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The Transition Experience of
Developmentally Impaired Young
Adults Living in a Structured

Apartment Setting

Geraldine S. Pearson, PbD, PMH-CNS, FAAN

The purpose of this qualitative descriptive study was to identify the lived experience of
young adults with a history of pervasive developmental disorder and associated difficulties
with aggressive behavior transitioning into independent living through a transitional apart-
ment program. Nine men and 1 woman, aged 18 to 24 years, were interviewed. Nine were
interviewed in their apartment, and 1 was interviewed in an adjacent staff office. Individu-
als were dealing with normative transition issues of adolescence compounded by significant
developmental and psychiatric impairments that tended to delay their developmental trajec-
tories. Themes of poor physical health and loss were identified. The research emphasized
the need for individually tailored transition services based on needs and level of disability.
Key words: autistic spectrum disorder, pervasive developmental disorder, qualitative re-
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OR MANY ADOLESCENTS with develop-
mental or psychiatric impairments, their
18th birthday marks a discreet end of in-
volvement in a child-centered mental health
system. Involvement with the adult mental
health system may involve changes in men-
tal health provider, level and type of support
provided by an oversight agency, and eligibil-
ity for educational services.
Understanding their difficulties, concerns,
and perceptions of the transition can guide de-
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velopment of community interventions that
consider their psychosocial needs. The pur-
pose of this qualitative descriptive research
was to describe how individuals in late ado-
lescence or young adulthood, with a child-
hood diagnosis of pervasive developmental
disorder (PDD), perceived their life in a tran-
sitional apartment setting. Nine individuals
were interviewed in their apartments; 1 was
interviewed in a staff office adjacent to the
apartment.

Interviews occurred in 3 stages. The first
involved obtaining consent for participation,
followed by questions aimed at ascertaining
personal history, current health status, so-
cial relationships, and information about the
apartment. The third part involved a question
about the growing-up experience and percep-
tion of the transitional experience to inde-
pendent living. The analysis of the growing-
up experience described by the participants
showed predominant themes around poor
physical health and issues of loss. Understand-
ing the life experiences and struggles experi-
enced by young adults with a history of PDD
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and other psychiatric disorders has implica-
tions for program planning and intervention.
This study gives voice to the concerns directly
expressed by individuals at risk for silence
during the planning and provision of their
care.

AIMS OF THE STUDY

The purpose of this descriptive study was
to ascertain the specific experiences of ado-
lescents and young adults with a childhood
diagnosis of PDD who were receiving state-
funded transitional clinical and living services
and had transitioned into a supervised apart-
ment setting associated with an adult mental
health care services provider. The research
was aimed at nurses involved in policy mak-
ing, care planning, and treatment implemen-
tation for individuals with these issues. In this
study, adulthood was arbitrarily defined as age
18 years. While this is arguable from a devel-
opmental standpoint, in the state in which the
research was conducted, clients enter adult
care at age 18 years and become ineligible for
state-funded child/adolescent services.

Individuals with a diagnosis of PDD dur-
ing childhood are likely to struggle with the
transition into independent adult living. In ad-
dition to the normative stresses of living inde-
pendently, these individuals must cope with
the developmental and psychiatric difficulties
imposed by their diagnosis. The concept of
transitions was used as a theoretical frame-
work for this study. While not confirmed
through review of clinical records, this popu-
lation likely had other comorbid diagnoses in
addition to the PDD.

The questions that guided this research
were as follows: How is it to transition into
independent living if an individual is develop-
mentally impaired, with behavior problems
that necessitate psychiatric care? What is the
lived experience of adolescents with PDD
who have transitioned into a supervised apart-
ment setting with an associated adult services
model of care? How do they perceive their
current functioning and the process of their
transition into independent living?

REVIEW OF THE LITERATURE

The transition to an independent living sit-
uation, for all young adults, represents a nor-
malizing task of late adolescence and early
adulthood. For many individuals, this tran-
sition involves going to college, joining the
armed forces, or choosing to live with friends.
For adolescents with PDD in this study, the ex-
perience of transitioning to independent liv-
ing occurred against a backdrop of impaired
social relatedness, lengthy past out-of-home
placements, limited family support, and lim-
ited financial resources.

Autistic spectrum disorders and
pervasive developmental disorder

Pervasive developmental disorder is part of
a broader spectrum of autism spectrum disor-
ders (ASDs) that result in a neurodevelopmen-
tal disability with a range of impairments in
communication, social reciprocity, and social
relatedness. More specifically, ASDs can re-
sult in problems interpreting social cues, dys-
functional peer relationships, and problems
with executive function.! These impairments
inhibit the mastery of developmental skills
throughout childhood and adolescence. Chil-
dren and adolescents with PDD often strug-
gle with modulation of anxiety, atypical social
relatedness, and peculiarities in thinking and
language, and this persists into adulthood.?

Individuals who experience early, severe,
and persistent disturbances that disrupt the
processes of socialization and the emergence
of personal autonomy have been described
for several decades.’ Individuals with de-
velopmental disorders struggle with the tran-
sition to independent living from adoles-
cence into adulthood. Long recognized and
treated as a psychiatric disorder, ASDs, in-
cluding PDD, are a complex mix of devel-
opmental difficulties and psychiatrically re-
lated symptoms.® Howlin,” in follow-up stud-
ies with adults with ASD, noted that high
IQ and good language abilities influence
outcome. Educational preparation, transi-
tional programs, employment opportunities,
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supportive families, and supportive commu-
nity systems were identified as key to achiev-
ing independence and success.

Transitions of emotionally disturbed
youth into adulthood

Most researchers agree that adolescence as
a life stage presents significant challenges to
individuals without developmental or psychi-
atric problems.® For developmentally or psy-
chiatrically impaired adolescent youth, the
transition is often complicated by poor mas-
tery of developmental tasks characteristic of
the latency stage of development. Browning
and colleagues® noted that many of the de-
velopmental tasks of transition characteris-
tic of adolescence require the very abilities
that are impaired in youngsters with severe
emotional disturbance. This impairment com-
pounds their attempts to transition from ado-
lescence into young adulthood.

Quantitative research on young adults
with ASD or specifically, PDD, focused on
adult outcome,'® psychiatric and psychoso-
cial problems,'! employment,'>®>® and
quality of life.'>'* Only one study used qual-
itative methodology to interview adolescents
with ASDs, looking at perceived stress and
coping as they left school.”®3® Participants
with ASD perceived themselves as dealing
with poorly with stress, but they could not
give reasons for their poor coping. They be-
lieved they would fail and were concerned
about interpersonal relationships.

SAMPLE

Participants were recruited by their case
managers from a state-funded program pro-
viding supervised transitional living services
for young people with a history of PDD in
childhood. The mission of the service was to
provide apartment living and associated case
management aimed at increasing life skills and
community independence. All individuals ac-
cepted into the program exhibited other high-
risk behaviors and/or diagnoses, such as ag-
gression or a history of significant sexually

inappropriate or sexual offending behavior,
along with a childhood diagnosis of PDD.
At the time of the research, daily case man-
agement activities of the program were ad-
ministrated through a team of staff and co-
ordinated by a case manager. The program
offered a variety of educational, vocational,
and structured social activities in addition to
apartment living. Specifically, staff worked
with participants around job coaching, man-
agement of the apartment, grocery shopping,
cooking, and social involvements with peers.
All received community mental health ser-
vices. While many participants had involved
families, all of the individuals in the program
were residing in structured apartment set-
tings rather than family homes. Experiences
in a family home were not systematically as-
sessed before conducting the researcher. The
researcher had no access to any participant
clinical records before conducting the study
and could not confirm or deny the presence
of any other diagnoses.

Referrals to the program came from resi-
dential treatment settings, community case-
workers, and welfare department staff. Each
accepted individual received a monetary
stipend for his or her apartment and living
expenses. The goal was increasing indepen-
dence and less need for fiscal support as the
individual obtained a job or more vocational
skills. The exact arrangements of this were
unknown to the researcher. Case managers
shared that approximately 36 individuals lived
in 3 structured apartment programs at 3 dif-
ferent geographical locations in the state.

DATA COLLECTION METHODS

Approval from university and agency lo-
cal institutional review boards was obtained.
The researcher initially attended a staff meet-
ing with regional leaders of the program, an-
swering questions, and distributing consents
to contact. Three case managers expressed
willingness to recruit participants from their
caseloads of individuals involved with the
transitional living program. Several phone



E76 ADVANCES IN NURSING SCIENCE/JULY—SEPTEMBER 2012

contacts were made with each case manager,
and the study design and purpose was re-
explained. Case managers then reviewed their
caseloads for eligible individuals and invited
them to participate in the study. Once eligible
participants agreed to participate in the study,
the case manager obtained the initial written
consent, which allowed the researcher to con-
tact the participant by phone.

Twelve males and 3 females were identified
by case managers as eligible for the study and
represented about one-third of total individu-
als involved in the living program. In case of 3
referred participants who initially consented
to the study with their case manager, the re-
searcher recognized their names from past
clinical encounters and did not contact them.
The case manager returned to the participants
and indicated that the researcher could not
do the interview because of the past clinical
knowledge. It was reported by case managers
that they accepted this with no questions. For
2 other participants, consent was obtained by
the case manager; one dropped out of the
transitional living program, and the second,
in the presence of a program staff person,
stated, “Iam the soldier of death, getting ready
to fight World War IL.” The interview was
stopped immediately and the case manager
was contacted; she then arranged psychiatric
intervention. No other contact occurred with
this individual.

Sample size was determined by the num-
bers of individuals willing to participate in
the interview. All eligible participants needed
to have verbal communication skills. Literacy
was not required, as all consent forms could
be read to the participant by the case manager
or researcher. Any prior clinical involvement
with the researcher, where the researcher or
participant was specifically known to each
other from a previous clinician-patient rela-
tionship, disqualified the participant from the
study. No participants participating in the
interview were known to the researcher; 2
participants thought they remembered the
researcher from a previous clinical setting
but could not remember exact circumstances;
they chose to continue the interview.

Case managers verbally indicated that they
reviewed their caseloads for eligible individ-
uals, but the researcher had no knowledge
of exact numbers of individuals who might
have been eligible or who were approached
and declined involvement. Clinical or de-
mographic characteristics of others involved
in the transitional living program were not
specifically identified to the researcher. While
program eligibility requirements were strict,
the researcher could not make the assump-
tion that others in the program, who did not
participate in the research, were similar to
the population that was interviewed. Rep-
resentativeness of participants could not be
clarified.

It took 4 months from the initial staff meet-
ing with program staff to obtain the first
consent to contact participants. It took 6.5
months to conduct interviews. At the conclu-
sion of the last interview, all 3 case managers
indicated that there were no other eligible or
interested individuals in their program. Sam-
ple size, 9 men and 1 woman, was determined
by the numbers of individuals willing to be in-
terviewed referred by case managers.

Prior to each interview, a phone contact
was made with all participants to sched-
ule an interview and do a brief explana-
tion of the research. All first face-to-face con-
tacts with participants were planned and ex-
pected. All participant interviews occurred
willingly, with case manager knowledge and
backup, if needed. No adverse reactions to
the interviews were identified by participants
or case managers after the conclusion of the
interview.

Typicality of the informants and their re-
sponses was established through descrip-
tion of the participant sample. Program staff
members indicated, based on their extensive
knowledge of individuals in their program,
that the 10 individuals who agreed to partic-
ipate in the research were representative of
individuals in the project, their life situations,
and concerns. The researcher was unable to
confirm this and had to rely on case man-
ager perceptions and the general eligibility re-
quirements for involvement in the program: a
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history of PDD, a problem with aggressive or
violent behavior, and readiness for commu-
nity living. Participants represented a range
of ages, all within the criteria for late adoles-
cence or young adulthood (ages 18-24 years).

This study followed the guidelines of
Beck!® to evaluate credibility, fittingness, and
auditability of qualitative research. Credibil-
ity was assessed through constant checking
of field notes, clarifying ideas with a research
advisor, and consideration of researcher pres-
ence on the process of the interviews with
participants. At the conclusion of each in-
terview, field notes were documented, and
a follow-up phone call to the caseworker
was made, at program and institutional re-
view board request, identifying whether there
were any problems noted with the partici-
pant. All participants knew that this phone
call would occur after the interview. A writ-
ten summary of findings was sent to each
caseworker, who agreed to distribute this
to participants, if requested. The researcher
was not allowed further contact with par-
ticipants after concluding the interview. A
presentation of research findings was made
to 2 different groups of caseworkers at staff
meetings.

While member checking may be the ideal
way of assessing auditability, it was not possi-
ble in this study. Ideally, the researcher would
have done a follow-up interview with partic-
ipants to conduct member checking of the
interview; this was not allowed by the in-
ternal review board of the state agency that
funded the program. Staff concerns centered
on participants getting too attached to the
researcher. As a result, multiple methods of
data collection could not be used to deter-
mine congruence of the results among par-
ticipants. Janesick'® noted that a valid varia-
tion from this could involve having an out-
sider read field notes and transcriptions. In
this study, the research advisor reviewed all
data collected throughout the study. All re-
search activities were carefully documented
and composed of an audit trail that could be
followed by others.

DATA ANALYSIS METHODS

The researcher brought nearly 25 years of
clinical involvement with psychiatrically dis-
turbed children and adolescents to this re-
search study. Familiar with transitional living
programs, psychiatric hospitalization, and res-
idential care settings, this knowledge was con-
stantly evaluated and checked for bias as data
were analyzed for themes. The researcher
had clinically treated many adolescents with
a childhood diagnosis of PDD and was fa-
miliar with the particular challenges pre-
sented to this population as they mature into
adulthood.

The research interview process was di-
vided into 3 parts. The first involved ob-
taining written consent from the participant.
The second involved a semistructured inter-
view schedule that was developed to better
understand participant transition into adult-
hood (Appendix). The 11 questions posed
prior to the predominant research directive
involved inviting participants to talk about
themselves. These questions were organized
around themes of living environment, pre-
sentation of self, personal history, and rela-
tionships with others. The questions were
developed to allow participants to become
comfortable with the researcher and to pro-
vide a background of their life experiences.
The researcher used probing questions to
elaborate each of the 11 questions if partic-
ipant descriptions were not clear or required
elaboration. Probing stopped when the par-
ticipant had nothing else to say about the
question.

The third part of the interview involved
the predominant research directive: “Tell me
something that has happened in the last few
months that helped you understand that you
were growing up and becoming more inde-
pendent in your living.” This directive was
developed in consultation with professional
colleagues and other researchers. It was de-
signed specifically to identify a part of the
transition experience between adolescence
and adulthood.
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The 7 questions after this directive were
designed as probes to assist participants in
elaborating about their experiences. Each par-
ticipant was asked these questions in the same
order.

The interviews lasted between 35 and
60 minutes; 9 occurred in the participant’s
kitchen or living room, and 1 occurred in
an adjacent staff office with the door closed.
Two tape recorders were used to capture the
narrative. No notes were taken by the re-
searcher during the interview. Several partici-
pants smoked during the interview and drank
soda or coffee. All who agreed to the inter-
views were gracious, polite, and expressed
no hostility toward the researcher. All were
curious about the research and accepted that
an abstract of the study would be sent to their
case manager for distribution to them. Inter-
views directly followed the semistructured
questions noted in the Appendix.

Descriptive qualitative research, defined by
Sandelowski,!” was chosen as the qualitative
methodology for this study. After an exhaus-
tive literature review, no studies were found
that specifically asked adolescents with PDD
what it was like to grow into adulthood. There
was no description of the growing-up event
from the perspective of the individual. Most
research was quantitative in nature and ad-
dressed psychiatric diagnostic issues or spe-
cific issues of functioning, such as language,
occupational status, or intelligence. No re-
search was found that interviewed this pop-
ulation in their home environment. Partici-
pants, by nature of having PDD, could be lim-
ited in their ability to interpret their life situ-
ation or their transition into adulthood. Qual-
itative descriptive research offers “a compre-
hensive summary of an event in the everyday
terms of those events.”!7®339 Before conduct-
ing the research, the researcher was uncertain
how participants would respond to the inter-
view questions and how they might answer
the potentially affect-laden questions. De-
spite these concerns, their verbal responses,
cryptic at times, allowed a picture of their
transition into adulthood to emerge. These
responses, combined with researcher obser-

vations of the environment, of the partici-
pants’ affects, and of the participants’ appear-
ance, make this research a descriptive snap-
shot of feelings and thoughts of the moment,
of the participants’ view of the transition into
independent living, and of participants’ view
of growing up at the time of the interview.

The interviews recorded on audiotape
were transcribed verbatim and analyzed by
the researcher and a research colleague. Line-
by-line coding occurred after ascertaining pre-
dominant themes. All personal information
that could compromise anonymity was re-
moved from the transcript. At the conclusion
of the research, all interviews, tapes, and tran-
scriptions were destroyed.

FINDINGS

All participants had a documented past
diagnosis of PDD and a history of difficul-
ties managing aggression. All but one partic-
ipant had experienced psychiatric hospital-
ization(s) and/or residential placement(s) as
children, adolescents, or young adults. Four
participants had ongoing extended family in-
volvement and support. Six participants re-
ported limited or no family support and relied
exclusively on project staff to meet their kin-
ship needs. One participant indicated current
involvement with the adult probation system
due to a past assault. Socioeconomic status of
family or origin was not assessed.

All participants were white and English
speaking, with 9 men and 1 woman participat-
ing in the study. Ages of participants ranged
from 18 to 24 years, with a median age of
20 years. Six participants were living alone,
and 4 were sharing an apartment with 1 or
more roommates. All had lived in the struc-
tured apartment setting for at least 4 months
at the time of the interview. Six participants
were involved in attending high school, voca-
tional training, or community college. Of the
others, 1 individual attended a full-time thera-
peutic day program, 1 individual volunteered,
1 worked part-time, and 1 participant did not
work or attend school but was looking for a
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job. One interview occurred in early evening,
and all others occurred during daytime hours.

Analysis of semistructured interview
themes

Themes from the semistructured questions
(Appendix) were organized around living en-
vironment, presentation of self, personal his-
tory, and relationships with others. Living en-
vironment was defined as the space where
participants made their home. Nine of the
10 interviews occurred in participant apart-
ments; the 10th interview occurred in a staff
office adjacent to the participant’s apartment.
All apartments appeared run-down and phys-
ically dirty. One participant lived on the top
floor of a multifamily house. Like the other
apartments, his living environment was ac-
cessed by a long climb up a narrow, poorly
lit staircase. His apartment was cluttered but
neat, and he was the only participant who
made direct, detailed comments about his liv-
ing environment. He stated:

It’s a lot bigger up here than it is downstairs. It’s
a lot more space, a lot more room, and the only
thing I miss that I had downstairs was the cabinet
space. The counter space ... my coffee pot and
my strainer take up the whole counter ... the
living room is bigger.

He seemed emotionally connected to his
apartment in ways that were different from
the other participants who tended to be emo-
tionally detached from the environment.

The 9 apartments where interviews oc-
curred were sparsely furnished, with various
degrees of cleanliness, devoid of personal be-
longings such as pictures or books. Two apart-
ments that were staffed many hours of the day
appeared cleaner.

Most participants appeared unkempt and
messy; two were oddly dressed for the con-
text of the interview. Although a cold win-
ter day, the female participant wore a short-
sleeved summer weight dress with no stock-
ings, tights, or socks, and low-heeled pumps.
She did not comment about the cold environ-
ment of the office where the interview oc-

curred. Another participant’s apartment was
extremely warm, yet, he remained dressed in
a heavy winter coat, cap, and gloves through-
out the interview. He seemed unaware of his
dress and did not appear warm.

All participants presented with varying de-
grees of guardedness in the beginning of
the interview. For 3, this persisted, and for
the other 7 participants, it seemed to dissi-
pate as the interview progressed. One par-
ticipant had significant difficulty organizing
his thoughts and verbally expressing them.
He was easily disorganized and clearly dis-
tressed by some interview questions. He was
short of breath throughout the interview, and
when asked, he reported that he had asthma.
His movements and responses were, at times,
slow and delayed.

Interviews with 8 participants seemed
characterized by feelings of depression and
sadness. Most seemed unsatisfied with their
living situation, but when questioned further,
they were unable to define ways that this
could improve. All participant descriptions of
feelings associated with answers to questions
seemed limited; it was unclear whether this
was a reflection of their inability to easily de-
fine affect, of trust in the researcher, or was
part of deep and painful feelings about their
life situations.

Personal history was defined as partici-
pants’ view of life events and relationships
from the past and present and the way they
related this to their future. Nine of the par-
ticipants in the research shared that they
had been psychiatrically hospitalized or res-
identially placed in childhood or adolescence
prior to the interview. Seven participants re-
lated that they had spent several years in resi-
dential treatment settings.

Participants had mixed opinions about res-
idential treatment programs. One stated:

B. (residential program) kicked me out. Because I
mean I hated it. You lived in this room with like
sex offenders and just kids with real problems. And
I was sitting there and man, I was so pissed off. I
would just jump out the window and just go out
and spend the day outside in the fresh air. And they
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call it running away.
some space.

... You know I just needed

The female participant spoke positively about
the residential program she was in for 4 years
and talked about missing her therapist stating,
“She was like the grandmother type.” When
asked about his most recent residential place-
ment, 1 participant noted:

I liked it and I went through a lot there ... had
some bad times ... at first when I got there I kind
of hated it, you know because of the rules and stuff
and all the things with staff. I wasn’t really used to
the place but now that I'm gone actually I love the
place and I miss it big time. And all the people
there.

Another participant expressed insight into
his past residential placement, lasting 6 or 7
years. He stated:

You learn a lot when you go (to residential setting).
You learn a real lot, a whole much ... just that
you learn how to be independent, you learn how
to make your own decisions. I mean it is hard and
it is not easy. You learn how to live on your own.
But you don’t get to practice that because you are
very secluded from everything. You don’t learn
very much when you are secluded. But you learn
how to do it. They don’t show you how to do it.

He went on to relate that he was presently try-
ing to practice independent living skills such
as shopping and paying bills in his current
apartment situation. He had a full-time staff
member assisting him.

At the time of the interview, 1 participant
was volunteering at a firechouse, cleaning am-
bulances (with staff supervision). Six partic-
ipants were attending a formal school pro-
gram. One participant was involved in an
adult therapeutic day program. One partici-
pant was working in a family restaurant, and
1 participant was unemployed and not in
school but searching for a job. Only 1 shared
that he enjoyed his present activities working
in a children’s restaurant. He related that he
had found the job “on my own” and that the
boss had recently praised him for his good
work. No other participant spoke as enthu-
siastically or positively about work or school
activities.

Relationships with others were defined as
all relationships identified by participants, in-
cluding roommates, family, friendships, ro-
mantic interests, pets, and relationships with
staff. For 1 participant, the most discussed
relationship involved his pet cat. Four partici-
pants lived in an apartment with a roommate,
and all complained about the roommates. One
participant was very negative about his room-
mates and saw them as “disturbed.” Only 1
participant expressed a positive connection
to one of his roommates, whom he called “my
best friend.”

Six participants described painful feelings
when questioned about their families. They
cited nonexistent or difficult relationships.
Five participants seemed avoidant of any in-
depth discussion of their families, even with
researcher probing. The exception to this was
one of participant, who was vitriolic about his
mother and her treatment of him. His voice
rose in fury as he spoke of her rejection and
his pain at her behavior.

The other 4 participants spoke of their fam-
ilies in positive terms. One participant de-
scribed separating from his mother during an
argument and then renegotiating a healthier
relationship several months later with staff
assistance. As he described this, his bland
affect and simple resolution to an emotion-
ally charged relationship seemed incongru-
ent. When this was pointed out to him, he
did not seem to understand the probe.

Others described a positive relationship
with grandparents, of missing a mother who
was placed in elderly housing, and of at-
tachment to a supportive father. Only 1 par-
ticipant volunteered that he was loved and
wanted by his extended family.

Four participants spoke of making friends
within the program and viewed this as posi-
tive. Several participants spoke of friendships
with individuals outside of the program, in-
cluding church friends, or past childhood
friends. One participant also refused to dis-
cuss friends, and it seemed a painful topic.
Another noted, nearly in tears, “I had relation-
ships I shouldn’t have.” He refused to elabo-
rate more about this.
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Only 2 participants identified having an on-
going romantic interest. While 1 participant’s
romantic interest was psychiatrically hospi-
talized at the time of the interview, the par-
ticipant noted that they planned to marry.
When asked what this would be like, the par-
ticipant answered, “I'll probably just revert
back to type where my ... I'll be expect-
ing him to do everything for me and I can’t.
I've got to start learning for myself to do ev-
erything on my own.” Plans for this relation-
ship seemed unrealistic and idealized. While
several participants related they wished for
a romantic relationship, no others had be-
gun dating or having social involvement with
peers.

Relationships with transitional living staff
seemed a blend of positive and negative. The 2
participants who were most dependent upon
staff supervision complained the least about
the constant involvement of someone else in
their lives. One participant complained about
the lack of availability of program staff; 4 par-
ticipants cited that the assistance with money
management and budgeting was very helpful.
One longed for freedom from staff. While he
raged at their intrusion, it seemed part of his
anger was with himself for reluctantly relying
on the support they provided.

Another participant seemed bitter about
staff and talked of wanting to move out of
the program. He said that “staff are too nosy”
and “they do all this stuff but the last cou-
ple of weeks I've been having trouble with
them, they switched my case manager be-
cause I was talking inappropriately but they
gave me one I don’tlike. And this is tough.” He
complained about staff not providing a timely
ride, about the staff office being too physically
close to the apartment, and about the lock on
the door being deficient. His apartment was
very dirty, and he complained that staff ex-
pected him to keep the apartment clean. He
presented as generally unhappy with these
demands.

Only one participant had a pet. The dark
messiness of his apartment was eclipsed by
the presence of a beautiful, well-fed calico
cat. Carefully groomed, she was sprawled on

the back of the living room sofa through most
of the interview. As we spoke, she seemed to
peer from face to face, as if listening to us talk.

Analysis of growing-up event

In the third part of the interview, all partic-
ipants were asked to describe the transitional
event that signaled, to them, that they were
growing up and becoming adults. The spe-
cific question, posed to each participant, was
“Tell me about something that has happened
in the last few months that helped you under-
stand that you were growing up and becom-
ing more independent in your living.” This
was then followed by probe questions to as-
sist them in elaboration of the answer.

One participant’s response was odd that
could not be clustered with others. He stated,
“It would be beginning to feel more ener-
getic.” He stated that this increase in energy
had happened “awhile ago.” He noted that he
was “fat” and had lost about 16 Ib. He did not
or could not elaborate on this issue. His an-
swer was in direct contrast to his laborious,
slow mannerisms, his difficulty moving from
one location to another, and his shortness of
breath (which he said was from asthma). He
did not present as energetic and seemed to be
trying to convince the researcher that he was
doing well.

The remaining 9 participants clearly identi-
fied events that indicated, to them, that they
were growing up. The 10th participant was
less specific about the event but spoke about
other issues that related to growing up and be-
coming more independent. Events were clus-
tered around increasing independence, in-
cluding the physical move into the apartment
and specific tasks related to adult behavior.
Clarification of relationship with mother and
accountability for behavior were also noted
as symbols of growing up.

Five participants related growing-up events
thatinvolved increasing independence in con-
ducting daily tasks. These included getting
into an independent apartment, opening a
bank account, shopping alone in the grocery,
and living in the world without assistance.
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One participant recalled a specific day
when he began realizing he was growing up.
For him, this involved noontime on a Saturday
when he was in his apartment, playing games
on his PlayStation. He recalled that his win-
dows were open and it was warm. He stated,
“I felt like I was born again. I felt like people
actually respected me ... I was a citizen of
this country . .. it felt good.” He talked about
loving the freedom of his apartment.

Similarly, another participant cited that get-
ting his apartment was the event that marked
his growing up. He related this identification
with the boy character in “Home Alone” and
said that he related most to the part where he
took care of himself, going to the grocery, and
cooking his food. Other themes included, gro-
cery shopping and opening a bank account:
“No body touches it except me so I like that.”

Another participant responded to the ques-
tion by stating:

Actually, I have the answer already. Because I am
thinking about when I was in [another program
site] and I was always relying on staff there to give
me rides and stuff. You know, to help me out with
stuff and whatever. But now, you know because I
don’t rely on them so much anymore. Sometimes
I do but when I moved to [a new town] I'll need
them less and stuff. I'll need to be on my own and
I basically ask, why should I have staff do stuff?
When I can do it on my own?

In contrast to these specific answers was the
response from the participant who expressed
the most dissatisfaction with the transitional
living program and did not directly answer
the question. He stated:

Pretty much I've lived independent you know and
that’s why when I see staff come in and you know
I've been on my own for awhile and come and go
as I please, I'm used to, you know freedom, actual
freedom.

The edge of suspiciousness and paranoia that
characterized the entire interview and his
need to describe his negative feelings about
his mother and family seemed to prevent him
from considering a specific growing-up event.
When questioned further about his “indepen-

dence,” he admitted that he had been “living
on the streets.”

Two participants spoke movingly about
their mothers and how the move to increas-
ing independence had affected these relation-
ships. One participant stated:

Like, um, when I'm upset and I know my mother
isn’t there to hold me and to tell me “there, there,
everything is going to be OK” and like she used
to when I was little. You know ... you’re alone,
you can’t rely on your mother anymore. You can’t
call her Mommy and go “mommy, mommy, I need
you, I need you,” you know. You’ve got to live on
your own for once and do you know, grow up. You
can’t be a big baby anymore. You’'ve got to clean
your own apartment, you've got to take care of
yourself, you’ve got to do everything on your own
... learn how to pay bills eventually ... learn how
to pay the rent. You can’t spend all your money at
once ... it’s just the whole nine yards.

Another participant went into great detail
about his realization that he was becoming
an adult. When asked the research question,
he quickly stated that it was “when I stopped
speaking to my mother. When we were fight-
ing I realized that I had stood up for myself
and that I had told her how I feel. I'm sorry,
but I don’t want to have her disrespect me
in my home.” Expression of his anger toward
his mother and setting limits on her behav-
ior seemed to symbolize his transition into
adulthood. He said, “I'm really, really trying
to grow and realizing that it is time for me to
stand up and fight for my own rights and in-
dependence.” He noted that he has changed,
“I think I have become a lot more indepen-
dent, a lot more stronger, like in my beliefs.”
He acknowledged the negative parts of grow-
ing up, stating, “Because you miss your fam-
ily, you miss people you love and you have
a hard time dealing with things that you go
through when you are growing up.” This par-
ticipant ended the interview by noting that
the positives of growing up far outweighed
the negatives.

While each participant hinted at some ac-
countability around being in an independent
apartment, only one used this theme in de-
scribing his growing-up experience. The first
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participant interviewed for the study, talked
atlength about his probation, given for 3 years
for breach of peace because he had “kicked
someone and hit someone.” In both situa-
tions, he was arrested, psychiatrically hospi-
talized, and given 3 years of probation. He
said, “I had ayear of jail sentence hanging over
my head,” noting said that the courtroom was
“awful.” He became tearful at this point and
took a break from the interview.

Later, he noted that he was “surprised at
the fact that if I violated my probation I might
go to jail.” He stated that he had “a different
perspective on life ... now I can look for-
ward to my future ... not doing the wrong
thing.” This participant concluded the inter-
view by noting that he was “growing up in
pieces.” He did not elaborate on this.

It is notable that many of the participants
in this study had nonexistent or unrealistic
plans for the future. Three participants could
not elaborate on future plans. In contrast, 1
participant was able to articulate clear future
plans and stated, “My eventual goal is to move
out of this program and be on my own, to live
in this apartment, to support myself and pay
my own bills.” He worked part-time in a small
retail store and had a goal of independence
from the program within 1 year. It was un-
clear whether or not his current employment
could support financial independence, even
if the job became full-time. Similarly, another
participant noted that he wanted to become
independent from the program, with a patent
for a sneaker design. He admitted that he had
sent several designs to a sneaker designer, but
they were not interested. This seemed unreal-
istic for a young man who was struggling with
finding a menial job.

One participant was working on her high
school diploma, and once this was finished,
she wanted to go to community college to
take a course in early childhood development.
Her goal was to open her own daycare cen-
ter. She stated, “I love little kids ... any age
from newborns up to second grade.” She had
never worked in a daycare situation and was
not employed at the time of the interview. I
had difficulties imagining this disheveled, dis-

organized young woman running a daycare
center.

Two participants worked part-time in
restaurants and talked vaguely about getting
full-time jobs, going to college, or designing
video games. It seemed nearly impossible for
these young men to become fully indepen-
dent, given their perceptions of their future.

One participant, dissatisfied with the pro-
gram, was attending a local high school for
individuals with special needs. He wanted
“something better,” yet, he described being
unable to participate fully in the work-study
program in the high school, designed to give
participants spending money. He gave no
explanation for this other than saying, “I'm
stressed with the program and with bills,
bills.” He was unhappy with the decreasing
amount of public aid he would receive as he
became older. He did not speak of earning
his own money or being self-supporting. He
spoke vaguely but vehemently about leaving
the program stating:

Cause it’s not real life. In real life you wouldn’t have
someone making sure that your bills are paid ...
I want someone to help me but I want more free-
dom. This is “their” apartment; it’s not my apart-
ment. This table is not mine, it’s theirs, that’s theirs,
all except the fish and the clothing ... is mine.

DISCUSSION

It is normative for adolescents to complete
specific developmental tasks in order to move
into young adulthood and assume associated
independence and reliance upon self. Cogni-
tively, they move to more abstract representa-
tions, more multidimensional thinking, more
relativism, and increasing self-reflection and
self-awareness.'® Social development is char-
acterized by increasing importance of peer re-
lations, expanding social networks, and mod-
ifying relationships with family.

Similarly, for youth with disabilities, a pre-
dominant task for young adulthood becomes
ascertaining job and vocational interests, re-
ceiving training, and then getting a job that is
self-supporting and provides independence.
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Howlin et al'® cited the importance of fam-
ily in providing assistance during the transi-
tion, whether or not the individual was in
an independent living situation or still resid-
ing at home. Participants in this study were
experiencing a transitional experience into
adulthood that encompassed more life issues
than their structured living apartment. These
issues included vocational choices, social rela-
tionships, and negotiating tasks such as caring
for themselves physically.

The initial questions that guided this re-
search were as follows: How is it to transition
into independent living if an individual is de-
velopmentally impaired, with behavior prob-
lems that necessitate psychiatric care? What is
the lived experience of adolescents with PDD
who have transitioned into a supervised apart-
ment setting with an associated adult services
model of care? How do they perceive their
current functioning and the process of their
transition into independent living?

The transition experience was likely influ-
enced by the individual’s history of place-
ment, diagnosis, ability to manage increas-
ingly independent living, and length of time in
the transitional living program. None of these
issues were systematically evaluated before
conducting the interviews with participants.
During the interviews, it was ascertained by
the researcher that participants tended to live
in poorly tended apartments devoid of per-
sonal belongings, they struggled with fam-
ily relationships, and they had mixed inter-
personal relationships with others. All partic-
ipants received state financial support, but
none expressed concrete plans for becom-
ing self-supportive. It was unclear whether
this was related to their mental status, their
emotional fragility, their inability to actual-
ize independence, or to their diagnosis. It
seemed as if staff were providing high lev-
els of encouragement and training around in-
creasing independence of participants. Was
this a disconnect between participants’ spe-
cific ability to be independent and expec-
tations of the program? It was simply un-
clear how much they could make use of this
assistance.

Two predominant themes emerged from
the gestalt of the 10 interviews. At the time
of the interview, the growing-up experience
of participants seemed colored by a theme of
loss. This involved loss of positive family re-
lationships, loss of normative adolescent and
young adult living, and loss of independence.
At some point in each participant’s interview,
the researcher perceived some sadness about
life situation or relationships. The researcher
was also left with a sense of personal sadness
at the conclusion of each interview. Upon
analysis, this personal sadness seemed related
to the lack of supportive intimate relation-
ships many participants experienced.

Yet, caution must be exercised is assum-
ing the presence of loss and associated feel-
ings in these participants since questions in-
volving sadness and loss were not directly
posed to them. Several participants seemed
sad and, at times, tearful over simple interview
questions about their families or functioning.
Eight of the interviews had themes of sadness
and pain. The researcher also experienced
personal sadness at the conclusion of each
interview.

The second theme identified by the re-
search was participant description and re-
searcher description of poor physical health.
All participants were younger than 24 years
and should have appeared in optimal health
for their age. Instead, nearly all appeared
chronologically older. Eight participants ap-
peared significantly overweight. Nine partic-
ipants shared that they were taking 2 or
more psychotropic medication to treat psy-
chiatric disorders. They identified medica-
tion that could be used to treat a variety of
symptoms including impulse control disor-
ders, psychosis, depression, obsessive com-
pulsive behavior, insomnia, and anxiety. Asso-
ciated side effects, ranging from slowed move-
ment and mannerisms, to obesity, to dulled
affect, and to difficulty concentrating, were
likely adversely affecting their physical health.
It is probably these same medications that
were enabling these individuals to function
in the community, outside of a more restric-
tive psychiatric hospital or residential center.
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Only 2 participants complained that medica-
tion “didn’t help.”

The only participants who noted a variety
of foods in their diets were the 2 participants
who had 24-hour staff assistance and supervi-
sion. Other participants talked of eating a lim-
ited type of food, such as hamburgers or burri-
tos. One participant only used the microwave
to make meals, after he accidentally caused a
fire on a friend’s stove. Of the 9 kitchens ob-
served, only 3 appeared organized and clean,
free of clutter, and dirty dishes. Healthy eat-
ing did not seem a high priority for any par-
ticipant.

While all participants identified leisure ac-
tivities that they enjoyed, including basket-
ball, volleyball, and swimming, all cited rare
opportunities to participate in these activities.
Reasons for this were unclear. When asked
why they did not regularly participate in these
activities, most stated they did not know. One
participant noted that “it had not been ar-
ranged,” suggesting a reliance on others for
setting up leisure activities involving exercise.
The predominant leisure activity for each par-
ticipant seemed to be watching television and
playing video games. In one of the programs
involving participants, there was a “T'V room”
where meetings and games occurred. Three
participants identified this as a social outlet
outside of their apartment.

When questioned, participants were vague
about physical health issues. Hypothyroidism,
hypertension, and asthma were identified by 3
participants as health problems necessitating
medication. Participants appeared to be ex-
periencing symptoms of metabolic syndrome,
but none identified concerns about obesity or
diabetes. No participants appeared physically
healthy or could identify physical health as
a priority, and most appeared sedentary and
obese without a conscious sense of physical
health needs.

There were several significant limitations
to this study. The most significant involved
the researcher’s limited access to participants.
While participants might have seemed rep-
resentative of individuals involved with the
transitional living program, they did represent

only those participants who responded posi-
tively to the invitation to be interviewed. It is
unclear whether the participants in this study
were representative of all adolescents/young
adults with PDD living in the program. While
the researcher suspects that they were rep-
resentative of a more dysfunctional group
with PDD, there is no way of confirming
this information. Most adolescents and young
adults with psychiatric or developmental dis-
orders are cared for within their families and
have active involvement in their transition to
more independent living. Six of the 10 par-
ticipants had little or no family support, and
the remaining 4 participants were unclear
about their ability or willingness to rely on
family.

Another limitation involved the lack of re-
searcher query into participants’ sexuality, a
normative part of adolescent development.
While 2 participants spoke indirectly of in-
timate relationships, this was not directly as-
sessed and poses another study limitation.

It is important to note that 9 participants
had experienced an out-of-home placement,
suggesting that their behavior and symptoms
as children and young adults were unmanage-
able in a less restrictive setting. This posed
a limitation of the study around generalizing
results to all individuals with PDD.

Another limitation of the study involved the
researcher’s role as an experienced clinician.
There was a continual process of balancing,
probing the participant for more information
and respecting the nature of the disorder and
what appeared to be emotional fragility. The
researcher’s experience could also be seen
as a strength. The inability to conduct mem-
ber checking after the completion of the in-
terviews hindered the depth of the research.
Also, the research was ethnically limited in
that all participants were white.

This research could not answer whether
or not participants in this study understood
exactly what they had lost in terms of nor-
mative adolescent functioning. No partici-
pant noted a direct wish to be function-
ing in a different way, at least specifically.
While interview questions were fundamental
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and not designed to be emotionally probing,
4 participants became tearful at the point of
asking about a growing-up event. Four partic-
ipants expressed affect during the interview
that suggested sadness and emotional pain.
This involved memories from residential treat-
ment, shame at a job, distress about a past ar-
rest, and believing that “no one cared.” Only
2 participants presented as upbeat and posi-
tive, expressing future plans and some satis-
faction with their lives. For 8 of the partic-
ipants, the researcher ended each interview
with the sense that the individual was aware
of missing social normalcy, which could be
defined as a clean, home-like environment
with caring family. These participants seemed
to lack this normalcy, missed it, and did not ap-
pear to have the life skills necessary to change
this.

Were participants aware of their limitations
and did they experience emotional pain re-
garding this? One interview is not sufficient
to explore this, and the question would re-
quire further interviews and research with
a broader group of this population. The
researcher’s experience of subjective emo-
tional pain felt during the majority of in-
terviews would warrant further examination
of this concept applied to adolescents with
PDD. No literature was found that evaluated
these issues. Meleis and colleagues®® noted
that completion of a healthy transition in-
volves “mastery of the skills and behaviors
needed to manage their new situations or
environments.”®? Each participant was ex-
periencing a complex, multidimensional, in-
terrelated transition that impacted living en-
vironment and encompassed health, nutri-
tion, economic stability, separation from care-
givers, and increased independence. At the
time of this research, they seemed to be de-
veloping the skills necessary for ongoing mas-
tery of the transition into adult living. Was
this really happening or were participants sim-
ply “going through the motions” required by
the living program? The unknown or unex-
amined factor in this transition involved their
capacity or ability to master the transition

to independent living. What type of transi-
tion could they accomplish, given their in-
terpersonal, developmental, and psychiatric
limitations?

While participants were not directly inter-
viewed with these factors in mind, it seemed
that there was some evidence of partici-
pant involvement in the beginning stages
of a health transition. All participants had
a least one personal connection to another
person and indicated some type of interac-
tion with staff or peers. While many apart-
ments appeared transitory, participants were
living in urban/suburban communities, on
bus routes, near shopping areas, and restau-
rants. Their confidence and coping skills,
at least around the limitations of their dis-
ability, were not assessed. It was not clear
whether or not they understood the complex-
ity of their limitations. All were attempting
to develop new skills with staff support. All
participants appeared involved in the tran-
sition, although the move to adulthood had
not been completed. Meleis and colleagues®®
noted the need for individuals to reformu-
late their identity as they move through var-
ious transitions.®*® For these participants,
this meant integrating an apartment environ-
ment, possibly a roommate, and a new job
or school milieu; most seemed in the midst
of this role reformulation. What was lacking
was a sense of self-reformulation or internal-
ization of the independent expectations set
out by the program.

All participants were experiencing multi-
ple transitions, most aimed at increasing in-
dependence. The questions raised by this re-
search include the following: Are participants
capable of being independent? Are the inter-
ventions sufficient to help them become au-
tonomous adults? How normative are these
transitions when compared with peers who
are not impaired with developmental or psy-
chiatric issues? Despite numerous physical,
social, and psychiatric vulnerabilities and de-
spite the peripheral nature of their living en-
vironments, they were, as 1 participant de-
scribed, “growing up in pieces.”
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CONCLUSIONS

This study, while limited in scope and gen-
eralizability of findings, gives consumer voice
to service planning and delivery for simi-
lar young adult populations transitioning to
structured community living. In retrospect,
the research should have begun with ques-
tions such as Do you believe you are growing
up? or “What does growing up mean to you?
The researcher made the assumption that
all were going through this transition based
on their living environment and involvement
with transitional living. In reality, this should
have been clarified with each participant.

Each person in this study presented with
emotional and/or developmental disabilities
that made him or her vulnerable while tran-
sitioning to independent adulthood. This re-
search illustrated the need for ongoing plan-
ning and support around concepts of well-
ness, such as psychiatric medication manage-
ment, nutrition, exercise, and emotional well-
being. The notion of graduated steps toward
independence was not articulated by this par-
ticular transitional living program and was
not cited by participants as they were ques-
tioned about plans for the future. It is not clear
whether this existed.

This study presented a beginning query
into the obstacles faced by individuals with-
out intensive family supports, with chronic
psychiatric and developmental difficulties,
moving toward increasing adult indepen-
dence. A broader knowledge base of each par-
ticipant, including family background, clini-
cal status, long-term plan of care, and level of
functioning would have been a helpful back-
drop to the study.

Additional questions raised by the research
include the following: What nursing interven-
tion holistically meets individual needs and re-
sults in a more productive and healthier level
of functioning? Could these participants be-
come self-supporting? Could they achieve in-
creased independence within the limitations
of their present functioning? Are there suc-
cessive steps toward an integration of an au-
tonomous model of independent living? How

is their functioning influenced by perceived
loss? These are all questions for future nurs-
ing research.

This group reflected the trend toward
community-based models of care, and this
transitional living program might have been
a more adaptive alternative to more restric-
tive living environments. These participants
were living and functioning in established
urban/suburban communities with identified
case managers, budget planning meetings,
therapy groups, and job coaching. They could
articulate their involvement in these activities
and seemed to, for the most part, accept them
as part of the transitional living program. The
question remains: Did this model best meet
the individual’s needs for transition to inde-
pendent living? Is there a better way to assist
in the transition to adulthood?

One of the greatest concerns identified by
this study was participant lack of acknowledg-
ment of physical health issues, involving obe-
sity, smoking, and lack of exercise. There are
complex links between obesity and chronic
mental illness and developmental disorders.
How could nurses intervene with this life-
threatening comorbidity??! Further research
and interventions are needed to ascertain
ways to improve physical health status, iden-
tify quality-of-life issues, and facilitate pro-
gression to increasing independence. Partic-
ipants, while they complained about staff and
certainly seemed to feel pain about their ex-
periences in treatment systems, were func-
tioning in their community apartments. While
unclear how they were going to negotiate fur-
ther transitional processes into independent
living, at the time of the interviews, their
descriptions of their growing-up event illus-
trated that these participants were experienc-
ing the developmental transition into adult-
hood and trying to grow up.

Finally, this study, while limited in scope
and generalizability of findings, emphasizes
the need for consumer voice in planning
care. Nurses must ask how they can adapt
their practice to better meet the emotional
and physical health needs of this population
while assisting them in the transition to more
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independent living. There should be a com-
prehensive needs identification, followed by a
seamless transfer of information between pol-
icy makers, treatment planners and providers,
and consumers.??> Ongoing clarification of in-
dividual needs and abilities should occur in
a feedback loop that adjusts services as re-
quired and tailors interventions. It is essential
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APPENDIX

Growing Up in Pieces

Appendix. Interview Structure and Questions

Each interview will begin with an explanation of the research through reading the informed
consent, clarifying questions about the research or the consent, and obtaining subject signature.
Before beginning the interview, each subject will be told the following:

It is the researcher’s view that moving into adulthood is a process that takes a long time and involves
many things. Turning 18 or even 21 does not mean that a person is automatically an adult. Moving
into an apartment is one step in making the transition to adulthood. I hope you can help me
understand what it is like for you to be in the process of becoming a grown-up.

Qualitative questions for subject: Individual description of life situation
1. Tell me about yourself
e Where were you born?
e Who is in your family?
e Where did you go to school?
e Have you ever been in the hospital?
e Do you take medications?
e Do you work or go to school?
e What do you like to do for fun?
e Do you have friends?
o If so, who are they?
e When did you move into this apartment?
e How is it to live here?
2. Tell me about something that bas bappened in the last few montbs that belped you
understand that you were growing up and becoming more independent in your living?
e When did this occur?
e How old were you?
e Where were you?
e Describe the place.
e What were you doing?
e Were you with other people?
e What were you feeling?






