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A focus on parents in the last two decades, and on families most recently, has been 
a notable and consistent trend within the field of special education. Although continuity 
is apparent in the sense of the overall emphasis, the treatment of and attitudes toward 
families have undergone a series of shifts over time. These changes and how they have 
affected parent involvement policy and practice have been described in some detail 
elsewhere (see Turnbull & Winton, 1984). Nevertheless, an examination of the most 
recent shift in thinking on parent involvement--0ne in which all of us in the field are a 
part-can provide the framework for applying effective strategies in working with families. 

PARENT INVOLVEMENT IN EARLY INTERVENTION 

The importance of involving parents of handicapped children in early intervention 
efforts was a recurrent and undisputed theme of the 1970s. Research clearly demonstrated 
parents' significant contribution to child development. The major assumption underlying 
efforts to involve parents was that this contribution could be enhanced by teaching parents 
(parents as learners) how to better manage and teach (parents as teachers) their own 
children. Professionals' efforts to improve services for parents primarily focused on ways 
to increase parent participation in activities of this type and on development of various 
parent training curricula and materials. The search for a model parent involvement program 
that could be disseminated on a nationwide basis was an elusive goal that some sought. 

The reason for involving parents was to enhance child outcome. This was so in 
spite of ample evidence demonstrating that parents of handicapped children had needs of 
their own. They were shown to suffer from depression, marital discord, and chronic 
sorrow, among other things. Within special education the predominant approach to dealing 
with this issue was to provide parent support groups. But the parent involvement trend 
of the 1970s did not incorporate an understanding of how parent needs might interact 
with child needs or interfere or be at cross purposes with the professional desire to enlist 
parent support for the educational process. 
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As pointed out in a previous review article (Winton , 
1986), this approach to parents was in keeping with special 
education traditions. The role of special educators within 
the service delivery system has been to promote child prog-
ress; involving parents as a means for reaching this end was 
not unreasonable. The development of programs and mate-
rials for training teachers has been another traditional domain 
for special educators; extending these efforts in the direction 
of parents was a logical step. 

Research documented the success of many of these efforts 
in terms of particular child behaviors and skills (Baker, 
1984). But rarely, if ever, did researchers evaluate programs 
in terms of their success at improving parent outcomes or 
meeting parents' individual needs. Additionally, in spite of 
professionals ' efforts to devise exemplary parent involve-
ment programs and to increase parent participation in those 
programs, evidence showed participation to be low (Rosen-
berg, Reppucci, & Linney, 1983) and attrition high (Kopper-
Roland, 1986). This suggested that the needs of parents 
were not universally being met. 
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PARENT INVOLVEMENT AS MANDATED 
BY PL 94-142 

Because of the emphasis during this period on early inter-
vention, most of the parent involvement efforts and materials 
focused on younger handicapped children. Passage of PL 
94-142 (The Education for All Handicapped Children Act) 
in 197 5 broadened the focus on parents in terms of age of 
child and parent roles. For the first time , parents of all 
school-aged children (the laws of each state determine the 
definition of "school-aged") were authorized to be involved 
in their child's education. (For a complete description of 
how PL 94-142 affects handicapped children and their 
families, see Turnbull & Turnbull , 1986.) 

An underlying assumption of this legislation was that the 
best way to ensure that each handicapped child would receive 
an appropriate education was to involve those who know 
him or her best and have the child's best interests at heart 
(the parents) in formulation of an individualized education 
program (IEP). Again, the primary beneficiary of this form 
of parent involvement was the child. 

The importance of this legislation.for families of handicap-
ped children cannot be overemphasized. One contribution 
was the relief from the stress of never knowing what to 
expect from the educational system. Now an appropriate 
education was mandated by law. A quote from Lynn Isbell 
(1983) illustrates the contrast between pre- and post-PL 94-
142: 

[Parents spent] years running their own day care centers , begging 
for about-to-be-tom-down buildings from cities and counties , [hold-
ing] raffles and cake sales, [fighting] ever higher tuition costs , and 
[having] no transportation except car pools. This was the educational 
system for handicapped children of school age . Parents went through 
all of the hardships above , and more, and all for programs that were 
constantly running on a shoestring , about to go under , about to be 
evicted and quite often not much more than a kind of group babysitting 
anyway. For many years this was considered good enough for chil-
dren who were demonstrating daily that they did have the ability to 
learn . (p. 76) 

Another contribution was that the emphasis on parents as 
partners in decision making was a departure from the trad-
itional parent-professional relationship and set the stage for 
even greater changes in treatment of and attitudes toward 
parents. An examination of parent participation in the IEP 
process, however, revealed . results that were surprising to 
many. A review of this research indicated that parents played 
a passive role rather than the active one underlying the 
policy intent of the law (Turnbull & Winton, 1984). 

Why did the well-meant efforts of professionals to involve 
parents have such mixed results? Because of the professional 



interest in parent perspectives, predominately generated be-
cause the law now legitimized and in fact mandated that 
these perspectives be considered, research with parents 
helped answer this question. 

Anecdotal evidence from an interview study (Winton & 
Turnbull, 1981) suggested that involvement with the child 
and involvement with the child's educational program were 
two very different issues for parents, and that at times the 
two might be incompatible. For example, a highly motivated 
and involved parent might decide to forego home therapy 
exercises with her child if they began to interfere with mutual 
parent-child enjoyment. 

This study also illustrated that the needs of the handicap-
ped child might conflict with the needs of other family 
members. For example, intense parent involvement in hand-
icapped-related activities might substantially reduce the 
amount of time for other children in the family. In addition, 
parents described how activities such as parent support 
groups, which they had valued at one point in time, were 
not of interest at later points. In fact, some parents stated 
that at certain times they did not want any role in their 
child's education-they wanted a break. 

These findings were supported and mirrored in other anec-
dotal accounts and by some clinicians working in the field. 
Doemberg (1978), for instance, cautioned that her experi-
ence suggested that intervention with parents had as much 
potential for harm as it did for good if it were not based on 
careful assessment of individual families' needs and perspec-
tives. 

Overall, the 1980s have been accompanied by a growing 
awareness that parent involvement policy and practice re-
quire reevaluation (Foster, Berger, & McLean, 1981 ; 
Turnbull & Turnbull, 1982). Basic assumptions of the 
1970s-that efforts with parents should be directed toward 
increasing their participation in decision-making and teach-
ing roles and that this is the most effective way to enhance 
child outcome-are being challenged. There is recognition 
that involving parents raises complicated issues and prob-
lems that are outside of the traditional realm of special 
education expertise and that if programs for parents are 
going to be effective, these issues and problems must be 
understood so that meaningful individualized programs can 
be developed. This awareness led special educators to look 
to the work of family therapists and family sociologists for 
theories and assumptions that might be useful in understand-
ing and working with parents of handicapped children. This 
has proven to be a fruitful and exciting venture. 

PRINCIPLES SHAPING NEW DIRECTIONS 
FOR INVOLVING FAMILIES 

The Child is Part of a System 
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The concept of the child as an interdependent part of a 
larger system is perhaps the cornerstone of the shift in ap-
proaches with families of handicapped children. This basic 
concept, which is the core of systems theory, was advanced 
in the educational literature in the 1970s by Bronfenbrenner 
( 197 6, 1977) in his ecological model of human development. 
Only recently, however, has the concept directly shaped 
intervention with parents. 

Bronfenbrenner conceptualized the individual as residing 
within nested concentric structures that influence each other 
in an interdependent fashion. He proposed four such struc-
tures: the microsystem (which includes the relationships be-
tween family and school); the mesosystem (which includes 
the relationships between family and school); the exosystem 
(which includes the family social support network); and the 
mac rosy stem ( which includes the legal system and social 
policies and public attitudes that affect handicapped per-
sons). Using Bronfenbrenner's model as a framework, the 
handicapped child is seen as part of a dynamic system of 
parents, siblings, grandparents, extended family, friends, 
neighbors, community, culture, and country. 

*Implications for Practice 

This concept of interdependency within a larger system 
clearly challenges intervention efforts that do not ac-
knowledge and take into account the various contexts in 
which the child resides. The individualizing done for chil-
dren in the 1970s was based on internal characteristics of 
the child, such as learning style. If the multiple influential 
factors outlined by Bronfenbrenner are considered, the no-
tion of individualizing for the child is considerably 
broadened. When special educators expanded their efforts 
in the 1970s to include parents, their goal had not been to 
better understand this important context in the child's life. 
Rather, it was to enlist parent aid in reaching narrowly 
defined child outcomes. 

What has changed is that the saliency and importance of 
parents has been redefined. Rather than being viewed solely 
as additional manpower or contributors to child develop-
ment, parents now are being appreciated as members of a 
significant and mediating social system that must be under-
stood, and whose contribution to understanding the contexts 
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influencing and being influenced by the child is critical 1n 
formulating meaningful intervention goals. 

The decision-making role mandated by law but so pass-
ively acted on in practice has been redefined. Before, parents 
were seen as important because their understanding of their 
child's needs could be useful in determining the most approp-
riate education for the child. Now, an understanding of the 
"family context"-meaning such things as family member-
ship characteristics, socioeconomic status (SES), cultural 
style, religious affiliations, social support network, ideolog-
ical beliefs, and interrelationships of family members-are 
considered important factors in and of themselves (see Win-
ton, 1986, or Turnbull & Turnbull, 1986, for more complete 
treatment of each of these family factors). In fact, some 
professionals now believe that special educators must make 
every effort to understand these aspects of every family's 
situation in order for professionals and families to collabora-
tively formulate intervention goals (Bailey, in press; 
Turnbull & Turnbull, 1986). 

This change in thinking definitely represents a step beyond 
the decision-making role described in the IEP research in 
which parent input was sought on child-oriented issues. As 
evidenced by the terminology used in the literature, the 
trend is moving away from discussions of "parent involve-
ment" and moving toward "family-focused interventions." 
With the family being bracketed as the significant system 
with which efforts for handicapped children are being con-
ducted, consideration of theories and models of family func-
tioning is becoming increasingly important. The next four 
principles describe conceptualizations related to understand-
ing the family as a system. 

The Family is Composed of Subsystems 

Special educators have begun to look at families as being 
made up of subsystems having reciprocal effects on one 
another (Stoneman & Brody, 1984; Turnbull & Turnbull, 
1986). Because of the interrelatedness of family members 
through their memberships in different subsystems (parent-
child subsystem, sibling subsystem, grandparent-grandchild 
subsystem, and others), change in any one part of the system 
or to any one person in the family affects all other family 
members. 

An important aspect of the principle of family subsystems 
is the idea that interactions between subsystems are regu-
lated and maintained by certain patterns. These patterns 
change as a function of development and external demands. 
Problems with interactions between subsystems and with 

adapting to change seem to be associated with dysfunctional 
families (Minuchin, 1985). 

* Implications for Practice 

The persistent and ever changing demands of parenting 
a handicapped child require numerous adaptations on the 
part of family systems. Unfortunately, however, an under-
standing of family subsystems has not played a major part 
in efforts to help families. Typically, activities for parents 
have focused on the mother and on mother-child dyads. 
Now we are recognizing that the needs, perceptions, and 
contributions of fathers (Parke, 1986), siblings (Simeonsson 
& Bailey, 1986), and grandparents (Gabel & Kotsch, 1981) 
are important factors to consider. We do not yet know what 
type(s) of direct intervention might be most useful for these 
family members, nor do we know the specific effects of 
excluding certain family members from intervention. We 
do know that being sensitive to their needs, and appreciating 
that intervention is affecting them-regardless of whether 
they are directly engaged-is important. 

For instance, a typical intervention approach is to involve 
the mother in a home therapy program with her child. Al-
though this might result in positive gains for the child, from 
a family systems perspective it might unwittingly do more 
harm than good by overstrengthening the mother-child sub-
system and weakening the spouse subsystem. The work of 
Foster and Berger illustrates an approach to intervention 
that is sensitive to these issues (Berger, 1986; Foster & 
Berger, 1979; Foster, Berger, &McLean, 1981). They noted 
that even though the education content of a family goal may 
have a traditional special education focus, the dyad selected 
to implement the goal may change as a result of understand-
ing family therapy assumptions. 

Family Members Perform Different Roles 

Another way of conceptualizing the family as a social 
system is in terms of the various roles performed by indi-
vidual family members that ensure effective performance 
of various tasks (Goldenberg & Goldenberg, 1980; Rollins 
& Galligan, 1978). Nine major tasks or family functions 
have been described in the literature (Turnbull, Summers, 
& Brotherson, 1984): economic, physical, guidance, educa-
tion, vocational, rest and recuperation, socialization, self-
definition, and affection. 

One line of special education research in this regard has 
looked at differences in domestic tasks performed by mothers 
and fathers in families of handicapped and nonhandicapped 



children (Gallagher, Cross, & Scharfman, 1981; Gallagher, 
Scharfman, & Bristol, 1984). This research indicated that 
allocation of family tasks was similar in the two types of 
families and rather closely followed the traditional family 
patterns of mother as homemaker and father as provider. 
Of particular interest was the strong agreement found be-
tween husbands and wives on the division of domestic tasks 
in the family. 

The ways in which family roles and family subsystems 
interact are illustrated by the research of Kazak (Kazak, 
1986; Kazak & Marvin, 1984). Using different measures 
with a different population of handicapped children than did 
Gallagher, she found evidence of differences between 
families of handicapped and nonhandicapped children in 
terms of parenting roles. 

The conclusions Kazak reached from her data were that 
parents of handicapped children were even more rigidly 
traditional in their enactment of roles then were parents of 
nonhandicapped children. Mothers functioned almost solely 
in day-to-day parenting tasks. Fathers were very uninvolved 
in this domain but highly involved in employment related 
tasks. Because her research indicated that marital satisfaction 
in the families of handicapped children with this pattern was 
high, Kazak concluded that rather than being a dysfunctional 
pattern, it may be an adaptive way for families to deal with 
the stress of a handicapped child. A father who is uninvolved 
in the child-parent subsystem may be highly involved in the 
spouse subsystem, and within the context of the financial 
demands on the family system brought about by the child's 
handicap, this may be an adaptive coping machanism. 

* Implications for Practice 

Viewing the family from this perspective of roles high-
lights the importance of broadening the focus beyond the 
purely educational one that special educators traditionally 
have emphasized. Research clearly demonstrates that 
families of handicapped children have needs in many areas-
such as help with physical caretaking, respite, financial 
strain, parent or sibling counseling, and others. Overlooking 
the multiple demands on a family by focusing on only one 
function not only might result in noncompliance with family 
and child goals but also might create guilt in the family for 
attending to other important functions, or even neglect of 
certain important aspects of their family life, such as recre-
ation and play. 

Kazak' s research makes the point clearly that no cookbook 
approaches are forthcoming. Automatically assuming that 
overinvolvement on the mother's part is dysfunctional, with-
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out an understanding of the context in which the overinvolve-
ment is taking place, might lead to disastrous results. When 
planning intervention, respect for the family's definition of 
each member's roles and the context in which they are 
performed is important. 

The Family Has a Life Cycle 

Another concept recently receiving attention from special 
educators is the notion of family life cycle. Variously called 
family passages, family transitions, and family life events, 
this idea recognizes that families, like individuals, progress 
through developmental phases. Some phases are predictable: 
couple, child bearing (families with preschoolers), school 
age, adolescence, post-parental, and aging (Olson, McCub-
bin, Barnes, Larsen, Muxen, & Wilson, 1983). Other trans-
ition events are unpredictable, such as changing jobs, mov-
ing to a new location, or giving birth to a handicapped child. 
In either case all developmental transitions disrupt estab-
lished family routines and patterns; and this change from a 
familiar to an unknown state is accompanied by anxiety and 
a certain degree of stress (Haley, 1973; Hansen & Johnson, 
1979). 

Because of the interrelatedness of family members, a 
tran ition event that might seem to affect only one family 
member or subgroup in reality has an impact on the entire 
family system (Bronfenbrenner, 1976; McCubbin & Patter-
son, 1983). At these transition points families adapt by 
reorganizing and creating new routines. This reorganization 
entails changes within the family, such as renegotiation of 
domestic tasks, reallocation of resources, and resetting of 
functional priorities, and changes between the family and 
outside agencies, such as hospitals, schools, and job places. 
These transition points are frequently a time when family 
problems arise (Berger, 1986; Haley, 1980). 

For families of handicapped children, additional stresses 
associated with transitions are likely. Wikler (1981) iden-
tified 10 critical events-some relating to "missed" develop-
mental milestones (e.g., child not walking at the appropriate 
time) and some to the disability itself (e.g., younger sibling's 
skill development surpassing delayed child's)-that are 
likely to increase stress for families of handicapped children. 
These unexpected events are particularly stressful for several 
reasons. When expected critical events, such as the birth of 
a baby or the death of an aging parent, occur, families can 
benefit from the wisdom of society in knowing how to deal 
with the associated stress. But with unexpected critical 
events, families or their support systems seldom have any 
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guidelines on how to react. The "comfort in sharing" 
(McCubbin & Figley, 1983) and the "anticipatory socializa-
tion" or contact that allows identification with persons al-
ready functioning in the role into which a person has just 
been thrust (Suelzle & Keenan, 1981)-two concepts iden-
tified as being helpful in coping with crisis-are not readily 
available when famiies face unexpected events. 

In the case of birth of a handicapped child, friends and 
family usually are at a loss as to how to react. Families may 
find themselves trying to deal with the discomfort of their 
support system at the same time that they themselves are in 
need of tremendous support. In addition, the family most 
likely does not know anyone who can share the experience 
or provide a role model to help in knowing how to cope. 

*Implications for Practice 

The concept of family life development clearly defines 
the need for intervention to respond to the changing and 
dynamic nature of the family. The concept also emphasizes 
the importance of attending to transition events-not only 
those that are educational in nature, such as the child moving 
from one program to another, but also those that occur in 
other domains. (See Lamb, 1986, and Turnbull & Turnbull, 
1986, for a more complete listing and discussion of various 
critical events associated with the life cycle of families hav-
ing a handicapped family member.) 

THE INTERACTION OF FAMILY CONCEPTS 

The following descriptions of certain critical events as-
sociated with three phases of family life development 
(families with young children, families with school-aged 
children, and families with young adults) illustrate how the 
concepts of family subsystems, family roles, and family life 
cycles interact. 

Families With a Handicapped Infant or Preschooler 

Research suggests that the first stage of parenting (the 
preschool years) is the most intense. Parents experience 
much joy but also much frustration related to parenting 
(Hoffman & Manis, 1978). For parents of handicapped chil-
dren, the likelihood offrustration is even greater. Potentially 
problematic is the critical area of parent-child interaction. 
Physical and temperamental characteristics sometimes as-
sociated with handicapped infants (e.g., abnormal appear-

ance, fussiness, limited ability to share in social exchanges, 
delays in smiling) and environmental factors associated with 
the handicap (e.g., frequent hospitalizations and separations 
from family and painful medical procedures) all can contrib-
ute to problems in the development of parent-child attach-
ment. 

An appreciation of the risks to early bonding in the case 
of premature or handicapped infants, for example, has influ-
enced the direction of certain medical interventions. In re-
sponse to this awareness, recent innovations in medical prac-
tices in neonatal intensive care nurseries have been im-
plemented to facilitate bonding (see Kaiser & Hayden, 1984, 
for a review). Another example of intervention that is sen-
sitive to the mutual effects of parent-child interaction is the 
Parent-Child Reciprocity Project at the Frank Porter Graham 
Child Development Center. The overall goal of the project 
is to help families develop skills at "reading" cues their 
child elicits and to recognize progress and change so subtle 
that it may not be readily apparent to families. 

Another event associated with the early years is the evalu-
ation and diagnostic procedure leading up to identification 
of a handicapping condition. Much has been written about 
this process, and one overriding conclusion that must be 
drawn is that this is an emotional and critical point in the 
development of the parent-professional relationship. 
Guidelines are available for parents (Winton, Turnbull, & 
Blacher, 1984) and for professionals (Olson & Kroth, 1986; 
Turnbull & Turnbull, 1986) on ways to facilitate this infor-
mation-sharing process. Less information is available, how-
ever, to assist parents with the difficult task of informing 
siblings, grandparents, extended family, and friends about 
the diagnosis and identification of a handicapping condition. 

Seeking and choosing intervention is another transition 
event for families during this phase. As mentioned earlier, 
intervention has the potential for both alleviating and creat-
ing stress (Doernberg, 1978; Cirillo & Sorrentino, 1986). 
Locating appropriate services for younger handicapped chil-
dren may be difficult for a number of reasons. Laws man-
dating services vary from state to state, and services vary 
from community to community within states. Research 
suggests that even when services do exist, parents must seek 
them out on their own; what seems to be lacking is an 
adequate communication system between and among par-
ents, professionals, and agencies (Becker, Bender, & 
Kawabe, 1980; Rosenberg, Reppucci & Linney, 1983; 
Suelzle & Keenan, 1981; Winton, 1986). One mother made 
these comments about her search for a preschool program: 



I am aware of the tremendous struggles that families in this sophis-
ticated and liberal community have in finding help for their impaired 
children. Often excellent programs exist, but parents and profession-
als are unaware of them. To a great extent this is because there is 
a lack of coordinated services, a lack of publicity about services that 
exist, and uncertain funding-a program may be here today and 
gone tomorrow. I am appalled by the lack of knowledge about pro-
grams that I see among professionals who counsel parents . 

To take our own example, even though our child was diagnosed 
soon after birth as 1) cerebral palsied, 2) retarded, 3) functionally 
blind, and 4) hydrocephalic, we were never directed by the followup 
clinic staff, the pediatrician, numerous psychologists, our ophthal-
mologist, or the neurosurgeon to any program that could help us or 
our son. Every school and preschool our son has attended has been 
through a chance discovery on our part . He currently attends a won-
derful school in San Francisco that I found through a woman I met 
in a cooking class. 

Our experiences are not unique . During a meeting at my son's 
preschool attended by close to 50 parents, almost every set of parents 
expressed anger that they had found out about the school through 
word of mouth, not from a professional. (Winton, Turnbull, & 
Blacher, 1984, p. xii) 

Evidence suggests that families whose young child's 
handicap is ambiguous or difficult to diagnose or label find 
the search for services even more stressful (Bemheimer, 
Young, & Winton , 1983). Parents in this situation often are 
in the position of looking for a program without really know-
ing what approach to treatment would be best. Based on 
research on general family stress, McCubbin, Cauble, and 
Patterson ( 1982) made the point that ambiguity of a stressor 
may increase family stress because of the possibilities for 
disagreement about how to proceed. 

In addition to trying to understand how laws, federal and 
state, affect what is available and then trying to find these 
services in the local community, parents during this phase 
also may be faced with broader philosophical issues, such 
as mainstreamed versus specialized placement or home care 
versus day care. Clearly this is a time when families can 
benefit from working with an objective, informed profes-
sional who can help them with the philosophical and practical 
issues associated with seeking appropriate intervention. 

Once services or programs have been selected, another 
array of critical events faces families. From a theoretical 
perspective involvement with an intervention program 
means that families must redefine their boundaries to incor-
porate professionals with whom a relationship must be 
formed. As mentioned earlier, this transition can be stressful 
(Boss & Greenberg, 1984). Research with families of nor-
mally developing young children making a transition to kin-
dergarten (Klein & Ross , 1958) illustrated specifically the 
kinds of issues asociated with the stress. Parents indicated 
that they worried about their child's ability to adjust to the 
new situation, felt a sense of loss associated with their child's 
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entering school, had value conflicts (between differing 
school values and home values), and experienced tension 
in regard to the adjustment to sharing authority with their 
child's teacher. 

Research by Granger, cited by Wright, Granger, and 
Sameroff ( 1984), suggested ways that value differences be-
tween parents and professionals might increase stress in a 
population with handicapped members. Their study indi-
cated that the social support provided by an intervention 
program reduced stress in mothers with a sophisticated un-
derstanding of child development. For mothers whose under-
standing of child development was unsophisticated (and, 
therefore, different from the professionals with whom she 
was working), however, the intervention was associated 
with greater stress. Wright et al. (1984) speculated that the 
new information provided by the interventionists so chal-
lenged the perspectives of these mothers that confusion and 
anxiety, rather than support, resulted. 

Cirillo and Sorrentino (1986) described potentially devas-
tating results when education or health services are planned 
without regard to ways in which they may disrupt family 
relationships. By being too easily available, the therapist 
may take over the role of spouse to a mother who is cooperat-
ing with rehabilitation , or may disrupt everyday family life 
by exacting intensive involvement with a home therapy pro-
gram. 

Families With a School-Aged Child 

As the handicapped child grows older, research suggests, 
fewer resources are available and social isolation in the 
community occurs (Suelzle & Keenan, 1981). Reactions of 
peers to handicapped children become more salient at this 
point, and parents must deal with issues such as social 
stigma, the child's need for recreational outlets, budding 
sexuality, and self-concept. Issues facing parents include 
participation in IEP conferences, increased parental aware-
ness of their handicapped child's limitations, and the possi-
ble beginnings of parental burnout. The elementary years 
also may be the first time that siblings are exposed to the 
handicapped family member in a daily peer situation. This 
may subject siblings to teasing and ridicule, directed toward 
them or toward their sibling, or may put them in a position 
of having to explain the handicapping condition to others. 
Professionals should be prepared to deal sensitively with 
these issues. Programs have been designed to help families 
with their handicapped child's transition from preschool to 
public school (Blair-Thomas, Wilson, & Clark-Guida, 1985; 
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Fowler & Turnbull, 1984; Gallagher, Maddox, & Edgar, 
1984). 

Families With a Handicapped Young Adult 

Perhaps the most neglected phase in familiy life develop-
ment, in terms of assistance to families with a handicapped 
family member, is when the family member reaches adult 
status. Suddenly the safeguards and services mandated by 
law are no longer available, and many families feel that the 
services provided to their child to this point have not prepared 
the child for the transition to adulthood. Issues facing 
families at this juncture include consideration of an inde-
pendent living situation, such as a group home; responsibil-
ities within the family for long-term care and guardianship; 
long-term social development and activities related to dating, 
marriage, sexuality, and birth control; and vocational place-
ment and employability. 

These are all complicated and thought provoking issues; 
yet research indicates that many families simply do not 
discuss these matters (Turnbull & Brotherson, 1984). Deci-
sion making is often not systematic. In fact, individual fam-
ily members may have very different ideas about these is-
sues, their responsibilities in regard to the handicapped fam-
ily member, and their perceptions of what other family mem-
bers think. 

A critical role for professionals is to provide systematic 
family intervention to assist with transition points. Model 
programs that do approach transitions from a family systems 
perspective have been developed. One of these, at the Uni-
versity of Kansas, is designed to help relevant family mem-
bers and their support network problem-solve together to 
develop appropriate future plans for the exceptional adult 
(Turnbull, Brotherson, Bruininks, et al., 1984). 

A MODEL FOR WORKING WITH FAMILIES 

Acceptance of the principles described in this article, and 
their applicability to working with families of handicapped 
children, clearly calls for an individualized approach. The 
idea of an "individualized family plan" is not new (Karnes 
& Zehrbach, 1975; Turnbull & Turnbull, 1982); but a 
number of unresolved and vexing issues related to family 
assessment, evaluation, and implementation have contri-
buted to the difficulties of translating theory into practice 
(see Winton, 1986, for more thorough treatment of these 
issues). 

The first step in developing a practical, individualized 
model for working with families is to organize the numerous 
family variables considered important into a framework that 
is useful for predicting successful family outcome. One such 
framework is Hill's (1958) ABCX model, and McCubbin 
and Patterson's (1983) Double ABCX extension of Hill's 
model. According to Hill's basic model, a family's vulnera-
bility to crisis depends on the interaction of the crisis event 
(A factor) with existing resources (B factor) and with family . 
perceptions (C factor). 

A model for family-focused intervention with young hand-
icapped children has been developed (Bailey et al., 1986a, 
1986b). It incorporates assumptions from family systems 
theory into the ABCX model framework, in which a family's 
strengths and resources, as well as the family's definitions 
and perspectives on critical variables, are considered integral 
parts of setting family goals. The important elements of this 
model, which could be incorporated into intervention with 
families at any life-cycle phase, are family assessment, fam-
ily goal setting, and implementation. 

Family Assessment 

Five primary domains are considered important for assess-
ment: 

1. Child variables relevant to family functioning 
2. Family needs for support, information, training 
3. Parent-child interaction 
4. Parental perspectives on child rearing 
5. Critical events in the family's current life cycle. 

The importance of using multi-method strategies (direct ob-
servations, self-rating and self-report by parents, "objective" 
ratings by professionals, and focused family interviews) for 
gathering family assessment information cannot be overem-
phasized. Without a thorough understanding of the family's 
definition of its situation, efforts to intervene will likely fail. 

Family Goal Setting 

A critical question in terms of family iµtervention is: Who 
should determine family goals? Traditionally this has been 
the domain of special educators, not families. Research by 
Cadman, Shurvell, Davies, and Bradfield (1984) has 
suggested that compliance with professionals' recommenda-
tions for handicapped children was not what professionals 
would hope for (slightly in excess of 25% of the recornmen-



dations were not followed) even though the parents in the 
study were involved in the decision-making process. The 
reasons that parents stated for noncompliance related to par-
ents ' attitudes and beliefs about the recommendations. These 
factors were more important than measured characteristics 
of the child, the parent, or the type of recommendation made. 

Research reported in the business literature has indicated 
that participatory goal setting was associated with greater 
success at reaching goals (Latham & Locke, 1979). One 
might speculate that the same involvement would be impor-
tant in setting family goals. In fact, a tactic described in the 
family therapy literature as important in helping families is 
to assume that the most adequate solutions to a family's 
problems lie within the family's own definition of reality 
(Berger, 1986). 

The specific mechanism for family goal setting described 
by Bailey et al. (1986a, 1986b) is the family-focused inter-
view. This is a process in which the interventionist uses 
previous assessment information to help structure the inter-
view, while remaining open to issues that the family believes 
are relevant. An important element of collaborative family 
goal setting is to negotiate values and priorities , especially 
when family members disagree with each other or when 
interventionists and family members hold different values. 
This is a complicated issue with no simple answers . Articles 
by Bailey (in press) and Aponte (1985), which include sec-
tions on negotiating professional and family values, em-
phasize the underlying importance of professionals' under-
standing their own values and their ability to communicate 
acceptance and respect for the family and its values. 

Implementation 

The success of any intervention model rests in the hands 
of those who implement it. For that reason, a critical factor 
is the skill and knowledge of the professionals working with 
families. The family approach being described calls for a 
fairly substantial change in the nature of the special 
educator's role. It calls for knowledge and skill in areas 
such as family systems theory, group dynamics, communi-
cation and interviewing, and family assessment. 

By suggesting that special educators identify a broad range 
of family needs and definitions of problems, the model may 
seem to imply that special educators will be able to provide 
a much larger array of services to families. That does not 
necessarily have to be the case. What is implied by the 
broadened definition of intervention is that the special 
educator will have to function in a case manager's role, 
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whose responsibilities are to be familiar with a wide range 
of community resources and to be able to provide linkages 
for families as they seek information, services, and support. 

This does not suggest that special educators should func-
tion as family therapists, even though, in the course of 
assessing or interviewing families, serious dysfunctional pat-
terns may be revealed. What it does suggest is that special 
educators should have (a) the skills to help families identify 
their own needs for therapy and (b) the knowledge of com-
munity resources that offer and can provide the direct ser-
vices needed. Also important is special educators' recogni-
tion of families' existing support systems and strengths so 
that those resources can be enhanced. The ultimate goal for 
the special educator will be to help families become inde-
pendent and competent problem solvers. 

Families of handicapped children for years have been 
demonsrating the capacity to deal with a variety of stressful 
events associated with their child's handicap. They also 
have identified positive contributions and strengths that re-
sult from living with a handicapped family member. The 
major goal for special educators is to use these strengths as 
a starting point for helping families negotiate adaptations 
associated with the handicapped family member over time. 

CONCLUSION 

New approaches to conceptualizing families, drawn from 
family sociologists and family therapists, have exciting im-
plications for special educators who work with families. A 
major contribution is that much needed theoretical 
frameworks are now available to guide the development and 
implementation of intervention efforts. This holds promise 
that the elusive individualized approach can be realized with 
families. 

The task ahead is to continue to translate theories into 
practical, working intervention models that can be im-
plemented and evaluated with existing resources. To ac-
complish this, inservice and preservice training for special 
educators must incorporate knowledge and skill in content 
areas not traditionally associated with special education cur-
ricula. In addition, the collaboration between special 
educators and professionals from other disciplines that is 
taking place at the academic level must be encouraged among 
policy makers, administrators, and direct service providers. 
For family-focused intervention to be successful, those 
working directly with families must be supported by policy, 
training, and administrative procedures in their efforts to 
function as case managers. This entails helping families 
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problem-solve and adapt in functional ways to the events 
associated over time with living with a handicapped family 
member. 
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