornal
routines of community life: |job, shopping, recreation, errands, and living on his own.
This distinction already exists within the literature (cf. Al bee, 1980), but the notion
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that society/ nedicine/ psychol ogy shoul d pronote a conpet ency-based approach rather than
an individual deficit “nmedical nodel” remains the mnority position. It is noteworthy,
however, that the assisted |iving approach to community participation, not individua
treatnment, is consistent with the ideal of |east restrictive environment.

The question can be raised as to the generalizability of transition experiences for
an adult with autismto the experiences of individuals with other devel oprent al
disabilities. There is reason to expect the experiences to be sonewhat sinmlar. The
focus of transition will fall on each famly of the adult with a disability, especially
in the context of critical shortages of supports and resources from governnenta
institutions. The struggles of different famlies should be simlar, both externally in
terms of finding facilities, resources, and assistance, and internally in terns of
changing famly role patterns, regardl ess of the handi capping condition. Utimtely,
whet her differences in the handi capping condition noderate these external and interna
simlarities will require additional research. However, what is clear is the urgent need
for both nore research and i nproved programmatic supports for the nmany fanmilies facing
transition to assisted living.
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Appendi x

Docunent Anal ysis Protocol

The following two sets of questions guided the extraction of information from Marquette’'s
(2001) | ndependence Bound.

1. Ferguson et al.’s (1988) third type of transition, changes in famly |life status
during the transition fromhigh school to adulthood.

a. What structures and networks changed within the fam|ly?

b. What changes occurred in famly functioning?

2. Kubler-Ross’'s (1969) stages of grief nodel for exam ning changes in enptional response
to | oss.
a. Evidence of denial?
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