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assTRAcT: 1 his study used several focus groups to examine culturally based variation in attitudes,
beliefs, and meanings of transition. Sixteen Latina mothers of young adults with disabilities partic-
ipated in the study, recruited from an agency serving low-income, predominantly Spanish-speaking
communities. Data analysis identified five primary themes: (a) basic life skills and social adapta-
tion, (b) the importance of the family and home rather than individualism and independence, (c)
the importance of the mothers role and expertise in decision making, (d) access to information;
and (e) dangers of the outside world. The overarching theme was a view of transition as home-cen-
tered, sheltered adaptation as opposed to a model emphasizing independent productivity. The find-

ings and the implications for future research and practice are discussed.

ransition is an important part of
the service system for students
with developmental disabilities, a
period during which young
adults prepare for life beyond
mandatory schooling (Blacher, 2001). During
this time, decisions about living arrangements,
further schooling, work placements, and the like
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must be made primarily by the young adult
(whenever possible) with the input of teachers,
school personnel, service agency representatives,
and parents (Kramer & Blacher, 2001).

Despite the key role of transition as both a
construct and a process in the service delivery sys-
tem, little is known about culturally based varia-
tions in attitudes, beliefs, and meanings of
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transition for those involved. The present article
begins to address this gap by providing a qualita-
tive look at these areas from a group of Latina
mothers of young adults with disabilities. Before
reporting on the study, we provide a brief review
of the concept of transition, and then discuss the
role of cultural issues and why a cultural perspec-
tive is needed in the field.

THE CONCEPT OF TRANSITION

Transition reflects a service delivery focus on the
pursuit of a productive, independent life (Rusch
& Menchetti, 1988), including domains such as
career choices, future social relationships, and liv-
ing arrangements (Halpern, 1985). Beginning no
later than age 14, each student now must have in-
cluded in the individualized education program
(IEP) a statement of the transition services that he
or she needs in order to prepare for such
postschool outcomes as employment, postsec-
ondary education, adult services, independent liv-
ing, and community participation (IDEA
Amendments, 1997), although the actual process
of transition can take place anytime from ages 14
to about 26.

AMBIGUITY, VARIATION, AND ALTERNATIVE
VIEwS OF TRANSITION

Transition planning for young adults with disabil-
ities can be more complex and ambiguous than
that involving nondisabled persons, the most ob-
vious difference being that transition decisions for
nondisabled young adults are generally informal
processes that occur within the locus of the fam-
ily, and interaction with larger social systems (i.e.,
colleges, workplace) are to some extent voluntary.
Nondisabled adolescents and teenagers gradually
assume responsibilities and roles that result in in-
creasing independence, and transition to adult-
hood is often marked by specific life events (going
away to college, marriage, employment, moving
from home). Although there may be variance, the
general expectation is that a nondisabled young
adult will become independent from the family at
some point. Successful transition of the young
adult with disabilities, however, is less clearly de-
lineated and is predicated on the notion of life-
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long support from family members, advocates,
and/or agencies.

Transition for both persons with and with-
out disabilities may be further complicated when
cultural differences are involved (Blacher, 2001;
Harry, Rueda, & Kalyampur, 1999; Lehmann &
Roberto, 1996). For example, there is some evi-
dence of cultural variation regarding “normal”
childrearing or family practices for young adults
without disabilities (Gallimore & Goldenberg,
2001; Magafia, 1999). In the special education
literature, studies have shown variation in the
meaning attached to disability (Blacher, 2001;
Geenen, Powers, & Lopez-Vasquez, 2001; Harry,
1992a; Kalyanpur & Harry, 1999) and to service
delivery systems and the values embedded in
them (Chavira, Lopez, Blacher, & Shapiro, 2000;
Gomez & Shapiro, 2000) from different cultural
perspectives. This work suggests caution in as-
suming the universality of values such as develop-
ment, life outcomes, family structures and roles,
parenting, independence, and individual achieve-
ment apart from one’s nuclear family that may be
implied in discussions of the concepts of normal-
ization and least restrictive environment.

An alternative view is that the notion of
transition can be seen as a social construction,
highly symbolic in ways that go beyond the more
mundane issues related to living arrangements
and economic support. A culturally relative
framework allows for variance in the underlying
values that define what is normal and desirable as
well as in the timing and degree of expected de-
velopmental changes.

A small body of work investigated the issue
of transition in different cultural settings.
Shapiro, Monzo, Rueda, Gomez, and Blacher
(2004) described Latina mothers’ perspectives re-
lated to the service delivery system surrounding
transition. Primary concerns of these mothers in-
cluded (a) poor communication with service
providers, (b) low effort on the part of service
providers, (c) negative attitudes of professionals
toward client-children, and (d) negative treatment
of parents by professionals. Although these moth-
ers adopted a role of advocacy for their offspring,
they did so in an alienated rather than a collabo-
rative fashion because of lack of trust and disillu-
sionment with how they and their children were
treated. The study also documented the mothers’
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belief in their role as central to the well-being of
their children.

In another study, Harry (1998) followed
seven culturally diverse families over a 4-year pe-
riod, focusing on socialization patterns and social
pathways of family members with a disability.
Harry documented the strong sense of family and
family decision making that cut across all of the
participants. Expectations for children’s develop-
ment were closely tied to cultural assumptions
about child rearing, family structure, and sibling
responsibility. In addition, families” values were
discrepant with values espoused in the field in
general and in legislation in particular around
areas such as personal choice, friendships, inde-
pendence, and equality of opportunity. Alchough
there was important variation among even the
small number of families studied, Harry suggested
that a “normal life” is a highly culturally influ-
enced concept about which the families held dif-
fering expectations compared with those for other
children without a disability.

It is unclear if the variance in values and
practices among different groups described in
these studies reflect economic, class, cultural, or
other influences, but it is clear that views about
the underlying values vary. On the one hand,
seemingly universal assumptions and meanings
regarding transition may be inappropriate when
applied to diverse populations (Geenen et al.,
2001; Meier-Kronick, 1993). On the other hand,
there is danger in making inferences about indi-
viduals based on group membership. This issue is
briefly addressed in the following section.

A NOTE ON CULTURAL MODELS,
CULTURAL PRACTICES, AND
CONTEXT

Gallimore and Goldenberg (2001) described cu/-
tural models as shared mental schema or norma-
tive understandings of how the world works, or
ought to work, including what is valued and
ideal, what settings should be enacted and
avoided, who should participate, the rules of in-
teraction, and the purpose of interactions. With
respect to services for persons with developmental
disabilities and their families, such models would
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help define what is normal, expected, and appro-
priate.

One problem with discussions of culturally
based beliefs and values is that often these are
treated as stable, context-free, and pervasive
among all members of a group. This presumed
homogeneity fails to capture the dynamic nature
of cultural beliefs and also fails to account for the
variability often seen among members of the same
cultural, ethnic, or racial group. However, Gal-
limore and Goldenberg (2001) noted that even
though a group may appear homogenous and
may widely share similar cultural models, these
shared models can produce varying cultural prac-
tices among members of the same group, depend-
ing on features of specific social contexts, and
these need to be differentiated. In the present
study, we focused on common themes in Latina
mothers cultural models related to transition, but
did not focus on cultural practices.

Way ARE CULTURAL DIFFERENCES
IMPORTANT?

A major reason for focusing on variations in as-
sumptions, beliefs, and values is the increasingly
diverse population as well as different outcomes
among groups. The recent Twenty-fourth Annual
Report to Congress on the Implementation of the In-
dividuals With Disabilities Education Act (U.S.
Department of Education, 2002) documented
that the racial, cultural, and language back-
grounds of students in America’s schools have
changed dramatically in recent decades. This is
also reflected in the population of students with
disabilities. The report noted that Hispanic stu-
dents exhibited the largest increase, being half
again as large in 2001 as in 1987 (14% vs. 9%).
There was more than a fourfold increase in the
percentage of students with disabilities who did
not use primarily English at home (3% to 14%).
Thus, growing numbers of students with disabili-
ties face the challenges of communicating in two
languages and accommodating two cultures, in
addition to the challenges posed by their disabili-
ties (U.S. Department of Education).

Failure of the service delivery system to ac-
count for this diversity in values and beliefs may
make transition more difficult for some groups
than for others. The National Longitudinal Study
(Blackorby & Wagner, 1996), for example, re-
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vealed that African American and Latino youth
with disabilities had greater difficulty than Euro-
pean American youth with disabilities finding
employment, and when they did work, earned
significantly less than European American work-
ers. Given these circumstances, it is important to
more closely examine variation among different
groups in order to refine the concept of transition
and the service delivery system that reflects it.
Work to date suggests that culturally relevant is-
sues need to be documented and considered in
order to facilitate the widest possible access to ser-
vices for all members of society.

PURPOSE OF THE STUDY

Although work such as Harry’s (1992a, 1998) ex-
amined developmental disability and service de-
livery issues from a cross-cultural perspective,
lictle work has been done on culturally based dif-
ferences specifically on transition for students
with disabilities and their families. In order to add
to what is known about this issue, we conducted a
qualitative study of Latina mothers’ views of tran-
sition and transition-related issues and compared
these views with the explicit and implicit assump-
tions in the current regulations and practices in-
volved around the concept of transition and
transition planning. We explored a wide range of
participants’ views of transition and the transition
planning process. We used these responses to
identify common themes in the cultural models
regarding transition-related issues of these Latina
mothers.

METHOD

PARTICIPANTS

Although the 16 mothers who participated in our
study were Latina mothers of young adults with
developmental disabilities, and all lived in low-in-
come predominantly Latino and Chicano com-
munities of the East Los Angeles area, it is
important to note the diversity of the participants
who fell under this umbrella. Two came originally
from Ecuador, 1 from Peru, and the remainder
had emigrated from Mexico except for 2 who
were born in the United States. The immigrant
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mothers had lived in the United States for some
time (between 8 and 40 years). Spanish was the
primary language of 14 of the mothers. The other
2 spoke Spanish but seemed more comfortable
speaking in English. Their ages ranged between
35 and 68. Their education levels varied. Seven
had completed 1 to 6 years of education, 3 had
completed 7 to 8 years of education, 2 had com-
pleted some high school, and 4 had some higher
education either at the college level or at a trade
school. Ten of the 16 mothers were married. Only
4 out of the 16 mothers were employed. Al-
though Latinos are often seen as a homogenous
group, there is often significant variability in
country of origin, length of time in the United
States, language proficiency and use, education,
employment, marital status, and so forth. Thus,
the variability among this group was not unex-
pected.

Work to date suggests that culturally rele-
vant issues need to be documented and
considered in order to facilitate the widest
possible access to services for all members

of society.

In age, their sons and daughters ranged be-
tween 14 and 31 years. All 16 young adults had
severe disabilities and lived at home with their
parent(s). Based on maternal reports, 7 were diag-
nosed with Down syndrome, 4 with autism, 3
with mental retardation (unspecified), 1 with
pachygyria (a genetic disorder), and one with mi-
crocephaly. Nine had not yet completed their
transition programs, whereas 7 had already transi-
tioned, or exited, out of the school system.

We recruited participants through a non-
profit community organization that provides sup-
port services to families of children with
developmental disabilities. A staff member from
the agency who had close interaction with the
families served assisted in recruiting Latino par-
ents who had children between 14 and 25 years of
age with severe developmental disabilities, our ini-
tial target range based on our estimate of the ap-
proximate age range during which issues of
transition would be salient. However, in order to
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secure a sample with the number and types of
young adults we sought (students with severe dis-
abilities), we went slightly above the initial target
age range. Participants received a $40 honorarium
immediately following their participation. Al-
though no emphasis was placed on which parent
was sought in our recruitment efforts (or perhaps
because of this), we secured participation only
from mothers.

Focus GRouP AS A METHOD OF
RESEARCH

Focus groups involve informal discussion among
a small group of participants who are asked to ex-
press their viewpoints or opinions on a particular
topic about which they have special expertise or
life experience. The objective is to explore experi-
ences and beliefs rather than to reach consensus
(Carney et al., 1998). They can be particularly
useful in encouraging participants to provide can-
did, complete, and in-depth responses. Because
responses from participants are shared or dis-
cussed, more diverse, and often more nuanced,
opinions are gathered than what would be possi-
ble to obtain with an individual interview.

DATA PROTOCOL AND COLLECTION

The research team used a question protocol
(Shapiro et al., 2004), translated by a Latina
member of the team who was familiar with the
local community, and this translation was then re-
viewed by other bilingual team members. Themes
addressed included participants’ definitions of
transition, involvement with social service agen-
cies, their rights to support services, the impact of
transition on the young adolescent with severe
disabilities and his or her family, differences and
similarities of transition between children with se-
vere disabilities and their nondisabled siblings,
and out-of-home placement.

A familiar and comfortable setting was
sought for the meetings, and a back room in a
local church was identified by the community
agency that assisted in recruiting participants.
Focus groups were conducted approximately 2
weeks apart. Each one was about 3 hr in duration.

Three focus groups were conducted. The
first group included 4 participants and was con-
ducted bilingually, with much code switching
(Zentella, 1997) and repetition in both languages.
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Only 2 participants of the 6 recruited arrived for
the second focus group, held entirely in Spanish.
The third focus group had 10 participants, a
larger than optimal size that was related to over-
recruitment based on the experience with the sec-
ond group. A bilingual Latina doctoral student
with experience conducting qualitative interviews
and focus groups with other Latinas/os from simi-
lar communities facilitated all three focus groups.
A second bilingual Latino researcher, who was
also present at all of the focus groups, took careful
field notes while the discussion was taking place.

Focus group discussions were primarily in-
formal in nature. Following recommendations by
other cross-cultural researchers to adopt a recur-
sive, open-ended approach in interviewing
(Blakely, 1982) and an innovative interviewing
style with elements of “la platica” (social conver-
sation; Moll, Rueda, Reza, Herrera, & Vasquez,
1976), the interviewer willingly engaged in dis-
cussions with participants of issues not directly re-
lated to the research project and proceeded at the
pace and response sequence of the respondents.
All focus groups were audio recorded and later
transcribed and translated verbatim. The bilingual
members of the research team reviewed all tran-
scripts for accuracy

DATA ANALYSIS

Data analysis took place simultaneously with data
collection. Debriefing sessions were held after
each focus group session to begin to identify cate-
gories and themes in the data. In addition, writ-
ten transcripts were reviewed several times by all
investigators.

Transcript data were compared both within
and across groups. Initial ideas, themes, and cate-
gories were first identified using open coding
(Vaughn, Schumm, & Sinagub, 1996), then frac-
tured and recoded using axial coding to make
connections between categories and subcategories
that reflected more generalized themes and pat-
terns. Finally, themes were used to form a
grounded theory (selective coding) that clarified
concepts and allowed for interpretations and con-
clusions (Gilgun, Daly, & Handel, 1992). The
goal of analysis was to identify patterns, make
comparisons, and contrast one set of data with
another in order to explore the cultural models
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and issues surrounding transition for these Latina
mothers.

MAJOR THEMES

Data analysis identified five primary themes sur-
rounding transition for these participants: (a)
basic life skills and social adaptation, (b) the im-
portance of the family and home rather than indi-
vidualism and independence, (c) the importance
of the mother’s role and expertise in decision
making, (d) access to information, and (e) dan-
gers of the outside world. The overarching theme
that emerged from the data was mothers’ view of
transition as home-centered, sheltered adaptation as
opposed to a model emphasizing independent
productivity. Each of these issues, as well as the
overarching construct, is discussed in more detail
in the following section.

A Focus oN BAsIc LIFE SKILLS AND
SOCIAL ADAPTATION

The empbhasis of the analysis was on exploring
participants’ definitions and associations with the
term transition. A consistent theme was Latina
mothers’ salient concerns for their sons’ and
daughters’ continued development of basic life
skills. Although work placements and employ-
ment considerations were addressed, they were
primarily seen as a vehicle for continuing school
placement and further development of basic life
skills. These mothers placed a high priority on the
development of life skills such as bathing, fixing
light meals, and so forth. However, the develop-
ment of these skills was not discussed in terms of
a final goal of independent living, but rather in
terms of increased independence with respect to
hygiene and personal self-help in the context of
existing living and care arrangements. As the fol-
lowing (translated) example suggests, mothers
were clear that they were primarily concerned that
their young adults with disabilities become more
self-sufficient in terms of their personal needs.
Olga, “I want her to wash her own plates, make
her bed, take a bath, daily things that she can do
by herself. I would like her to learn how to cook,
just small things.”

A related subtheme for these mothers was a
strong preoccupation regarding their young
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adult’s social development, especially ways to han-
dle relationships with the opposite sex, sexual cu-
riosity or feelings, and aspects of developing
friendships. For example, one mother explained
the frustration and ambivalence she felt about her
son’s growing sexual curiosity and her fear that he
might not realize that this is a private matter; she
worried how he might handle this curiosity at his
work placement where she was not present. An-
other mother expressed concern over her daugh-
ter’s growing romantic feelings for her
brother-in-law. She explained that she had tried
many times explaining to her that her brother-in-
law was her sister’s husband and that he cared for
her like a sister. However, the daughter did not
seem to understand the differences in feelings or
how to act appropriately with the brother-in-law.
A problem perceived by the mothers was that
their young adults were increasingly showing in-
terest in romance and in social activities such as
going to parties, and they discussed a need for
support in handling these issues.

INDEPENDENCE AND THE ROLE OF THE
FamiLy AND HOME

For the mothers in the focus groups, the marker
for independence and the time for their children
to make their own decisions was 7ot when they
left school and entered young adulthood, but
rather when they left home, a developmental
milestone primarily associated with marriage.
Until such time, mothers felt that their children
were not free to make their own decisions merely
because they might be adults under the law. The
notion of having one’s young adult go off on his
or her own was not part of the mindset of these
mothers, irrespective of whether a developmental
disability was involved, and this value was often
referenced to their own experiences growing up,
as illustrated in the following (translated):

Olga: Never. I have never said that to my daugh-
ter. I told her, “When your own daughters are
grown, never tell them to leave, because that is
very Anglicized.” And among Latino families,
no, on the contrary, my father used to tell me,
“Why do you want to be going out all the time?
You have your house here.”

The home was seen as the appropriate resi-
dential setting for the young adult with develop-
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mental disabilities, but it was also seen as a safe
haven in the event of something happening to the
mother. The care of their young adults with dis-
abilities was viewed as the mother’s own responsi-
bility while she was alive, and the responsibility of
another family member if she was no longer able
to provide care. Several mothers noted plans for
siblings to take over the young adult’s care when
the mother died, but some were unsure about
their nondisabled child’s willingness or ability to
care for the young adult. In any case, independent
living as an option for the young adult with dis-
abilities was discussed and considered a ludicrous
and inappropriate concept by most of these
mothers.

THE MOTHER’S ROLE AND EXPERTISE IN
DECIDING TRANSITION ISSUES

Another dominant theme was the mothers’ strong
belief that no one would be able to care for their
children with disabilities better than they did
themselves. These mothers perceived themselves
as more knowledgeable about their children and
better able to make decisions about work place-
ment and living arrangements for their children
than the professionals involved. The mothers’ de-
cision-making role also superseded any decision
making on the part of the young adult with dis-
abilities. Although mothers felt it was important

These mothers perceived themselves as
more knowledgeable about their children
and better able to make decisions about
work placement and living arrangements
for their children than the professionals

involved.

to ask their young adults their opinion and to
take their desires and preferences into considera-
tion, also felt that
parents—should make all final decisions about

mothers they—as
transition planning,

It is interesting to note, however, that de-
spite their determination to maintain control of
the transition decision-making process, these
mothers felt that their children were often much
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more capable than professionals realized. Indeed,
mothers often referred to their children with dis-
abilities as “normal” or “very intelligent.” For ex-
ample, consider the way this mother, Reina,
described her son to us (translated from Spanish):

He is a very handsome young man and he is at-
tending the Easter Seals and his functional level
is basically a moderate mental retardation, very
intelligent. He has the functions, that he is a
normal young man. He has been diagnosed like
a boy of 6 and 8 years old, but that diagnosis
was done in 1987, but I see that my boy is more
mature, that is, that he doesn’t represent that
age.

This belief in their offspring’s competence
was often at odds with how professionals per-
ceived these young adults—as only disabled,
without particular strengths, and incapable of
performing any meaningful life tasks, as illus-
trated in the following (translated):

Luisa: I sometimes think that the personnel
working with our children, I think they don’t
treat our young children as serious.

Rosa: Yeah, I agree with you.

Luisa: Even when you hear them having a con-
versation like they’re talking to a baby and I
think that’s hard, you know.

However, the important point to under-
stand is that mothers wanted professionals to see
the strengths and capacities of their children not
so they could be autonomous decision makers,
but so they would be treated with respect and car-
ing. Mothers saw themselves as the appropriate
decision makers and regularly complained that
their expertise and experience were considered less
valuable than the academic knowledge of profes-
sionals such as teachers and agency workers. For
example, one mother recounted a story in which
her son became very excited and aggressive with
his sister (who herself was studying in the area of
special education) during a family outing. The
mother explained to her daughter that she knew
how to manage her son best, and how to mini-
mize his tendency toward aggression (example
translated from Spanish): “Look Tere, I think that
here I have something [more knowledge] over you
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because I know how and I tell you that when you
see him nervous don’t say anything to him.”

The mother explained, however, that the
daughter had not heeded her warning, discount-
ing her insights, and had attempted to rush her
brother thereby making him nervous in a large
crowd; indeed, her son had reacted aggressively
just as she feared.

ACCESS TO INFORMATION

As previously mentioned briefly, many mothers
discussed needing additional information about
transition issues, particularly with respect to ser-
vices. We did not learn of any mothers who had
been able to find services that adequately dealt
with their many concerns. Some of the mothers
suggested that parent groups would be especially
beneficial, where they could learn from each
other, discuss their particular situations, and get
advice from other mothers.

The desire for access to information was
based on both a desire to receive useful services
relevant to their children’s needs, but also on a
mistrust of service providers’ motives. In one
focus group, for example, a point of discussion
was that professionals sometimes encouraged the
young adult to adopt the professionals’ position
regarding independent living, even though it
went against the mother’s beliefs.

A significant concern of these mothers was
the poor communication between themselves and
caseworkers, teachers, and other professionals,
which was due in part to the fact that many felt
that they lacked information regarding transition
planning and service options. Some mothers be-
lieved that parent involvement in the transition
decision-making process was only perfunctory
and that many professionals preferred mothers to
be Jess informed and less involved. As evidence for
this, some mothers noted that parents lacked vi-
able sources of information, in Spanish, regarding
work placements and other transition services.
Some mothers indicated that the professionals
they dealt with objected to being questioned re-
garding the details of the services they were pro-
viding, and that they resented mothers making
suggestions about the quality and type of transi-
tion services desired. The sense was that increased
information would lead to empowerment in deal-
ing with professional service providers, even
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though it might also have negative consequences
for interactions with those same providers. As one
mother articulated (untranslated):

When a parent starts getting too smart and re-
ally learning the system then you little by little
become a persona non grata wherever you go be-
cause you do know the system, you do know
your rights and they like resent it.

An important obstacle to parents making
informed choices regarding transition seemed to
be the lack of availability of information in Span-
ish. Yet mothers pointed out that even having ma-
terials translated into Spanish would not remove
all barriers, as many immigrant mothers may not
have sufficient reading skills to comprehend the
often complex language used.

DANGERS OF THE OUTSIDE WORLD

A final theme was a generalized fear of the dan-
gers of the world outside of the family setting, in
particular the perceived lack of adequate supervi-
sion in work placements. Prior to the transition
from school to work, most young adults were
housed within the school facility; posthigh school
work placements often involved activities that

[A] point of discussion was that profes-
sionals sometimes encouraged the young
adult to adopt the professional’s position
regarding independent living, even
though it went against the mother’s be-

liefs

took them out into the community. Some moth-
ers felt that there was significantly less supervision
in these work placements than there had been at
school.

Related to this concern was the possibility
of discrimination against young adults with dis-
abilities, because work placements often involved
having the person with disabilities become inte-
grated into the community with nondisabled per-
sons, where the same levels of protection and
sensitivity offered at school were not always ob-
served. A number of stories of discrimination
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were shared among the mothers. They were espe-
cially concerned about their young adult’s feel-
ings, commenting that the young adults were
aware of being discriminated against. The follow-
ing excerpt (untranslated) provides an insight into
these concerns:

Carolina: Yoli was accused one day at Pavilions
of stealing because we were grocery shopping
and I told Yoli, “Go and get that tuna.” So she
went and, you know, she looked and these kids,
they look, and they look kind of suspicious. And
she always has a handbag. So, anyway, she
brought the cans and put them in. And the boy
that works there in the grocery part came and
said that the guard had been watching her and
for me to look in her bag because he felt that she
had stolen something and put it in there. Well
to look into her bag was quite a problem be-
cause she got offended. We showed the guy that
there was nothing in there.

Luisa: They didn’t let me in to Marie Callender’s
because Jennifer’s wheelchair was taking up too
much room.

Thus, for the mothers in this study, the
community involvement aspects of transition
often represented negative and dangerous experi-
ences because of both insufficient supervision
(compared to earlier school settings) and discrimi-
nation against persons with disabilities.

DISCUSSION

There is an implied model in the laws and poli-
cies regarding transition that assumes that the
problem-solving process is collaborative, that the
partners in the collaboration are well-informed
and knowledgeable, and that the values and goals
of all parties correspond. In addition, there is an
assumption that all partners in transition value
normative timelines and goals focused on inde-
pendent functioning and productivity. In previ-
ously reported research (Magafia, 1999; Shapiro
et al., 2004), it has been suggested that these as-
sumptions do not hold up well, particularly from
the perspective of Latina mothers. This study pro-
vides further evidence that there may be multiple
perspectives on transition, some of which may
conflict with the views of transition implied in
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various official policies and definitions. In the
present study, as noted earlier, the view of transi-
tion reflected was based on a model of home-cen-
tered, sheltered adapration as opposed to a model
emphasizing independent productivity. In dis-
cussing these findings of the study, we first focus
on the specific themes that emerged as well as two
more general issues. These two issues concern the
homogeneity in the views expressed by partici-
pants and the issue of whether the present find-
ings are universal or culturally specific.

BAasIic SKILLS AND SOCIAL ADAPTATION
VERSUS PRODUCTIVE WORK

In the United States, in general, much emphasis is
placed on what one does with respect to work and
how one’s work relates to one’s identity. However,
these mothers did not view employment, now or
in the future, as a major aspiration for their young
adules with disabilities. We found that, contrary
to a common focus in the transition planning on
vocational experiences and work placements, the
absence of discussion about future employment in
our focus groups suggested that these mothers did
not consider work placements or employment as
particularly pertinent issues. Rather, when em-
ployment settings were discussed, it was with ref-
erence to an extension of school and an
opportunity to continue basic skills training, or
else as a source of apprehension because of the
perception of various dangers.

THE IMPORTANCE OF THE FAMILY AND
HOME VERSUS INDIVIDUALISM AND INDE-
PENDENCE

Another aspect of transition planning typically in-
cludes an emphasis on the individual student’s
concerns and desires. This is based on the as-
sumption of shared decision making and on the
view that high school students should be involved
in decision making about their own transition.
However, these mothers did not speak often of is-
sues reflecting independence or individualism,
nor did they view these concepts as synonymous
with young adulthood. Mothers’ expectations,
even for their nondisabled offspring, did not favor
independent living arrangements without clearly
sanctioned transition points such as marriage.
Given these mothers’ sentiments regarding their
children without disabilities, independent or
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group living arrangements for their children with
disabilities (an option often introduced and rec-
ommended by professionals in the course of tran-
sition planning), was inconsistent with their
beliefs and values.

THE MOTHER’S ROLE AND EXPERTISE IN
DECISION MAKING VERSUS THE PROFES-
SIONAL’S

Previous research (Shapiro et al., 2004) suggested
a strong sense of dissatisfaction of Latina mothers
with respect to the service delivery system and
with service providers. Variance in the values and
understandings of transition decision making may
be partially at the root of this dissatisfaction. In
these focus groups, mothers clearly felt that they
had greater expertise than did professional service
providers about their individual children. More-
over, the emphasis on collaborative decision mak-
ing and the importance of the views of the young
adult with disabilities were not as much a priority
as they may have been for service providers or as
implied in the law. At the same time, lack of con-
fidence in service providers also led mothers to
believe that professionals underestimated the
competence of their offspring, which resulted in
disrespectful and uncaring attitudes and behavior
toward the children.

ACCESS TO INFORMATION AS A SAFEGUARD
VERSUS A PLANNING TOOL

The desire for more information on the part of
mothers was tempered by a mistrust of service
providers and the service delivery system in gen-
eral. Although access to information was seen as a
tool to pave the way for increased services, it was
also seen as a form of protection from motives of
service providers that might not be in the family’s
best interests. This is consistent with the notion
of “alienated advocacy” (Shapiro et al, 2004) in
which adversarial interactions between families
and service providers are based on mothers’ per-
ceptions of unfriendliness, aloofness, and lack of
sympathy on the part of professionals. While on
the surface it might appear that lack of access to
information might be addressed by more creative
outreach efforts on the part of service providers,
the underlying dynamics of the concern suggest
that a more fundamental issue is at stake. This is
consistent with earlier work that discussed profes-
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sional service providers’ attitudes that devalue or
dismiss parental insights and observations
(Kalyanpur, 1998).

DANGERS OF THE OUTSIDE WORLD

Transition policies often seem to assume that pro-
ductive involvement in the community is a criti-
cal outcome of successful transition. Yet for these
mothers, successful transition was not indexed by
increased interactions with the larger society. In
fact, the community involvement aspects of tran-
sition often represented negative and dangerous
experiences because of both perceived insufficient
supervision (compared to earlier school settings)
and possible discrimination against persons with
disabilities. An interesting issue, not explored
here, is the extent to which these beliefs and atti-
tudes reflect these mothers’ own experiences and
interactions with the larger society and social in-
stitutions.

Whereas transition is often seen as a unitary
phenomenon, there may be multiple dimensions
or levels of transition (Harry, 1992a, 1998). As
suggested earlier, for example, transition marks
changes for the individual with a severe disability
on at least the following dimensions: (a)
social/personal development (moving from being
cared for toward independence), (b) roles within
the family (from child/adolescent to adult), and
(c) role within the service delivery system (from
student to productive worker).

A fundamental issue underlying these di-
mensions of transition is the target of interven-
tion and how it changes over time. Although the
service delivery system might emphasize a family
focus for young children with a disability, the im-
plied expectation is that the target would increas-
ingly focus on the young adult with
developmental disabilities. This is consistent with
the goals of increased independence, productive
and supportive employment, and integration into
the larger community. However, this same shift
did not appear in the discussions of these moth-
ers. Rather, the focus appeared to be a consistent
emphasis on the home/family, similar to what
others have found (Harry, 1998). A strong view
expressed was that the well-being of the family
member with the disability is not separable from
that of the family, and that independence is
marked by shifts in specific roles of family mem-

Summer 2005

Downloaded from ecx.sagepub.com at TEXAS A&M UNIV on September 2, 2016


http://ecx.sagepub.com/

bers (such as marriage). Although transition may
have represented a structural shift for the young
adult with a disability (e.g., from school to work),
for these mothers and families, it did not neces-
sarily represent a role shift for the mother or
young adult. With the increasing diversity repre-
sented in the special education system, it will be
important to examine more systematically and in
different contexts the most appropriate ways to
assure the best outcomes and to achieve the “pos-
ture of reciprocity” advocated by Kalyanpur and

Harry (1999, p. 498).
DISSENTING VOICES IN THE DATA

There was a strong pattern of uniformity in the
responses of the participants and the themes gen-
erated through the analysis. Although this may
seem unusual given the variance in the back-
grounds of the mothers, it is consistent with the
cultural models versus cultural practices distinc-
tion described earlier in this article. Despite indi-
vidual, educational, linguistic, and immi-
gration-related differences, these mothers shared a
general cultural model that influenced their
thinking in similar directions on broad issues
such as individual autonomy versus family, pro-
ductivity versus self-care, and so forth. Whereas
significant differences might not be expected at
this general level of cultural models, significant
differences among participants would be expected
at the level of specific cultural practices. That is,
had this study investigated what these families ac-
tually do within their individual local ecological
settings, considerable variance might be antici-
pated. Economic necessity or family circum-
stances such as death or divorce, for example,
might lead to cultural practices that may appear
to conflict with the underlying cultural models.
We argue that inferences about cultural practices
should not be made based solely on information
about general cultural models. This is an impor-
tant limitation in the present study that needs to
be highlighted. Although we are confident that
we were able to elicit key aspects of these mothers’
cultural models, we did not investigate cultural
practices. Thus, even though there was a great
deal of consensus about features of the cultural
models, because specific cultural practices were
not investigated directly, there may be significant
variance in individual practices in different social
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contexts. Future studies should focus on both as-
pects.

UNIVERSAL VERSUS CULTURALLY SPECIFIC
PATTERNS

The question might be raised as to whether the
themes identified in this study are unique to the
Latina mothers who participated in the focus
groups, or whether they express more universal is-
sues. To some extent, it is indisputable that most
parents, regardless of cultural background, and re-
gardless of their children’s abilities or disabilities,
want their children to acquire basic self-care skills,

We argue that inferences about cultural
practices should not be made based solely
on information about general cultural
models.

develop social relations, and find productive (and
even meaningful) work. Most parents value the
family, but also allow a certain level of individual-
ism and independence in family members. Like-
wise, most mothers feel that they have important
knowledge about their own children, although
they are usually willing to listen to the perspec-
tives of others with special expertise, such as
teachers, physicians, or pastors. Parents also re-
gard information about how systems work, and
options available to their children, as useful in
planning their children’s futures as well as in pro-
tecting their children’s interests. Finally, there are
probably few parents who do not appreciate that
the world is a place of some danger, but neverthe-
less recognize that their children must somehow
venture into it at some point. Therefore, we argue
that differences are a matter of empbhasis, rather
than absolutes.

What was striking to us as researchers was
the lack of a shared perspective between these
mothers and the system designed to help them
and their children. (It should be recalled that we
did not attempt to assess the personal values and
beliefs of system caseworkers, many of whom
were Latinos themselves. We did form the impres-
sion that regardless of variability in personal be-
liefs, in their professional roles as caseworkers and
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teachers they tended to represent the assumptions
and priorities of the system that employed them.)
In every instance concerning the major themes we
identified, the orientation of the mothers and of
the service delivery system appeared to be at odds.
Where the system stressed productivity, and put
less attention on social development, to mothers
productivity was a pleasant, but rather irrelevant
afterthought; their real worries focused on the
need to encourage socially appropriate interac-
tions in their children. Where the system repeat-
edly tried to view the young adult child as an
autonomous individual, mothers found this ap-
proach a disturbing violation of their view of the
child as embedded in the family. Whereas to the
system, privileging of professional expertise seems
correct, mothers felt their personal knowledge of
their children was devalued and ignored. The sys-
tem tends to regard information as value-neutral,
but to the mothers it was not simply a technical
tool, but a protection and at times even a weapon
that could be used to ward off those who did not
appear to have the best interest of their child at
heart. Although many recognize the sometimes
considerable risks encountered in the larger soci-
ety, most generally assume that all people must
take their proper place in that society. The moth-
ers of this study reacted quite negatively to this
assumption, and challenged its relevance and ve-
racity.

We believe that families coming out of the
dominant cultural model that helped to shape the
present service delivery system for persons with
disabilities will be more likely to place emphasis
on similar values. Although generalizing is always
risky when speaking about particular cultural
groups, we speculate that these families will tend
to recognize, be comfortable, and agree with val-
ues of productivity, independence, expert knowl-
edge, information as a tool, and assimilation into
the larger society. Although we would expect sig-
nificant variation in terms of how these particular
themes of the dominant cultural model are trans-
lated into cultural practices for specific subgroups
or specific families, we also suggest that partici-
pating in a shared model creates a greater sense of
safety in families, therefore less alienation and less
resistance. For the mothers in our study, the lack
of a shared model appeared to lead to confusion,
misunderstanding, and isolation.
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CONCLUSION

Care should be exercised in generalizing these re-
sults to parents of young adults with disabilities in
general or even to other Latina mothers. We can-
not claim to have identified a representative sam-
ple of the population of Latino families who
receive services. The sample was recruited from a
community agency and was drawn from those
who were known to the agency, willing to partici-
pate, and able to attend the sessions. Focus
groups, by design, are not representative, nor
should any attempt be made to generalize from
them.

In addition, the perspective of service
providers, fathers, and other family members are
not represented here, and may provide different
ways of understanding the issues discussed. A
more systematic exploration of the dynamics of
the transition planning process with both service
providers and the entire family would be useful.
However, taken together with earlier work with
similar populations (Harry, 1992b; Kalyanpur &
Harry, 1999; Zetlin, Padron, & Wilson, 1996), it
is reasonable to hypothesize that problems con-
tinue to exist in Latina mothers’ perceptions of,
and satisfaction with, the service delivery system
in special education in general and in terms of
transition in particular. As other investigators
have noted in a point of great relevance to the
present study, “How one defines ‘successful adult-
hood,” the end goal of transition planning, is de-
termined by culture-specific values and
expectations about many important issues, such
as work, community integration, role expecta-
tions, and social functioning” (Geenen et al.,
2001, p. 266). The issues of values, beliefs, and
cultural models represented in the diverse clien-
tele served by the special education system remain
an important area of investigation as a means of
assuring equal access and meaningful collabora-
tion for all young adults and their families. Fi-
nally, there are currently no lifespan perspective
studies that investigate these issues. The existing
studies, taken as a group, present an interesting
cross-sectional view, but it would be valuable to
investigate the development and change over time
in mother’s beliefs, values, and perspectives as a
result of ongoing contact with the service delivery
system.
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