
ositive Behavior Support (PBS)
has been heralded as a “new ap-
plied science” of behavior
change that provides compre-
hensive interventions in natural

contexts that are focused on broader lifestyle out-
comes (Carr et al., 2002; Horner, 1997). Accord-
ing to some authors, PBS has evolved from its
foundations in applied behavior analysis to be-
come a unique endeavor that integrates person-
centered values, evidence-based practices, and
scientific methodology (Carr, 1997; Horner et al.,

1990; Koegel, Koegel, & Dunlap, 1996). Re-
searchers in PBS have become increasingly inter-
ested in developing methods for behavior
intervention that are effective, durable and result
in lifestyle changes for both the individual with
problem behavior and those persons who provide
care and support to the individual (Carr et al.,
1999). 

There is an increasing emphasis within PBS
to develop supports and strategies for behavior
change that can be applied in community con-
texts by natural intervention agents (e.g., teach-
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ers, family members). Evidence indicates that the
application of PBS within multiple environments
by multiple intervention agents can result in more
powerful and durable behavior change (Carr et
al., 1999; Horner & Carr, 1997). A key consider-
ation in these assertions is that the application of
PBS in natural environments relies heavily on the
development of partnerships with family mem-
bers or other support agents (Fox, Dunlap, &
Buschbacher, 2000; Lucyshyn, Blumberg, &
Kayser, 2000; Singer, 2000).

In recent years, a number of authors have
emphasized the value of partnerships among fam-
ilies and professionals for designing and imple-
menting PBS interventions (Albin, Lucyshyn,
Horner, & Flannery, 1996; Dunlap, Newton,
Fox, Benito, & Vaughn, 2001). The logic is that
open and respectful communication within the
context of a support team can provide the basis
for understanding the familial and ecological fea-
tures that are crucial to the optimal design of a
comprehensive intervention (Albin et al., 1996;
Vaughn, Dunlap, Fox, Clarke, & Bucy, 1997).
Unfortunately, there is limited research that di-
rectly addresses issues of family life and family
functioning as these considerations relate to the
processes of PBS.

In one notable investigation, Turnbull and
Ruef (1996, 1997) interviewed 17 families that
included a member with mental retardation and
problem behavior. The aim of this study was to
gain an understanding of family perspectives on
the challenges and successful approaches for indi-
viduals with problem behavior and their families.
The interviews provided important information
on how families define problem behavior, their
experiences with challenges and successful ap-
proaches for dealing with individuals who have
problem behavior, and their access to information
on successful approaches. The data indicated that
families were very concerned about the constancy
of demand of their child’s problem behavior and
that this concern was intensified by others’ per-
ceptions of the problem behavior. The families
also described the stressors of being “on duty” 24
hours a day in supporting their child with prob-
lem behavior. The families identified a need for
comprehensive support that included a considera-
tion of home routines, expanding the child’s so-
cial relationships and community inclusion, and

strategies for reducing stress that may trigger
problem behavior.

In another study, Fox, Vaughn, Dunlap,
and Bucy (1997) engaged in a parent-professional
partnership in the behavioral support of one child
with severe disabilities and challenging behavior.
The mother of the child participated as a full
partner in the design, implementation, and evalu-
ation of the behavior support process. In addi-
tion, the mother provided an audiotaped journal
that was supplemented by family interviews and
analyzed to gain an understanding of the family’s
experience in the behavior support process. In
their qualitative analysis, the researchers found
that problem behavior affected the family in dra-
matic and pervasive ways. The family members
described accommodations to the problem behav-
ior (to avoid triggering their child’s problem be-
havior), the social isolation of the family, the
construction of family roles in relationship to
supporting their child with problem behavior,
and the demands involved in caring for their son.
The data gathered from the mother’s audiotaped
journal and family member interviews were syn-
thesized into two major themes. The theme of
“you end up jumping through hoops” described
the impact of problem behavior on the family,
and the theme of “a powerful impact” described
the impact of positive behavioral support on the
child and his family.

These two studies provided an initial
framework for research efforts focused on under-
standing family perspectives and experiences. The
purpose of the current study was to build upon
the findings of Turnbull and Ruef (1996, 1997)
and Fox et al. (1997) in order to provide a deeper
understanding of the experience of families whose
children have disabilities and challenging behav-
ior. An additional purpose was to contribute to
the existing database by obtaining perspectives
from culturally and economically diverse families
who have children with problem behavior.

M E T H O D S

PA R T I C I P A N T S

The participants in this study were involved in a
federally funded research project that developed,



demonstrated, and evaluated a program for build-
ing competent family networks for families of
children with developmental disabilities and chal-
lenging behavior. The project had a particular
emphasis on families from underserved commu-
nities. The “Family Network Project” recruited
families for the project by distributing brochures
to school social workers or teachers. These school
personnel provided brochures to families who
had expressed concerns about their children’s
problem behavior at home. Classroom teachers,
school social workers, or research staff made fol-
low-up phone calls, or families called project staff
regarding participation in the Family Network
Project.

The project provided participating families
with in-home support and group instruction on
developing and implementing positive behavior
support. Each family was asked to attend group
meetings that occurred every 2 weeks for six ses-
sions and was assigned a support specialist who
provided support to them throughout the project.
The support specialists provided families with in-
dividualized in-home support on the weeks in be-
tween the group sessions. Over the course of the
six sessions, the project director (the second au-
thor) conducted parent education meetings on
functional assessment and support plan develop-
ment using family-friendly materials. The sup-
port specialists assisted their families with
application activities during the group meetings
and then assisted their assigned family with direct
application of the concepts within home routines
and environments.

This article focuses on three of the four
groups formed during the project with four to
five families participating in each group for a
total of 15 families. The fourth group, comprised
of custodial grandparents, was not included in
this analysis because their perspectives were so
uniformly different from the perspectives of the
three groups presented herein. 

The 20 participating family members (of
the 15 families) in this three-group sample in-
cluded biological parents who raised the children
or other family members who provided part-time
assistance for the parents with caregiving activi-
ties. As shown in Table 1, 8 of the 15 families
were considered low-income families (based on
information provided in a demographic informa-

tion form) and lived in inner-city neighborhoods
within a large urban area.  The backgrounds of
the families were diverse and included 3 Cau-
casian, 3 Hispanic, 1 Ghanaian, 1 Nigerian, 1
West Indian, and 6 African-American families. 

All participating children had a develop-
mental disability accompanied by challenging be-
havior (see Table 1). The ages of the children
ranged from 3 to 12 years. The functioning levels
ranged from children who needed round-the-
clock supports to children who required minimal
supervision with getting up in the morning and
going to bed at night. One child was diagnosed
with Down syndrome, eight with autism, one
with multiple sclerosis, and the remaining partici-
pants were children with mental retardation with
an unknown etiology. 

DATA CO L L E C T I O N

The support specialist established rapport with
each family over a period of 3 months in the con-
text of biweekly group sessions and home visits.
Support specialists were project staff members
who had substantial experience and training in
providing behavior support for children with de-
velopmental disabilities. The support specialist
for each family or the project director conducted
the interviews.

One or two semistructured interviews were
conducted with all of the participating family
members. Interview guides were developed to en-
sure that interviews were conducted consistently
by the support specialists. The guide for the first
interview contained open-ended prompts or
questions about (a) the impact on the family of
problem behavior, (b) how the family addressed
the problem behavior, (c) the family’s sources of
support, and (d) the family’s vision for a preferred
family lifestyle. Initial interviews were conducted
with each family prior to the introduction of any
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intervention strategies (within the first 4 weeks of
attending group meetings). The second interview
was conducted at the end of the parent group se-
ries. The guide developed for this latter interview
included the same topic areas, but with an addi-
tional question concerning changes in the child
and family since the beginning of the group.

The interviews were conducted in locations
determined by the family member and lasted
from 45 to 120 min. Of the 36 interviews con-
ducted, 34 occurred in the family home, 1 in a
restaurant, and 1 at a parent’s office. All inter-
views were audiotaped for later transcription and
analysis. 

DATA AN A LYSIS

All interviews were transcribed and coded as the
study proceeded. As each interview was coded,
the interviews and the codes were entered into
QSR NUD*IST 4 (1997), a software program for
storing, merging, and analyzing qualitative data,
by a data collector experienced in data entry and
familiar with NUD*IST. Reports were generated
from NUD*IST by parent group according to
major coding categories. The database numbered
the lines of the interviews and provided a frame-
work for the development of a coding tree and
branches of coding categories. The length of the
36 interviews entered into NUD*IST by line,
ranged from 103 to 1394 lines, with a total of
17,290 lines. 

The first three authors conducted the
analysis of the first 15 interviews. The third au-
thor coded all of the remaining interviews, while
the first and second authors coded 7 of the re-

maining 21 interviews. As displayed in Table 2,
coding categories were developed and refined
through open coding in the 15 interviews of the
first parent group, and axial coding was used
across the remaining 21 interviews to organize
and merge categories into subcategories creating
coherent connections through dimensions of
“context,” “condition,” and “strategies” (Strauss &
Corbin, 1990). Axial coding allowed the authors
to consider (a) the properties of the categories and
how they related to family situations described in
the interviews, (b) how events occurred along a
continuum, (c) how events for the family changed
over time, and (d) what events intervened to in-
hibit or promote the areas of concern in family
life (Strauss & Corbin).

Three major codes emerged during the
open coding process and approximately six sub-
categories during axial coding. Each of the six
subcategories branched into more subcategories
that further defined the major category and sub-
categories. The authors discussed and agreed on
the subcategories in the seven overlapping inter-
views. Through the inductive process of open and
axial coding, the responses from the families were
connected both sequentially and relationally to
arrive at three themes, “Something Is Not Right,”
“A Shoulder to Lean On,” and “It’s a 24-Hour, 7-
Day Involvement” (see Table 2).

CR E D I B I L I T Y

Credibility was established through a variety of
methods traditional to qualitative methodology
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(Lincoln & Guba, 1985; Miles & Huberman,
1994). The methods of establishing credibility in-
cluded (a) length of time in a setting, (b) the use
of a standard interview across participants, (c) tri-
angulation through the analysis of data by multi-
ple researchers, and (d) member checks with
participating families.

The family support specialists spent a mini-
mum of 3 months with their assigned family;
thus the extended period of time and the fre-
quency of contact with the family assisted in es-
tablishing rapport and gathering candid family
perspectives during the individual interviews. 

The second and third authors conducted
select interviews throughout the three family
groups in addition to participating in the analyses
of all interviews. The authors’ involvement with
the data collection and analysis further strength-
ened the methodological credibility by their
agreement on coding categories, definitions, and
theme development. 

Member checks or the process of confirm-
ing the analysis of data occurred with a subset of

families to gather family perspectives about the
findings from their interviews. The member
checks were conducted with a subset of six fami-
lies—one Caucasian, two Hispanic, and three
African-American mothers. The family partici-
pants were asked to read a draft of the research
findings and answer two questions. The questions
included: (a) “Does this summary capture your
impressions, experiences, perspectives, or view-
points? If not, how is life different for you?” and
(b) “Is there anything that is important to you
that relates to family life with a child who has
problem behavior that should be included in this
manuscript?”  The family participants provided
their answers in writing and follow-up phone calls
were made to expand on the written answers. The
family responses were incorporated into the find-
ings of the manuscript.

F I N D I N G S

The results of the analysis are described in terms
of three themes that are quotations from tran-
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scripts of the interviews with family participants:
(a) “Something Is Not Right”; (b) “A Shoulder to
Lean On”; and (c) “It’s a 24-Hour, 7-Day In-
volvement.” Although each family we interviewed
was unique in their construction, lifestyle, and
history, the family stories about their experiences
converged around these three themes. It is impor-
tant to share that although three themes emerged
from the data and are discussed in the findings,
the first two themes were secondary to the most
pervasive theme, “It’s a 24-Hour, 7-Day Involve-
ment.” The first two themes that are described in
the following section emerged as important topics
for the families, while the third theme was truly
the landscape or background for all other reflec-
tions.

“SO M E T H I N G IS NOT R I G H T”

The families we interviewed described the begin-
ning of their journey with their child with disabil-
ities by relaying stories of the birth and
subsequent medical problems or their realization
that their child was not developing normally. As
we listened to each family’s story, it was evident
that the retelling of the birth history or search for
diagnosis was the family’s description of begin-
ning the journey with their child. The theme of,
“Something Is Not Right,” captures the reflec-
tions of the difficult beginnings parents described
to us, the process of determining what was
“wrong” with their child, and their hopes for their
child.

Difficult Beginnings. We asked parents to
describe the early years of their child’s life and
how the child’s disability was identified. The fam-
ilies of children who had disabilities identified
shortly after birth relayed their birth stories or
early hospitalization experiences. Their stories
documented the beginning of a long cycle of re-
ceiving troubling information about their child’s
medical and physical status.  For example, Maria
described her son’s birth and shared that 
“ . . .  they said that when they pulled him out
they strained his neck, arm  . . .  they said he had
drank the fluid and he had a loss of oxygen.”
Carmen shared with us that her child was diag-
nosed as microcephalic during a sonogram 2
weeks before he was born. She described Arturo
as “a real serious baby. He was real tense, his body

was real tense, and so he was in therapy when he
was little, massaging him and making special
chairs . . . He walked real late . . . He would fall a
lot when he started walking. They even made a
helmet for him because he was falling constantly.”

Putting the Pieces Together. The families
whose children had diagnoses of pervasive devel-
opmental disorders told a different story of their
children’s early beginnings. They described a
process of having a haunting feeling that their
child was not developing normally and trying to
figure out what was wrong. For example, Lenithia
shared, that despite the doctor’s assurances that
her child would talk when he was ready, she said
that “I had this gut feeling that something was
different.”  

Many of the families described a process of
examining their child’s behavior, comparing their
child to typically developing children, and read-
ing books and the Internet in search of diagnostic
information or insight about their child’s condi-
tion. The families of children with pervasive de-
velopmental disorders described their struggle
with the disparity between the occasions that
their child seemed so intelligent and the child’s
lack of speech or social connections. Many of the
children were described as being very content, for
example saying, “ . . .  she didn’t need me. She
would play contentedly in her crib for a little
while until I would go get her. She wouldn’t call
for me. So, anyway, I just thought she was very
independent.”

Hopes. We encouraged families to describe
to us their hopes for their children. These families
listed being able to communicate, being toilet-
trained, and having friends as important out-
comes for their children. The ambitions families
had for their children were relatively modest.
Sharon stated, “ . . .  if he would be able to com-
municate  . . .  express his pain, his anger, his
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hurt, verbally, that is my greatest hope. That is
my prayer.”

“A SH O U L D E R TO LE A N ON”

We asked the families to describe to us who had
been helpful to them as they supported their child
with disabilities. The theme, “A Shoulder to Lean
On,” describes the accounts by these families of
their experiences in receiving support. Families
described to us the ways in which professionals,
family members, community members, and
friends provided support or did not provide sup-
port to them. Within every family’s story, there
was a notable relationship of critical importance
in which the family member felt a sense of un-
conditional acceptance. This was described by one
parent as: “It’s kind of nice to know that there is a
person  . . .  when you think you’re just going to
lose it  . . .  you can call them up.”

We asked the families to describe for us
who they relied on for social support and who
had been helpful in providing information or pro-
fessional assistance.  As the families described the
individuals who were most helpful to them in
supporting their child with disabilities, we noted
that a common element across the identification
of professionals who were most helpful was the
feeling that the professional provided emotional
support or encouragement. For example, Kathy
described it in this way, “And there was no time
that I didn’t think I could call Dr. Tiehl and just
cry, or, you know, bring all the boys in and Dr.
Tiehl would just scoop up Matthew for me and
walk away for awhile so that I could talk to
Matthew’s teacher.”  Rashama shared with us, “I
really enjoyed one lady, she was a child develop-
ment specialist, she would come out, like every
week and help me with this. Not just the behavior
but what to expect from him. She was there since
he’s been like a year old. She was, you know, the
shoulder to lean on . . . .”  Latasha was the only
parent to identify the family physician as a sup-
portive professional. She described his support in
this way, “And every time I talk to him he’ll give
me words of encouragement. He’ll say something
like, ‘You know you are Devante’s primary care-
taker and the best thing you can do for him is to
love him.’  I mean, this is regardless of if I bring
him in for a scraped knee or ear infection, it’s al-
ways something about just loving him and being

there for him and understanding. You know,  I
want to cry every time I come out of there  . . .  I
do.”

Our conversations with the families about
support providers elicited many comments about
the Family Network Project and the supports that
were being provided through the project. All of
the parents reflected on the essential value of par-
ent-to-parent support and how important that
was to them. Latasha described the importance of
the parent group in this way, “It was like an un-
spoken support. A support just being around peo-
ple that go through similar things  . . . . Just that
kind of  ‘I understand, we understand’ type of
feeling in the air. Just to know that you are not
the only person  . . .  sometimes about to pull
your hair out or about to cry at a certain moment
because things aren’t going the way you’d like
them to.”  Maya described the comfortable dy-
namic of the parent-to-parent support by saying,
“We were all sharing our problems. Then we look
at it and you kind of see  . . .  you know, the little
bit of laughter in it, even though it’s kind of seri-
ous.”

For many of the families, informal support
from key family members or spiritual support
through prayer were identified as the main source
of emotional support. Kimberly described the
support she received from her grandmother, “She
would tell me about other mothers and children
she knew throughout her life who had disabilities
. . .  and she would really try to encourage me and
she would always tell me, ‘She’ll be fine . . . . You
just keep up what you are doing  . . .  and make
sure you show her everything. Take her out in the
world and make her do what the other kids are
doing.’” Maya shared that she took great comfort
in the prayers of her family members. She ex-
plained that prayer provides her family with hope
and explains, “All they do is praying. They don’t
understand, I mean, the scientific part.”  Maya re-
flected that she and her husband were also deeply
spiritual and shared, “All this praying helps, but as
you know, we do what we’re supposed to be doin’
for him and then we pray for him too.”

“IT ’S A 24-HO U R ,  7-DAY IN V O L V E M E N T”

One of the mothers described the impact of prob-
lem behavior on family life by saying, “It’s a 24-
hour, 7-day involvement. It’s always Matthew. It
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gets kind of hard for me and my kids. Everyday
we’re affected.” The families described the chal-
lenges of their daily lives, the roles and relation-
ships of family members, and the lifestyle of the
family. As they shared their stories, it was appar-
ent that the problem behavior of the child shaded
all activities and functions of the family system.
The theme, “It’s a 24-hour, 7-day involvement,”
dominated the stories, comments, and responses
generated in the participant interviews. It is a
complex theme that summarizes the reflections of
the family about how the relentless challenges of
problem behavior affect the family system, family
roles, and family activities.

The families shared many stories about
their child’s problem behavior. The problem be-
havior they described ranged from mild annoy-
ances (e.g., shyness, self-talk) to aggression and
property destruction. The families described how
they responded to problem behavior using tradi-
tional discipline techniques including time-out,
ignoring, reprimanding, earning activities, and
spanking. They also reflected on their frustration
that these techniques did not seem to be effective
in changing their child’s behavior. Luz shared,
“What I mainly do is, I ignore him. Like when
he’s angry and throwin’ furniture . . . or jumping
on the bed crying or breaking dishes, I just try to
ignore and then I go and try to get his mind
somewhere else.”

Many of the parents were able to identify
why their child engaged in problem behavior al-
though they did not know how to respond to the
behavior when it occurred. For example, Sharon
described her grandchild as, “He’s uncomfortable
with the surroundings and that’s why he starts to
self-talk. So I just try and reassure him that it’s
going to be okay.”  Christine stated, “He’ll do a
lot of things to purposefully get my attention, like
break something or turn on the TV, turn off the
TV, or start yelling.”  Luz stated emphatically that
Juan’s behavior was about attention, “24 hours he
wants my attention. And that’s the problem.
That’s why he breaks things, writes on walls, and
everything, he just wants my attention.”

The parents expressed their dilemma about
how to discipline. They were often aware that
their child did not understand family rules and
social expectations, but were distressed about hav-
ing a different set of consequences for their child

with disabilities. Many of the families shared with
us their belief statements about how they should
discipline and then remarked that it didn’t seem
to work for their child with disabilities. Kimberly
described her dilemma as, “I think I should pun-
ish her in the same way (i.e., as her sister), be-
cause they’re doing the same thing. But, then
again, I’m torn between, was she just imitating
this; I can’t punish her for that  . . .  choosing the
discipline is very confusing to me. I don’t know
what to do, because I know sometimes time-out is
a reinforcer, but it’s not always.”

Many of the families described their dis-
comfort with the child’s behavior in public. These
feelings of discomfort were intensified by the re-
actions of others in the community. One parent
shared that “people look and talk and stare and
whisper.”  The mother of Michelle, who has As-
perger’s syndrome, shared, “ . . .  she’ll start acting
so weird. And all of a sudden people look at you,
I mean, honestly, it would almost be easier if she
was physically deformed or had leg braces  . . .
because they would probably not stop. They
would say ‘Oh,’ and keep going.”  One of the
parents had to restrict her child’s access to out-
doors because he smeared feces on a neighbor’s
house and another parent said that she stopped
taking her child into the community because he
made odd noises and was disruptive.

Family Roles. In the majority of the families
we interviewed, the mother was the primary care-
giver for the children. Some fathers were de-
scribed as being willing to help although the
mother was ultimately responsible for the day-to-
day care. The mothers described themselves as the
child’s guardian or advocate. Maria poignantly de-
scribed this role by stating, “I used to say, ‘Well,
I’m just a parent’, and then I realized, wait a
minute  . . .  I am his voice. I speak for him. And
I am going to speak out.”   As we listened to the
mothers describe their family life, we began to
understand that these mothers viewed themselves
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as shielding their child from the outside world.
Carmen shared that she told one of her children,
“If we don’t love him (i.e., the child with disabili-
ties), nobody will. He only has our love, you
know, his immediate family, and that’s it. We can’t
expect other people to understand him or to love
him, it’s like our own little world.”

Many of the families were troubled by their
desire to be fair to the siblings of their child with
challenging behavior. Latasha described the reac-
tions of Devante’s older sister as, “She’s really
starting to get tired of it. She’s been really patient,
as much as a 6-year-old can, with trying to under-
stand, that O.K., Devante has just ruined the
cake by licking all the icing off, she’s been really
patient. But I think that now she’s starting to get
irritated by it.”  All of the families who had multi-
ple children faced dilemmas about how to disci-
pline the child with challenging behavior when
the rules and consequences were different for
their other children. Rashama worried that her
other two children may need support or counsel-
ing and reflected, “My other two kids are going
through some changes now, that I’m dealing with
too, and it’s getting harder and harder.” When the
interviewer suggested to Rashama that there were
sources of support including counseling that may
be available to her family, Rashama remarked,
“You look out the window and you see things that
you know is out there, but, you really don’t
know.”

Relentless Demands. The mothers we inter-
viewed poignantly described the difficult pace of
their lives and the impact of daily demands. These
demands may have been different for Luz who
was a single parent living on a very limited in-
come as compared to Kathy who had more re-
sources and worked part time. Despite those
differences, the demands were described as con-
stant. For example, Carmen shared with us,
“Everything is difficult. And then when you’ve
got other kids and they’ve got homework and
they’ve got to be at school on time and every-
thing. It’s just hard to put everything together . . .
because there’s so many kids, there’s the cooking,
there’s the cleaning . . . .” Carmen also shared,
“ . . .  at that point I was working full time, but I
couldn’t do it because I had so many appoint-
ments with Arturo, so then I cut my hours to part
time.”

Coping. The demands of family life took a
heavy toll on the mothers’ sense of emotional sta-
bility. Carmen shared, “Sometimes I spend a
whole day crying and then for months I don’t
cry.” Lenithia describes daily life as, “It’s tough
day-to-day, And it’s just like . . . my life belongs
to them.” Luz stated, “And there are times when
you’re just so emotionally and physically ex-
hausted that you just don’t want to do that any-
more. You just want to scream.” Kathy shared
with us the following reflections about when her
children were preschoolers and she felt the emo-
tional strain most acutely:

It was nuts. And it was a real strain on the fam-
ily . . . . I can remember just putting them all in
their car seats and driving and crying while dri-
ving down the street. Just thinking . . . well at
least they’re all in their car seats, and they can’t
go anywhere. And maybe someone will fall
asleep. And I would just drive. And I can re-
member seeing my girlfriend and told her, I
thought I felt like Jekyll and Hyde . . . and she
said, “Kathy you’re always so happy and loving.”
And I’m like, “And I’m dying inside.”

Many of the mothers described that their
lives were tremendously difficult, but that they
had developed ways to cope. Kimberly described
her reaction to stress as, “I think I have this turn-
off mechanism where I kind of have this tunnel
vision or something, and I blank everybody else
out . . . I just have to block everybody else out
and just say, this is what I’ve got to do.” Carmen
described her job as her haven from the challenges
at home: “My job was therapeutic for me. If I
could get away and forget about my problems and
then just go and concentrate on work and what-
ever problems were at work . . . .” Rashama, who
does not work outside the home, described her
difficulties in meeting the day-to-day challenges
in this way, “I anticipate when he comes home
(i.e., from school). I get anxiety attacks and every-
thing because I know it’s going to start again.”

Social Isolation. The difficulties associated
with the child’s persistent problem behavior and
the demands of daily life resulted in the family’s
social isolation. The majority of the families we
interviewed described themselves as having lim-
ited activities outside of the home due to the dif-
ficulties they encountered with their child who
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had problem behavior. Kimberly described the
difficulty in this way, “You don’t want to take her
to other people’s houses, because you’re kind of
scared of, ‘What’s she gonna do?’” Lenithia de-
scribed her rationale for not taking her son to her
friends’ homes in this way, “I have to watch him
constantly. And if I have to watch him constantly
I’m not really there. You know, I’m there but he
still has my attention at all times. And that’s not
comfortable.” Luz told us, “I don’t have a per-
sonal life, I don’t go out. I don’t do anything. I
work. Because I’m always tired and under stress.”
Carmen described for us how her family became
socially isolated, “It’s just growing up that has sep-
arated me with the outside world with Arturo, be-
cause you are limited to where you can go with
him, because of his behavior problems, which
didn’t exist when he was little.” She went on to
tell us, “We’ve sort of isolated ourselves from
everybody. And we’ve got to do the things that
we’ve go to do, we just do it for ourselves.”

Many of the families felt that their experi-
ence with disability set them apart from their
friends and family. Lenithia shared, “They say
that I dwell in it, and I probably do, but . . . I feel
that they’re on the outside lookin’ in and I’m in
and wish I could be on the outside.” Latasha felt
that her friends could not relate to her experience
of raising a son with autism. She stated, “My
friends have children of their own. And they’re
like just getting it about the regular stuff, much
less special needs or whatever. It’s not intentional,
but they just really don’t understand.” In a discus-
sion with the interviewer about the public’s un-
derstanding of disability, Carmen remarked, “We
didn’t know about it. It was a world we were
thrust into when Arturo was born.”

R E A C T I O N S  F R O M  T H E  

F A M I L I E S

Once these themes were developed and summa-
rized in writing, we provided the findings section
of this article to six representative families to see if
our interpretations accurately reflected their indi-
vidual family’s experience. The families agreed
that the article was reflective of their experiences
and provided us with additional information on
how they were doing and new challenges in their

lives (e.g., accessing after-school care and anxieties
about puberty). Kathy shared with us, “I could
hear my voice and was even drawn to tears when
re-feeling the hopelessness and despair.” Luz also
stated that reading the transcript “took her back”
and almost had her in tears. Lenithia concurred
that the paper reflected her experience and added
that she felt professionals should know that while
routines are very important to family life, some-
times the relentless demands make them difficult. 

D I S C U S S I O N  A N D  

I M P L I C A T I O N S

The perspectives of these families offer rich infor-
mation on the construction of families and the ef-
fects of problem behavior on family life. These
perspectives are not presented as indicators of
family pathology, nor are they meant to be repre-
sentative of other families in similar circum-
stances. We have presented these perspectives
because we feel that they provide insights regard-
ing the ecology of some families whose lives have
been touched by disability and problem behavior.

It is important to be explicit about the limi-
tations of these data. First, this study presented
the perspectives of only 20 family members who
live in an urban environment in a southeastern
city in the United States. The inclusion of more
family members from diverse communities may
have provided richer data and resulted in addi-
tional or different themes. Second, the findings of
the study are based on a limited set of interviews
conducted over a 6- to 9- month period of time
for each family. Data gathered over a more ex-
tended timeframe might provide better insight on
the rhythms of family life and changing dynamics
of family functioning. Finally, the data that were
gathered represent those perspectives that families
felt free or willing to share. Although the inter-
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viewers who gathered these data had developed
significant rapport and trustful relationships with
the families, it is likely that families may have
been unwilling to share some of their most inti-
mate concerns or challenges.

It is notable that families wanted to de-
scribe the early beginnings with their child and
most frequently initiated the sharing of this infor-
mation. It was our impression that the families we
interviewed felt a need to describe the onset of
their journey and felt that those difficult begin-
nings were relevant to their present-day circum-
stances. As families relayed those stories, they
were laced with descriptions of family stress due
to medical worries or the haunting feeling that
something was “not right” with their child. In
these conversations with families we developed an
appreciation for the chronicity of family worries
and challenges.

The families we interviewed had children
who were 3 to 12 years old who were enrolled in
special education programs. We were surprised
that these families responded to questions about
who provided support by describing the caring re-
lationships they had with friends or professionals,
rather than focusing on who had assisted their
child in making gains or achieving outcomes. It
was very apparent that these families treasured
and felt supported by individuals who had estab-
lished caring and intimate relationships. In addi-
tion, these families all placed tremendous value
on the opportunity to connect with other parents
who were struggling with similar circumstances

The families we interviewed described a
family life that was deeply and pervasively af-
fected by the child’s problem behavior. The entire
family system was engaged in multiple accommo-
dations in response to problem behavior. Those
accommodations included how family roles were
defined, family routines and activities, and the
sense of emotional well-being by family members
who were in primary care-giving roles. These fam-
ilies were changed as a result of the persistent and
overwhelming demands of physically intervening
with their child or worrying about their child’s
problem behavior. As researchers, we found it dif-
ficult to construct the prose that would ade-
quately convey the emotional, physical, and
structural impact of problem behavior on family

life. Problem behavior relentlessly affected family
relationships, physical circumstances, social net-
works, and daily activities.

I M P L I C A T I O N S  F O R  P R A C T I C E

The perspectives shared by these families echo
and expand on many of the themes described by
Turnbull and Ruef (1996, 1997) and Fox et al.
(1997). Research on family perspectives has re-
vealed that families whose children have disabili-
ties and problem behavior are experiencing very
difficult challenges with limited support. It is evi-
dent from these descriptions that assistance is crit-
ically needed. An important question for
policymakers and service providers is who can
provide these services (Schwartz, 1997; Singer,
1997). The challenges described by these families
call for family-centered partnerships in the devel-
opment and implementation of comprehensive
PBS (Lucyshyn, Dunlap, & Albin, 2002). Ser-
vices that are more traditionally provided, such as
parent training or educational planning, may not
be adequate in addressing the systemic needs of
the family (Paul & Frea, 2002).

These families have illustrated to us that
problem behavior has a very broad impact on the
family system, routines, and activities. Thus, it is
critically important to understand the unique
structure of the entire family system as we design
comprehensive interventions and supports. This
suggests a need for new and broader systems of
functional assessment that address needs in both
home and school environments, and the incorpo-
ration of intervention components that emphasize
contextual fit and longitudinal impact (Albin et
al., 1996; Dunlap, Fox, Vaughn, Bucy, & Clarke,
1997). These general notions are similar to those
expressed by a number of authors. For example,
from the perspective of assessment, Harry, Rueda,
and Kalyanpur (1999) advised that service
providers must engage in ecocultural analysis to
gain an understanding of the range and type of
activities to which an individual has access, and
then develop interventions with an understanding
of the unique social, interpersonal, and commu-
nity influences for each individual. This kind of
preintervention analysis is much more extensive
than the typical functional behavioral assessment
that is commonly prescribed. From the perspec-
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tive of intervention, Keogh, Garnier, Bernheimer
and Gallimore (2000) note that family accommo-
dations need to be more extensive as the problem
behavior often becomes increasingly severe as the
child grows older.

Problem behaviors clearly present a sub-
stantial and generally deleterious impact on all
members of a family system. The longer such be-
haviors persist, the more pervasive is their influ-
ence. The major contribution of the current study
is to highlight the extensive and pervasive role
that problem behaviors can have on family life.
The great challenge that lies ahead is to develop
an enhanced understanding of this phenomenon,
create valid methods for assessing family func-
tioning in relation to behavioral support, and
build effective strategies and resources for linking
family-focused assessment to family-centered in-
tervention and support.
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