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ABSTRACT: TMs study inquired into the meaning of family-professional partnerships from the per-

spective offapanese families of children with disabilities. Data were collected from 30 mothers who

participated in focus groups and/or interviews infapan. Qualitative data analysis guided identifi-

cation of four themes. The study's contributions are discussed in relation to not only fapanese soci-

ety, but also to the global community including the United States. The study's implications for

developing partnerships with culturally diverse families also are discussed.

T
he current trend in Japanese spe-

cial education and social welfare

fields is best characterized as a

transition to the new era. Japanese

governmental departments that

oversee these two fields have published reports

announcing their policy reform frameworks and

restructuring plans (Ministry of Education, Cul-

ture, Sport, Science, & Technology Japan, 2001,

2003; Ministry of Health, Labour, & Welfare of

Japan, 1998). The special education field (as well

as other disciplines) in the United States has also

undergone a significant paradigm shift that in-

volves rethinking ways to deliver services and

work with families of children with disabilities.

Special education and social welfare fields in the

United States have embraced the concept of fam-

ily-centered practice that values family choice and

believes in the family's inherent strengths and ca-

pabilities (Allen & Petr, 1996). These disciplines

have also embraced the concept of family-profes-

sional partnerships, which values equality (Allen

& Petr; Blue-Banning, Summers, Frankland, Nel-

son, & Beegle, 2004; Cunningham & Davis,

1985; DeChillo, Koren, & Schultze, 1994; Turn-

bull, Turbiville, & TurnbuU, 2000), interdepen-

dence (Bond & Keys, 1993; Cunningham &

Davis; TurnbuU & Turnbull, 2001); and joint de-

cision making as well as mutual benefit (Dunst &

Paget, 1991; Turnbull & Turnbull).

Close examination of the Japanese govern-

ment's restructuring plans reveals two emerging

needs regarding family-centered philosophy and

family-professional partnerships. First, little

consensus exists between special education and

social welfare about how the family is considered

within their policy and service-provision frame-

works. In a report that describes a new frame-
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work within the Japanese special education field,

families are barely visible (see Ministry of Educa-

tion, Culture, Sport, Science, & Technology

Japan, 2001, 2003). The report lacks the perspec-

tive of family support and involvement and sees

the decision-making power of families as subordi-

nate to that of professionals. In contrast, the

Japanese social welfare field has adopted a per-

spective similar to the family-centered philosophy

in the United States that attends to the whole

family as a unit to be supported (Nakano et al.,

1998). It has also adopted the principle of con-

sumerism and gives consumers power to choose

services (Ministry of Health, Labour, & Welfare

of Japan, 1998). This lack of consensus between

special education and social welfare will likely

confuse families who interact with both worlds.

Special education and social welfare fields

in the United States have embraced the

concept of family-centered practice that

values family choice and believes in the

family's inherent strengths and capabilities.

The second need addresses working rela-

tionships between families and professionals. Al-

though the report on the social welfare

restructuring plan addresses "equal relationships

between people who provide services and who re-

ceive them" (Ministry of Health, Labour, & Wel-

fare of Japan, 1998), as one of its seven goals, no

further discussion occurs on what "equal relation-

ships" mean and what is needed to establish

them. Additionally, there is a void of research-

based information and knowledge to foster such

discussions. The absence of research and discus-

sions on desirable family—professional partner-

ships is even more significant in special education

in the new framework report, which lacks any at-

tention to this issue. A literature search of several

major Japanese research databases confirmed the

significant shortage of research related to partner-

ships between families of individuals with disabil-

ities and professionals. In spite of such low

attention from policymakers and researchers, fam-

ily-professional partnerships are considered an

important factor in the context of service delivery

and often become the focus of informal discus-

sions among people involved in the partnerships

(e.g., Kodama, 1998). Moreover, considering that

services and political actions ultimately will be

carried out through human relationships, the

need to strengthen research-based knowledge and

discussions related to this issue should be a prior-

ity.

Adopting family systems theory (TurnbuU

& TurnbuU, 2001) and ecological theory (Bron-

fenbrenner, 1979) as a theoretical basis, this study

considers the family an important stakeholder

who significantly influences the child's develop-

ment, which, in turn, affects each family's unique

operation. Embracing such a view, the primary

purpose of this study was to qualitatively inquire,

from the perspectives of families, into the mean-

ing of desirable partnerships between families of

young children with disabilities and professionals

who serve those children in Japan. Thus, this

study's primary research question is: What does it

mean for the family of a child with disabilities in

Japan to have a good relationship—a desirable

partnership—with professionals who serve their

child? Additionally, as a long-term outcome, it

was anticipated that such an inquiry would also

have implications for practices in the United

States for developing family-professional partner-

ships with culturally diverse families.

METHOD

PARTICIPANTS

In order to maximize the scope and range of in-

formation obtained (Lincoln & Guba, 1985),

three sites were selected. These sites reflected var-

ied patterns and availability of special education

and other disability-related services and systems,

and different geographical characteristics (i.e.. Site

Y is the second largest city in Japan adjacent to

metropolitan Tokyo, Site M is a growing com-

muter town close to a metropolitan area, and Site

F is in the northern part of Japan where isolation

and informational lag are more common than in

the other two sites). The focus of this study was

not, however, to identify site-specific differences.

Rather, it concerned patterns cutting across three
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sites to derive a generic understanding of the

meaning of desirable family-professional partner-

ships from the perspectives of families in Japan.

Future research may examine such site-specific

differences.

Following the "purposive sampling" (Lin-

coln & Guba, 1985, p. 199) plan of qualitative

inquiry as well as the "snowball sampling" (Lin-

coln & Guba, 1985, p. 233) strategy, participants

were recruited through several mediators. These

mediators were parents presumed to have strong

contacts with other families. This presumption

was based on the first author's experiences of ei-

ther having known them personally or having

found them identified as leaders in parental orga-

nizations listed on an Internet search. Through

these mediators, information packets that con-

tained details about the study were distributed to

potential participants. Criteria for recruiting par-

ticipants included (a) being a family member of a

young child (birth to approximately 12 years of

age) with a disability, (b) interacting with profes-

sionals frequently, and (c) living in one of three

targeted sites. Thirty mothers (8 from Site Y, 10

from Site M, and 12 from Site F) participated.

Although the study did not intentionally exclude

fathers and other extended family members, the

recruitment criteria resulted in all participants

being mothers. Tables 1 and 2 summarize demo-

graphic information of participants and their chil-

dren with disabilities.

DATA COLLECTION

Data were collected through focus groups/inter-

views, member checking, and follow-up contacts.

First, focus groups (Brotherson, 1994; Krueger &

Casey, 2000) were held at each of three targeted

sites in the summer of 2001 and included 28 par-

ticipants (8 at Site Y focus group, 8 at Site M, and

12 at Site F). The remaining 2 participants out of

the 30 mothers, both from Site M, could not at-

tend a focus group because of schedule conflicts.

Interviews with the 2 participants who could not

attend were arranged and conducted using a pro-

cedure similar to the focus group so they could

participate in the study. Each focus group and in-

terview lasted about 2 hours. The first author

served as a discussion facilitator. Each meeting

was comprised of three phases: warm-up, discus-

sion, and conclusion. A Focus Group Guide that

outlined each phase and basic procedure was de-

veloped in advance and was based on related liter-

ature (e.g.. Park & TurnbuU, 2001; Skrtic, 1985).

(The Focus Group Guide is available from the

first author on request.)

During the initial warm-up phase, the par-

ticipants briefly introduced themselves. The se-

nior author, who served as a facilitator, reminded

participants of the meeting's primary purpose. At

the first focus group (Site Y), time was spent dis-

cussing the definition of a "professional"; it was

decided that professional would refer to those

using their expertise who had interacted with par-

ticipants and/or their children with disabilities.

This broad definition of a professional carried

over during subsequent focus groups and inter-

views. Examples of professionals mentioned in

discussions ranged from doctors and special edu-

cation teachers to piano teachers and public offi-

cers at a city hall. A majority of participants,

however, focused on professionals in education;

more than half the focus group participants indi-

cated in written feedback that they thought pri-

marily of teachers. The proportion was even

greater when it included professionals who pro-

vided developmental/educational therapies or in-

tervention at specialized institutions other than

schools.

What does it mean for the family of a child

with disabilities in Japan to have a good re-

lationship-a desirable partnership-with

professionals who serve their child?

After the warm-up, the discussion phase

started by identifying issues to be discussed. Par-

ticipants reviewed a Preparation Guide, mailed a

week prior to the scheduled meetings to help

them prepare their thoughts for the meeting. The

Preparation Guide did not prescribe specific ques-

tions but, rather, listed four broad aspects of the

lives of children with disabilities and of their fam-

ilies (i.e., development and education, family life,

community life, and advocacy), in which oppor-

tunities for family-professional partnerships
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TABLE I

Summary of Participants' Demographic Information

Demographics Site Y SiteM SiteF

Age

31-35

36-40

41-45

46-50

Work status

Working

Nonworking

Year of receiving services

0-3

3-6

6-9

Level of family needs

Economic

Medical & health

Social welfare

AfFiliation

Disability-related

Community-related

Religious organization

Other or none

0

4

3

1

2

6

0

4

4

3.0

3.1

3.9

7 (87.5%)

3 (37.5%)

1 (12.5%)

1 (12.5%)

3

4

2

1

2

8

0

10

0

3.1

3.5

3.9

4 (40%)

3 (30%)

1 (10%)

1 (10%)

0

5

5

2

5

7

3

3

6

3.0

3.5

3.9

12 (100%)

4 (33.3%)

1 (8.3%)

2 (16.7%)

'ofi'. Figures show number of participants otherwise indicated.

Self-evaluation responses by participants using 5-point Likert Scale with 5 being the highest need. 'Multiple responses po

Percentage indicates ratio to the total number of participants of each site.

could arise (TurnbuU & TurnbuU, 2001). The

Preparation Guide asked the participants to con-

sider what they would like to discuss within each

of the four aspects, especially in relation to inter-

acting with professionals and maintaining desir-

able working relationships with them. The

rationale for this preparation was our belief that

issues for discussion should emerge primarily

from the participants. Specifically, the researchers

did not know what precise probe questions

should be asked to answer the research question

(Skrtic, 1985). Nor did they know what kinds of

contexts or aspects of human relationships were

important for the participants in order to under-

stand and define the meaning of family-profes-

sional partnerships. As Bogdan and Biklen (2003)

stated, in a qualitative study, a researcher needs to

use part of the study "to learn what the important

questions are" (p. 6).

After the second focus group, the Prepara-

tion Guide was modified (Miles & Huberman,

1994) for the last focus group at Site F. By identi-

fying recurring themes raised by the participants

in previous discussions, the researchers gained a

better sense of issues and dimensions to be further

explored to understand the meaning of partner-

ships. This procedure was consistent with the iter-

ative "flow of naturalistic inquiry" (Lincoln &

Guba, 1985, p. 188) and with the flexible design

of qualitative study, in which "plans formulated as

hunches, only to be modified and remolded as...

[researchers] proceed" (Bogdan & Biklen, 2003,
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TABLE 2

Demographic Information of the Participants' Children With Disabilities

Demographics SiteY SiteM SiteF

Age

3 - 5

6 - 8

9 - 1 3

Primary disability

Physical disability

Down syndrome

Autism

Other

Level of needs

Mild

Moderate

Severe/very severe

Don't know

Education placement

Regular preschool

Regular elementary school

Special elementary school

Other

0

7

1

7

0

0

1

0

1

6

1

0

4

4

0

1

7

2

1

0

5

4

0

5

4

1

1

6

3

0

3

3

6

2

7

2

1

2

3

5

2

2

4

5

1

'Self-evaluation by participants.

p. 50). Moreover, it was also consistent with the

recursive process of focus group interviewing,

which involves constant reflective activity to re-

fine research design, procedures, and questions

based on simultaneous data analysis and emerging

themes (Brotherson, 1994).

Reflecting themes that emerged from the

first two focus groups and interviews (e.g., teach-

ing/interacting with a child, communication, re-

spect, system change needs), the modified

Preparation Guide listed the following five ques-

tions: (a) How do you want professionals to inter-

act with your child while they provide direct

services to your child? (b) What does "good com-

munication with a professional" look and sound

like to you? (c) What does "respect" mean to you

in the context of interacting with professionals?

(d) What is the nature of relationships you hope

to develop with professionals (e.g., business-like,

friend-like, professional relationships, etc.)? and

(e) What do you expect of professionals in rela-

tion to your needs for system/service change?

(Both initial and modified versions of the Prepa-

ration Guide can be obtained from the first au-

thor.)

The last phase of the focus group/inter-

views included activities such as reviewing and

summarizing the discussion, as well as requesting

any final thoughts to add to emphasize discussion

topics. In addition, focus group participants were

asked to complete a feedback sheet and to rate, on

a 5-point Likert scale with 5 being the highest

evaluation, the degree to which they felt comfort-

able participating in the discussion (comfortable-

Exceptional Children 2 5 3



ness evaluation) and the degree to which they felt

they could express their thoughts (performance

evaluation). The average rating across the three

focus groups for the comfortableness evaluation

was 4.5, indicating that on average, participants

felt "comfortahle" (Level 4) or "very comfortable"

(Level 5) during the discussions. The average rat-

ing for the performance evaluation was 3.8, gen-

erally indicating that participants felt they "could

share their thoughts" (Level 4) during the discus-

sions. Participants were also invited to provide

written comments related to the discussion on the

feedback sheet. With advance permission from

participants, each focus group session was

recorded using both a video and an audio

recorder. Interviews were also recorded with an

audio recorder.

The second avenue to collect data was a

member-checking procedure (Lincoln & Guba,

1985). This involved sending a preliminary report

on the initial data analysis to 20 participants who

volunteered as member-checkers. Twelve partici-

pants returned the 6-page feedback sheets, which

invited their open-ended comments on any of 44

subthemes under the initial 7 themes. They were

encouraged to choose and respond to any items

they wished without worrying about leaving oth-

ers blank. There was also a space for free writing

at the end. All these comprehensive agreeing/dis-

agreeing comments, clarifications, and elabora-

tions on the initial findings provided by the

member-checkers were added to the data pool.

Additional data were collected through an

ongoing follow-up process. If a clarification was

needed (either oral or written), follow-up oc-

curred via phone or e-mail. The narrative data

pool was constructed by combining verbatim

transcripts of focus groups/interviews/follow-up

and all participants' comments that were provided

in a written format (i.e., focus group feedback

sheets, member-checker feedback sheets, and e-

mail text). This accounted for about 160 pages of

double-spaced Japanese text.

DATA ANALYSIS

A constant comparative method of qualitative

analysis (Lincoln & Guba, 1985), which involved

unitizing, categorizing, interpreting and synthe-

sizing data, was used for data analysis. First, tran-

scripts were read carefully in order to identify

each minimum unit. A unit was defined as the

smallest piece of a participant's comment that

could stand by itself and that contained informa-

tion that was in any sense related to the study's re-

search question (Lincoln & Guba; Skrtic, 1985).

The length of a unit varied from a short, single

sentence to a long paragraph (e.g., a paragraph ex-

plaining a certain situation illustrating a specific

point a participant made). The nearly 600 units

were each assigned consecutive numbers and were

coded to make tracking back to its data source

possible (Skrtic).

Following unitizing, the categorization pro-

cess began. Each unit was read, was compared

with previously read units, and was placed into a

new or previously created category based on its

"look/feel-alike" quality (Lincoln & Guba, 1985,

p. 347). Upon determining the appropriate cate-

gory, a unit was frequently referred back to the

transcript and interpreted within context of the

discussion in which the unit was produced. This

step was helpful in grasping subtle nuances of

each unit that might be neglected if detached

from the flow of a discussion; thus, it increased

accuracy of categorization. Upon entering units

into categories, a brief rationale of their place-

ment was noted so that the rationale could be ex-

amined later. As more units were categorized

(categories held a substantial number of units,

i.e., six to eight), core properties that the units in

a category shared were delineated as a rule of clas-

sification (Lincoln & Guba; Skrtic, 1985). After

the first round of categorization was completed, a

set of produced categories was reviewed and mod-

ified in its entirety. This was accomplished by

clarifying and revising category definitions and by

justifying each unit in a specific category based on

the improved definitions (Lincoln & Guba).

In the interpretation and synthesis stage of

data analysis, we examined possible interrelations

among the categories that emerged. Those that

appeared to share the same underlying theme

were combined into one. As described in the pre-

vious Data Collection section of this article, the

synthesized data and emergent themes were re-

ported as preliminary findings to the 20 member-

checkers. Twelve of them commented on the

initial data interpretation. In addition to general

comments, they also suggested reorganizing

themes, rethinking wordings, and varying per-
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spectives on the initially identified themes. Their

feedback was then incorporated into the data pool

and guided the revision of initially identified

themes.

TR US TWORTHINESS

Triangulation and member-checking techniques

(Lincoln & Guba, 1985) were used to enhance

the study's credibility. (For a description of mem-

ber-checking, see previous Data Analysis section.)

Each category was triangulated by confirming

that data were collected from different partici-

pants and study sites, as well as through different

methods (i.e., focus group/interview, member-

checking, follow-up contacts via phone or

e-mail). In addition, an external Japanese re-

searcher conducted an audit trail (Lincoln &

Guba; Skrtic, 1985) to assess both confirmability

(the degree to which the assertions were grounded

in the data), and dependability (the degree to

which the research procedures were consistent

and valid). The audit trail took place in a 1-day

session in which the auditor examined a variety of

materials based on the six Halpern audit trail cat-

egories (i.e., raw data, data reduction and analysis,

data reconstruction and synthesis, process notes,

intentions and disposition, and instrument devel-

opment; Lincoln & Guba). The first author was

present during the audit trail and answered the

auditor's questions regarding the study's overall re-

search procedures. The auditor concluded in his

audit report that the study established sufiicient

degrees of dependability and confirmability.

F I N D I N G S

Four themes that represented participants' prefer-

ences and expectations for family—professional

partnerships emerged. These themes included (a)

quality of child-professional relationship, (b)

meaning of professional services and care, (c)

principles of family-professional interactions, and

(d) family priorities for empowerment and guid-

ance.

THEME 1: QUALITY OE CHLLD-

PROEESSIONAL RELATIONSHIP

How professionals perceive and treat children

with disabilities was often discussed in relation to

the quality of services and the establishment of

family-professional partnerships. The quality of a

child-professional relationship could be further

categorized into the following four subthemes: (a)

respect, (b) fight against negative/segregative

views of disability, (c) importance of contexts in

understanding the child, and (d) principles of

high-quality services.

Respect. The notion of respect was funda-

mental in the quality of child-professional rela-

tionships desired by participants. Four aspects of

respect were particularly important. The first was

respect for a child as an individual human being

with dignity: Participants wanted professionals to

treat their child as a person entitled to basic

human rights and not a case, an object, or a num-

ber to study, process, or categorize. One partici-

pant, whose child has medically vulnerable

conditions, addressed the notion of respect by

emphasizing that professionals must recognize

and take seriously the irreplaceable value of each

child's life.

Second, some participants emphasized that

children are active learners with their own wills.

They expected professionals to understand and

respect children's intentions by sharing the chil-

dren's perspectives and keeping an open mind,

rather than applying and imposing their precon-

ceptions on children's performances.

The third aspect of respect was the profes-

sionals' genuine care for children, commitment to

do their best for children, and joy in working

with children. Many participants had encoun-

tered professionals who exhibited or lacked such

qualities, and wanted to work with those profes-

sionals whose work is deeply rooted in love and

respect for children. One participant provided a

positive example of a teacher from a developmen-

tal center for preschool-age children with disabili-

ties, whose sincere commitment to students' well

being was evident to her. The mother said the

teacher went beyond her expected duties and

made persistent efforts to improve the situations

of former students who attended a general ele-

mentary school with significant barriers and prob-

lems.

Finally, participants appreciated profession-

als who not only had respect for individual chil-

dren, but who also promoted respectful

acceptance of the child by other children. One

Exceptional Children 2 5 5



The notion of respect was fundamental in

the quality of child—professional relation-

ships desired by participants.

participant said, "I would know that a teacher re-

ally cares about my son if she or he creates a space

for him to belong and a meaningful role for him

to take in the classroom with typically developing

children."

Fight Against Negative/Segregative Vietvs of

Disability. Many participants shared experiences

of encountering negative views toward their chil-

dren with disabilities and toward themselves, such

as "I feel sorry for you" and "You must be un-

happy and hopeless." In addition, one of the par-

ticipating mothers who works as a school

counselor noted the tendency among Japanese

people to see individuals with disabilities not only

negatively but also as "abnormal." According to

her, disabilities were perceived as deviant and un-

acceptable, and therefore as something that

needed to be fixed.

Participants repeatedly called for funda-

mental change to alter such negative views and as-

sumptions about individuals with disabilities and

their families as well as segregative approaches

that were often pressed based on negative views of

disability. Although many tried to reject the im-

posed negativity by simply saying, "Don't feel

sorry for us!" or "We are NOT unhappy!" only a

few participants presented an alternative perspec-

tive based more on a normal, holistic view of dis-

ability. One mother, for example, regarded her

beloved son's disabilities simply as one part of

who he is. She noted:

If I had power to reverse the time and were to
start all over again, I would still want to have my
son as my baby, my son with very severe disabili-
ties just the way he is right now, not him with-
out disabilities. I just love him so much as he is.

Some spoke of the inclusive education approach

as a vehicle for changing societal attitudes toward

disabilities. They believed that the opportunities

to share lives beyond the societal boundary of

"disability" would help people appreciate and ac-

cept individual differences and diversity. No par-

ticipant expressed preference for segregation over

inclusion in schooling. However, participants var-

ied in their thinking concerning the ways that in-

clusive educational practices should be

implemented. Some participants suggested that

all special schools be abandoned, altering the sys-

tem so that inclusive schools become the only op-

tion for all children. Meanwhile, other

participants hoped to see implementation of in-

clusive practices, with attendance at a separate

special school available as an option.

Importance of Contexts in Understanding the

Child. Participants discussed two kinds of con-

texts as essential in understanding and supporting

children. The first context was the child's develop-

mental history. One participant (mother), a for-

mer elementary schoolteacher, pointed out that

schoolteachers don't always know a child's devel-

opmental history and past experiences, such as

developmental goals that the child and family had

worked on and achieved, teaching strategies peo-

ple came up with and tried, and various struggles

and successes they experienced in relation to the

efforts of enhancing the child's development. Ac-

cording to her, a teacher's lack of knowledge of

children's past experiences creates a significant

and inevitable gap between how parents and

teachers perceive children.

Second, participants addressed the impor-

tance of locating a child in the context of family

and community life. They described the complex

interrelationships between the child, the family,

and other environmental factors, as well as needs

that could be appreciated only when one under-

stood a child within broader and multiple con-

texts. For example, one mother talked about how

lack of a place for her a child with a disability to

safely spend after-school time was keeping her

from working. Another participant expressed her

need for assistance to visit a hospital where

lengthy waiting was anticipated. She described

how lengthy waiting periods at hospitals often

caused her son to demonstrate socially inappro-

priate behaviors, leading others to evaluate her

son negatively. In turn, those negative evaluations

resulted in her feeling shame and a desire for help

in handling the situation better.

Principles of High-Quality Services. A signifi-

2 5 6 Spring 2005



cant proportion of participants' comments ad-

dressed qualities of educational/developmental

services they wanted for their children. One key

word for services to be considered high quality

was "individualization" based on the unique char-

acteristics of each child, such as developmental

stage, strengths, needs, preferences, and previous

accomplishments. Some participants emphasized

the need for professionals to be flexible and to in-

corporate appropriate accommodations into their

services to provide genuinely individualized and

customized services. Another key term for high-

quality service was "developmental appropriate-

ness" and its ability to motivate children to

engage. Many participants said they wanted pro-

fessionals to come down to a child's eye-level and

motivate children through playful activities.

Several participants also said that services

provided directly to children should be relevant

and as embedded in the child's daily life as possi-

ble. These comments suggested that professionals

tend to define special education, therapy, and in-

terventions narrowly as special kinds of activities,

special settings outside of daily lives, and special

skills without considering their relevance to the

child's actual life. For example, one participant

shared her frustrating experience with her son's

teacher at a special school, who rejected her re-

quest to incorporate some of her son's motor-re-

lated developmental objectives into swimming

activities at the school during summer. The rejec-

tion was based on the premise that swimming was

not for "training" but just for "play."

Finally, half the participants emphasized

that professionals must possess and base their ser-

vices on sound disability-related knowledge and

skills. Many worried that professionals who inter-

acted directly with their children might do harm

because of insufficient knowledge and skills to

handle specific disabilities. These comments also

indicated that such concerns substantially influ-

enced their decisions about services, such as

whether to place their child in an inclusive school

or to participate in a community after-school pro-

gram.

THEME 2: MEANING OF PROFESSIONAL

SERVICES AND CARE

How professionals perceive the services and care

they provide for children with disabilities and

their families also was an important factor influ-

encing the nature of family—professional relation-

ships. Participants' views were expressed in two

subthemes: (a) emerging concept of service and

(b) principle of needs-driven.

Emerging Concept of Service. Several partici-

pants expressed comfort using the term service to

refer to support obtained from professionals,

whereas a few were uncomfortable with this term.

One participant said the term service gave her a

dehumanizing and artificial impression, making

professional care for children and families sound

like mere business or an obligation. To its propo-

nents, however, service emphasized consumers'

rights to obtain and benefit from services. This

rights perspective lessened the sense of guilt fami-

lies often felt for asking society a "favor." One

participant who strongly advocated the concept of

service said it also implied that professionals were

provided necessary resources to fulfill their official

responsibilities in supporting the lives of children

with disabilities and their families.

Principle of Needs-Driven. Whether they

used the word service or not, participants agreed

that services should be needs-driven. Many par-

ticipants expressed frustration about services con-

strained by rules that were unresponsive to

consumers' needs. They said that actual needs of

children and families should determine services, if

they were to be effective. Some comments ad-

dressed inflexible attitudes among teachers. For

example, one participant shared her experience of

being told by a teacher not to expect any special-

ized services (e.g., speech therapy and physical

therapy) at the school, because "only people called

'teachers' work at school."

Professionals who listen to and respect fam-

ilies' needs were central to needs-driven services.

In addition, participants emphasized the impor-

tance of multiple options for families if services

are truly needs-driven. For example, one partici-

pant said, "I'd like to be able to try and experience

a couple of different options, then choose what is

best for my child instead of being forced to make

only one final choice."

THEME 3: PRINCIPLES OF FAMILY-PROFES-

SIONAL INTERACTIONS

Participants' comments addressing desired princi-

ples for reciprocal interactions between the family
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and a professional were categorized into the fol-

lowing three subthemes: (a) nonhierarchy, (b) in-

terdependence, and (c) empathy, commitment,

and trustworthiness.

Nonhierarchy. Many participants perceived

a common tendency for professionals to consider

themselves as people of higher status than families

seeking their help. They also expressed a desire to

equalize family—professional relationships. Equal

relationship meant being respected as a collabora-

tor with valuable perspectives. Moreover, one par-

ticipant said she would like professionals to realize

that all people (no matter if one is called "profes-

sional" or "mother" or has a disability or not) are

born with different roles and should regard each

other as equally valuable, contributing human be-

ings. Another participant who repeatedly ex-

pressed a desire to work with a committed

professional based on a human-to-human rela-

tionship voiced a similar view. No participants'

comments expressed disagreement with equal re-

lationships or preferred hierarchical family-pro-

fessional relationships.

Interdependence. Many participants said

they wanted to feel supported, that "I'm not

alone." They expected professionals to be their re-

liable allies with whom they could share goals,

frustrations, resources, responsibilities, tasks, and

celebrations. Some specifically pointed out the

lack of support when their children were initially

diagnosed. Looking back on their own early expe-

riences in which doctors provided no helpful fol-

low-up or emotional assurance, they suggested

that the strong sense of reliable allies should be

promoted and conveyed from the beginning.

One distinctive issue related to interdepen-

dence addressed the decision-making process.

Many participants indicated they preferred collab-

orative decision making. They described collabo-

rative processes as those in which both families

and professionals see each other as actively in-

volved, contributing, and responsible participants

in solving problems and reaching decisions. An

example of an undesirable decision-making prac-

tice was a professional who said, "It's your prob-

lem!" to a mother who asked for advice on

everyday issues for managing her daughter's be-

haviors.

Moreover, several participants recom-

mended balanced role-sharing between families

and professionals in order to sustain a long-last-

ing, healthy interdependence. They said families

should actively assume whatever roles are reason-

able rather than only request professionals to do

things for them. They also pointed out that pro-

fessionals should not take over or dismiss unique

roles of family members. They wished that profes-

sionals would embrace interdependence and be-

come open to the idea that they could ask families

for help. They said they were not often appreci-

ated for what they could offer.

Empathy, Commitment, and Trustiuorthiness.

Many participants spoke of the human qualities

they hoped professionals would possess and

demonstrate, such as being empathetic, commit-

ted, and trustworthy. They talked about how

those qualities were crucial in developing a desir-

able family-professional relationship. One mother

spoke especially of empathy as she shared her sus-

picion that professionals might lose the ability to

be empathetic as they acclimated to interacting

with families of children with disabilities. Her

suspicion stemmed from an encounter with an

unsympathetic doctor who disregarded her over-

whelming fears related to her son's multiple

seizures and said, "It's just part of being disabled!"

Professional qualities of empathy and com-

mitment intertwine and increase trust in families.

Participants described professionals who were

seen as trustworthy allies as follows: "Those pro-

fessionals do their best," "They do it with all their

hearts," and "I can count on them." For example,

one mother spoke of a trusting preschool teacher

who treated her son with Down syndrome as if he

were her own. The mother reflected on the

teacher's qualities that earned her deep trust and

commented as follows: "I think it is very impor-

tant for professionals to present trustworthy per-

sonalities and human qualities that make us feel

that we could comfortably leave our child with

this person for an entire day or two."

Last, according to many participants who

addressed the issue of good family—professional

communication, empathy, commitment, and

trust also marked the elements of desirable com-

munication. Moreover, one participant also sug-

gested that open and honest communication

would, in turn, nurture the establishment of

trusting relationships between families and pro-

fessionals.
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THEME 4: FAMILY PRIORITIES EOR EM-

POWERMENT AND GUIDANCE

Reflecting participants' need for professionals

who are empowering guides, this theme had the

following subthemes: (a) areas of empowerment,

(b) service coordination, and (c) advocacy and

mediation.

Areas of Empowerment. Participants ex-

pected professionals to excel in their area of train-

ing. They expected professionals to tap into their

"professional bags" and, through partnerships,

empower families and help them gain skills,

power, and control to lead the kind of lives they

would like to enjoy for themselves and their chil-

dren. Two main areas emerged in which partici-

pants particularly wanted professionals to

empower families. The first related to promoting

the children's development. This included respon-

siveness to unique needs arising from the de-

mands of each developmental stage. Some

participants also expressed fears of an unknown

future (especially what would happen after their

children complete school). They suggested that

professionals empower families by offering con-

crete future-related information, such as examples

and models of other children and families. They

also sought questions that might enable families

to start planning their future, as well as empower-

ing information, resources, and skills to help chil-

dren and families expand possibilities beyond

those currently available.

Another issue highlighted by several partici-

pants was the effect that disability category labels

had on their ability to obtain needed information

and guidance. For participants whose child's dis-

ability conditions fell into a discrete disability cat-

egory (e.g., autism, cerebral palsy), relevant

information was reportedly helpful, making it

easier to access resources geared to their children's

conditions and needs. For other participants,

however, with children whose disability labels

were general or metaphoric (e.g., mental retarda-

tion or developmental delay), empowering infor-

mation and guidance was missing or inaccessible.

One participant described her feelings for the past

2 years as "being lost"; she did not know what

was needed, or what could be done, to enable her

6-year-old son to reach the next level. She stated,

"I almost doubt if there is such thing as 'profes-

sionals' for us in that sense."

The second area of empowerment was the

changing service system. Some participants

longed for an empowering advisor, who is knowl-

edgeable of broader topics such as laws and poli-

tics. This advisor could teach them to

advocate/negotiate and to use effective communi-

cation skills. Additionally, this advisor could pro-

vide beneficial information such as exemplary

practices and models for change, help families or-

ganize information/knowledge they acquired, and

generate action plans to promote desired service

system changes.

Professional qualities of empathy and com-

mitment intertwine and increase trust in

families.

Service Coordination. Not only did partici-

pants consider the family—professional partner-

ship a dyadic relationship, they also viewed

themselves, their children, professionals, and part-

nerships within the broader context of a complex

system involving multiple institutions, disciplines,

and layers of organizational and political struc-

tures. Eventually, participants advocated for a co-

ordinated team structure and networking system

as they pointed out significant shortcomings in

the current service system, which was character-

ized as discontinuous., inconsistent, redundant, frag-

mented, and disintegrated.

Participants addressed three interrelated as-

pects to make the service delivery system more

coordinated, integrated, and seamless by embrac-

ing collaborative teamwork and networking. The

first aspect focused on transition, especially from

preschool to school-age services. Many partici-

pants wished to see better practices for relaying

information about the child and the family from

sending agencies to receiving agencies. Some also

highlighted structural constraints and barriers to

information sharing among different agencies

(e.g., lack of established procedures or avenues for

information sharing), as well as barriers on a per-

sonal level (e.g., professionals' low awareness of
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the ongoing nature of the child's development,

and the sense of turf and rivalry attitudes among

professionals in different fields and agencies).

The second aspect focused on coordinating

multiple services often provided by different

agencies. Some participants said they needed a

main contact person to coordinate services be-

yond various boundaries so multiple agencies do

not disrupt families.

Last, the third aspect of making the services

system well-coordinated was to help families lo-

cate services, to learn about available services, and

to get help when deciding which service to use.

One participant repeatedly expressed how she felt

lost in the service system maze:

There are so many railroad tracks, and it's

us—the parents—who have to decide which

track to take. I feel so lost, having no clue which

track I should take for my child. I can't see

what's there in front. Tunnels everywhere. I

could choose one of them by guessing, but then

I would have to wonder where does this go and

what will the end of this track look like because

I can't see anything.

Advocacy and Mediation. Many participants

expressed a need for professionals to act as advo-

cates on behalf of children and families. They val-

ued professionals' advocacy resources, including a

privileged status that can help amplify families'

voices to administrators or policy makers. They

also valued professionals' objective views that en-

able families to be organized and in control, as

well as professionals' skills in articulating the ra-

tionale of families' request to others. Pointing out

that prolonged advocacy might become too much

of a burden for families to bear, one participant

emphasized the role of professionals as persistent

advocates equipped with resources and capabili-

ties necessary for sustainability.

Some addressed the need for a designated

place or person to turn to when conflicts arose be-

tween families and professionals or the system.

One participant said she would like to have a me-

diator based on her personal difficulty with speak-

ing out and confronting her son's teacher directly.

She stated she felt slightly guilty when con-

fronting the teacher because the same teacher

took care of her son at school.

D I S C U S S I O N

FOUR THEMES OF FAMILY-PROFESSIONAL

PARTNERSHIPS

As reported in the previous section, four themes

were identified through the data analysis that rep-

resented the meaning of family-professional part-

nerships from participants' perspectives. These

four themes are summarized in the following sec-

tions.

The first theme focuses on the quality of

the child-professional relationship. Participants

said that (a) respect should be the foundation of

the child-professional relationship; (b) negative

and segregative views of disability should be chal-

lenged and altered; (c) a child should be under-

stood in the context of developmental history and

family and community life (Bronfenbrenner,

1979; TurnbuU & Turnbull, 2001); and (d) edu-

cational/developmental services should be

planned and implemented based on individually

tailored programs, developmentally appropriate

practices, meaningful and functional interven-

tions, and practices guided by sound knowledge

and trained skills.

The second theme concerns the meaning of

professional services and care. Participants said

the concept of service was emerging, based on the

notion of "right to receive services" and of "con-

sumers' needs" as in the consumer model of the

United States (Cunningham & Davis, 1985).

They also addressed the issue of choice, suggest-

ing the importance of promoting a sense of con-

trol in the family (Knox, Parmenter, Atkinson, &

Yazbeck, 2000) through planning and providing

services and care.

The third theme addresses desired princi-

ples of family—professional interactions. Partici-

pants said they desired nonhierarchical

relationships where equality, reciprocity, interde-

pendence, and collaboration were valued and ap-

preciated by both families and professionals

(Blue-Banning et al., 2004; Cunningham &

Davis, 1985; DeChillo et al., 1994; DeChillo,

Koren, & Mezera, 1996; Dunst & Paget, 1991;

Knox et al., 2000; Turnbull et al., 2000; Turnbull

& Turnbull, 2001). They hoped professionals

would become families' reliable allies, embodying

qualities of empathy, commitment, and trustwor-
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thiness (Blue-Banning et al.; Dinnebeil, Hale, &

Rule, 1996; Dunst & Paget; Freire, 1970; Knox

et al.). Participants also touched upon an emerg-

ing notion of "human reciprocity" and of "a

moral position collectively recognizing that we

each, as human beings, possess a unique value

that adds to and strengthens the cultural fabric of

society" (Kliewer, 1998, p. 4) in defining the

meaning of equality, human values and contribu-

tions, and human relationships.

Finally, the fourth theme highlights fami-

lies' expectations and needs for professionals to

empower families and the system through fam-

ily-professional partnerships and advocacy on be-

half of children and their families. This is

consistent with the argument that families need

to be empowered for a true family—professional

partnership to occur (Bond & Keys, 1993; Turn-

bull & Turnbull, 2001). Participants expected

that outcomes of family-professional partnerships

would empower families and their children, en-

abling them to lead lives that they choose (Dunst

& Paget, 1991; Knox et al., 2000; Pinderhughes,

1995; Scorgie, Wilgosh, & McDonald, 1999;

Turnbull et al., 2000; Turnbull & Turnbull). Par-

ticipants also hoped that partnerships would

eventually grow into a collaborative team ap-

proach, with networking and well-coordinated

service systems (Cunningham & Davis, 1985;

DeChillo et al., 1996; Harrison, Lynch,

Rosander, & Borton, 1990; Park & Turnbull,

2003).

In subsequent discussions, we refer to those

four themes as dimensions of family—professional

partnerships because we believe the themes that

emerged highlight different dimensions that are

part of the constructs of the partnership concept.

We are not suggesting that they are definitive or

that they are the only dimensions that make up

the concept of family-professional partnerships,

as they were the only findings of one study with

30 participants. Nonetheless, we believe it is help-

ful to move from understanding the themes to

comprehending and analyzing partnerships in a

multidimensional sense. In so doing, we hope to

encourage readers to consider the reported themes

as pieces of a multidimensional puzzle that can

lead to envisioning and shaping a family—profes-

sional partnership in practice.

LIMITATIONS OF THE STUDY

The findings are limited in three ways. First, the

data do not include perspectives of key players

other than mothers who may be involved in fam-

ily-professional partnerships, such as other family

members and professionals. Second, the sampling

procedure, as it was designed, led researchers to

recruit only participants who met predetermined

selection criteria. Therefore, participants did not

fully reflect diverse characteristics of the Japanese

population, such as (a) variations in geographical-

related factors (e.g., a remote village, different cul-

tures of various regions in Japan); (b) personal

factors (e.g., age, social-connectedness to others,

assertiveness in pursuing better services); (c) fam-

ily-related factors (e.g., family structure, level of

family needs); and (d) child-related factors (e.g.,

child's age, disability conditions). Finally, this

study does not account for broader contextual

factors that shape Japanese fields, such as political,

economic, societal, and cultural, in which fam-

ily-professional partnerships are built, inter-

preted, and negotiated.

CONTRIBUTIONS OF THE STUDY

Contributions to Japan. In spite of its pre-

liminary nature and limitations of the study, the

development of a basis for understanding the

meaning of family-professional partnerships is a

critical starting point for Japan. Efforts to explore

this issue have largely been ignored in Japanese

disability-related fields, especially in special edu-

cation. Furthermore, this study counteracts or

questions traditional Japanese notions on a num-

ber of issues such as hierarchism in the context of

family—professional relationships, which has been

accepted and taken for granted historically (Ko-

dama, 1998). The voices of mothers who partici-

pated in this study and who called for more equal,

nonhierarchical relationships with professionals

suggest the need to reexamine and debunk cul-

tural hierarchism in light of professionalism.

This study also reflects emerging forces in

Japan that counter traditional meanings of dis-

ability that have been based on the medical model

and eugenics (Hayashi & Okuhira, 2001), and

challenges the meaning of care provided for indi-

viduals with disabilities, which has been primarily

considered the task of one's immediate family
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(Hayashi & Okuhira; Nakano et al., 1998). As re-

ported in the findings, participants strongly re-

jected negative and abnormal views of disability

and considered disability a part of the normal

human condition and of their child's identity.

They held society accountable for imposing nega-

tive meanings, outlooks, and fates on people with

disabilities (Biklen, 1992; Kliewer, 1998; Kunc &

Van der Klift, 1995; Linton, 1998). Participants

were active in obtaining and seeking professional

services for their children with disabilities based

on a belief that they have the right to and are en-

titled to such support (Cunningham & Davis,

1985; Hayashi & Okuhira). They were not dis-

couraged or limited by the traditional notion of

"Responsible citizens don't ask others to fulfill the

task of taking care of their own family," even

though they were still influenced by this notion

and occasionally felt guilty for "asking for favors"

from society. The medical model of disability as

well as hierarchism and "charity of helping" are

prevalent in Japan and constitute the foundation

of laws, policy, and practices in current Japanese

disability fields including special education (Ko-

dama, 1998; Nakano et al.; Yamaguchi &

Kaneko, 2000). Therefore, it is crucial to present

alternative perspectives. Such emerging voices

should encourage Japanese society, including fam-

ilies of individuals with disabilities and people

with disabilities themselves, to reexamine long-

held traditional assumptions.

Contributions to the Global Community. Ex-

pectations for family-professional partnerships as

expressed by the 30 mothers in this study sharply

contradicted the value of hierarchy in human re-

lationships in the traditional culture of Japan, as

well as of other Asian countries (Kalyanpur &

Harry, 1999; Matsui, 1996; Park & Turnbull,

2001). This suggests the universal value ofa part-

nership concept in basic human rights issues.

Equality is certainly not a universal belief; some

cultures value inequality in assigning power based

on different backgrounds and characteristics of

people, which has been called the "principle of

value inequality" (Kalyanpur & Harry, p. 28).

However, such inequality must not be confused

with abuse of power. To distinguish it from power

abuse, there should be a well-established balance

between those with more power and those with

less. Those in higher positions should recognize

their obligations to protect and ensure the well

being of less privileged people (Kalyanpur &

Harry). When the professional power domination

is rooted in stigmatizing perceptions of disability

and manifests discrimination and inequity, fami-

lies perceive professionals' interaction as power

abuse. Thus, the concept of family-professional

partnership can be of value even for families who

subscribe to a cultural value of hierarchy if they

feel oppressed and need to restore an appropriate

power balance with professionals.

Contributions to the United States. This

study also adds to current knowledge in the

United States where, in spite of the issue's high

visibility, a significant gap has been identified re-

garding the successful operation of family-profes-

sional partnerships (Blue-Banning et al., 2004).

This study is particularly beneficial and relevant

because it highlights emerging dimensions of

family-professional partnerships (i.e., the four

themes). Knowing what dimensions and aspects

of human relationship are crucial in determining

the basic nature, qualities, and operation of fam-

ily-professional partnership should facilitate es-

tablishing desirable partnership (Blue-Banning et

al.; Musgrave & Anniss, 1996).

The qualitative and inductive methodology

in this study encouraged researchers not to as-

sume that partnership is defined only in terms of

interpersonal relationships, nor to limit the scope

of discussion issues strictly to dyadic working re-

lationships between families and professionals.

This approach enabled researchers to understand

the meaning of partnership more holistically. This

study suggests that defining the meaning of a

family-professional partnership involves not only

the question of "How would you like to work, in-

teract, and communicate with your partner?", but

also involves questions that help partners clarify

their own views of a child, disability, quality of

life, care and support, human reciprocity, power

and control, society and system, and

personal/shared/societal goals. Such a holistic un-

derstanding and discussion of family-professional

partnerships offer a new direction to the current

research and practice in family—professional part-

nerships (Blue-Banning et al., 2004).
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IMPLICATIONS FOR FUTURE RESEARCH

Potential research questions for further inquiries

may include:

• What are the perspectives of various stakehold-

ers such as different family members and pro-

fessionals?

• Are there significant differences regarding per-

spectives and expectations toward family-pro-

fessional partnerships (a) between families and

professionals; (b) among families who differ in

geographical, personal, family-related, child-

related, and any other factors that might affect

perceptions of such partnerships; and (c)

among different types of professionals who

work in different fields (e.g., special/general

teachers, therapists, doctors, administrators,

social workers, community nurses, etc.)?

• What kind of social, cultural, economic, politi-

cal, systemic, and/or academic factors affect at-

titudes and expectations toward

family-professional partnerships (e.g., na-

tional/international policies on education, spe-

cial education, disability-related services,

economics; legislation and regulations; concep-

tion of disability; the disability rights move-

ment; research trends; national movements

such as feminism that may affect cultural

trends)?

• How can those various perspectives and contex-

tual factors inform our conceptual understand-

ing of family—professional partnerships and

expand/modify/alter the dimensions that

emerged in this study to elucidate the essence

of the family-professional partnership con-

cept?

IMPLICATIONS FOR BUILDING

PARTNERSHIPS WITH CULTURALLY

DIVERSE FAMILIES

The concluding discussion in this article focuses

on the issue of developing partnerships with cul-

turally diverse families. Previously, we suggested

that the partnership concept might have some

universal values applicable to families and profes-

sionals in different cultures. However, it abso-

lutely does not suggest there is a universal pattern

in family-professional partnerships. Rather, part-

nerships can and should look different in different

situations according to what partners desire in

each dimension of their partnership. Cultural dif-

ferences, such as those reflected in parenting prac-

tices (Kalyanpur & Harry, 1999) and values in

independence (Turnbull & Turnbull, 2001), con-

tribute to unique characteristics in each partner-

ship. Professionals must respect each family's

culture and understand the cultural values that

may underlie the family's particular style of work-

ing with them.

Professionals also should try to ensure that

the partnership is based on families' fully in-

formed decisions that reflect their personal as well

as cultural values (Kalyanpur & Harry, 1999). A

key consideration is that a family may seem to be

satisfied with, or even prefer, a more traditional

hierarchical relationship with professionals. For

example, participants in this study never spoke of

families' roles or contributions as equal to those of

professionals in the assessment process. However,

this perspective may not reflect a desire to be ex-

cluded, but rather may reflect traditional assump-

tions that value scientific knowledge and devalue

the family's knowledge of everyday experiences

(Kalyanpur & Harry). Thus, professionals need to

assure (a) that families are fully aware of all avail-

able options and models for family-professional

partnership (Turnbull et al., 2000); (b) that they

have necessary knowledge and skills to actualize

the family-professional partnership they prefer

(Park, Turnbull, & Park, 2001); and (c) that they

have enough opportunities to participate in the

partnership (Turnbull & Turnbull, 2001).

Learning about and respecting a family's

culture is essential. However, knowing which eth-

nic group a family belongs to or pursuing how-to

information for each culture is not the key to

forming a family-professional partnership with

culturally diverse families. Respecting culture be-

gins with efforts to know each individual family

(Kalyanpur & Harry, 1999). The authors suggest

inductive thinking and dialogue (Freire, 1970) as

a key for professionals to genuinely understand a

"family's reality" (Kalyanpur & Harry, p. 87) and

the unique culture of each family. An inductive

approach enables professionals to avoid the de-

ductive thinking of fitting the family into a cul-

tural mold. It encourages professionals to listen to

each family and learn specific meanings and ele-

ments of partnership that the family desires,

based on their own reality and unique application
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of traditional culture in their daily lives.

The dimensions of family—professional

partnerships that emerged in this study offer a

guide to inductive dialogue of searching for the

unique meaning of each family-professional part-

nership. Through such an inductive dialogue, po-

tentials of diverse partnership patterns become

endless and each partnership shall begin to take

on a distinctive form, outlook, and atmosphere

that together represent unique identities of those

involved.
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