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SEFAM Final Report

v

Ihtrodd&tion and Qverview

~ In- 1978, staff and student volunteers at: the University of Washington's
Experimental Educational Unit established a pilot program for fathers and.
their handicapped infants and toddlers. At that time there were -no programs
in the Northwest region that specifically served fathers, and few programs in
"the country 'had made significant strides towards inciuding fathers in their
 services. At that time, the needs and- resources of fathers of children with
handicaps were just beginning to. be appreciated. In 1980, we applied for
HCEEP demonstration support to develop and refine the pilot program so that it
~ could be successfully replicated by agency staff in all parts of the country.

The 3-year demonstration grant we received enabled us to continue our efforts
to serve fathers, and to expand our efforts to serve two other groups of
family ' members,. siblings and -grandparents, in the three components of the
SEFAM (Supporting Extended Family Members) program.

.+ In the first component under the grant, we developed a model program for
fathers, orfe which is becoming 1locally and privately supported and
self-sustaining here in Seattle, and one which we have taken‘opportunities to
test and train others to replicate in sevemal sites outside the region. We
have also written a .handbook for implementing the Father's Program model,
which will be published in 1985. -In the second component for siblings, we
- have developed a workshop format for serving young siblings, ages 8-13,
addressing their needs for basic f{nformation and for peer support. With
supplgmentary tunding, we wrote a handbook for young siblings that is also
being  published in 1985. In the third component,” we addressed the needs of
grandparents in a workshop format that offered grandparents access -to
professional advice and mutual support from other grandparents.. Our staff are
continuing to work with this family group thréugh our involvement with our
local ARC which, with our assistance, has received a Parent Training, grant to

develop a group of programs for grandparents. , _ ev/)

We are pleased to describe in this report-~how we have d¢veloped aﬁd
refined, to varying degrees, three service models that address’the specific

needs of three family groups targeted'in”the'componeht activities. Because in ..

. each ‘year of our grant a new family group was phased in for services, the
programs and products we developed represent varying degrees of effort and
‘energy. Certainly the most highly developed SEFAM product -is.the Father's
" Program, upqn which the grant was originally based. The original pijlot
_ program has been changed, somewhat, to reflect our careful examination of
father's needs and how best to meet them. Program variations have been
tested, both at the EEU demonstration site as well as in several other
“pre-outreach" sites, . and we have used our experiences to refine the basic
mode] and to identify viable adaptations. These experiences are reflected in
the written handbook we have prepared for those who wisk to serve fathers.
The Father's Program hdndbook provides an accessible rationale for the service
model, and complete information on how to organize and present the program, °
The handbook will be distributed by the University:of Washington Press, and
will be available in early 1985. ' .

e . I'4
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As we will describe in more detail below, our program' evaluation -and

related research efforts have focused primarily upon the fathers component of .

our services.. Through- the combined ‘efforts of project -staff and -our
consultant, Dr. Mark ' Greenberg, Professor of "Psychology, and ith
supplementary funding, we designed a longitudinal followup study of the imﬁact
of program participation on fathers and their wives. We have disseminated in
professional journals our preliminary findings on the positive effects of the
program on both parents' stress and depression, making-a contribution to the
field in sorely needed data on the effects of programs for fathers. -

_Staff efforts.at providing the bimonthly Father's Program and refining the-’

. program model spanned all 3 years of the project. Beginning in the second

year and continuing through the third year, staff provided less frequent, but
regular workshops for young siblings of children with handicaps. Each year,
approximately four workshops were offered for young siblings ages 8-14. In
somewhat the same way that we sought to supplement the longitudinal research
in “the Father's Program with additional research support, we successfully
obtained support from the Department of Health and Human Services from October
1, 1982-September 30, 1983 to research, write,. and fieldtest a handbook that
would meet the special information and support needs of siblings of children
with special needs. The handbook is an effective means of disseminating the
information and experience we gained in our work with SEFAM siblings. The

sibling handbook will be published by the University of Washington Press .

mid-1985. The sibling workshops are being continued at the EEU with local
support, - and ' staff- have ‘provided technical . assistance to program staff in

. other. parts of the country who wish to include siblings in their. matrix of-

services.

«‘In the-final project year wepaddeéjanother series of workshpops to serve

grandparents, addre.sing their needs for informatioq'*’and)‘support;. and
‘examining the naturesof their experiences and interactigns with the child's

- fatdly through a questionnaire we developed. The _cdhiiﬁuafion?;of this

workshcp program and spinoff® of an individual grandparent support program and,
a national grandparent newsletter are being made possible' in 1984-85 by a"’

v

Parent Training grant awarded to the King County Advocates for Retdrded

Citizens (ARC). SEFAM staff assisted the King County ARC ‘to..prepare the
grant, and we will be corsulting with their. staff in each of the three, program
activities, the group workshops, .  the individual support program, and the
newsletter. ’

~ Model development, implementation, and evaluation ‘have been the priorities
of the SEFAM. demonstration °program. SEFAM staff were concerned, from the

4

initial planning of the grant, that the basic program evaluation provided for

in traditional "HCEEP demonstration projects would not adequately demonstrate
the effects of making fathers the primary .focus of a program's services.
Child progress measures would not be appropriate, as children are not the
target of services, but rather the child's entire family milieu, particularly
the child's father, is the target audience, We recognized that the eco1ogica{

scope of the project required an evaluation plan similarly broad in scope, and -

more . rigorous in design than could be supported. solely with demonstration
funding. We have therefore supplemented the basic” evaluation provided for in
our HCEEP grant with résearch support rrom local sources, including the

.
1
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" Research Trust Fund of the Washington Association for Retarded Citizens, and
the University's Graduate. School Research Fund. -With ongoing consuiltation
from Dr. Mark Greenberg and from numerous visiting consultants to the program,
we developed a comprehensive assessment battery that we administered annually
lto all fathers and their wives. -Preliminary analyses of those longitudinal
data indicate~that parents who were involved in SEFAM's Father's Progrgm
reported -less stress and depression, and more satisfaction with social
supports than parents newly enlisted in the Program. These. results are
reported under Objective 1.0 below, and in publications attached in Appendix A. .
. . The data we gathered on SEFAM parents raised several important questions
that remain to be answered, including how these efforts maintain over time,
.and how the SEFAM parents differ from other parents of handicapped children-
_who-are not involved in a program for fathers. Continued followup and the
addition of a control group needed to address these questions will be possible
through a research grant we have obtained (Field-Initiated Research Study -
FIRS), providing for a 3-year longitudinal study of participants and a group
- of matched controls. Like the three direct service components of SEFAM, the
‘research we initiated during our HCEEP demonstration grant will continue at a
refined and expanded level. Just as we are pleased to report that our efforts
to serve family members have resulted .in an array of innovative continting
programs that have attracted the support of local and private funding sources,
we are equally pleased that the research we have initiated .and refined during
the past 3 years will.continue beyond the end of this grant., Data on program
impact are needed, not only to support the extension of the SEFAM.Father's
<® . Program in other communities, but also to help us identify how we can make che
- mpdel most responsive to families' needs.

As our readers will find, although this report marks the end of HCEEP
demonstration funding, the SEFAM ‘programs continue, some in expanded forms.
The most important -feature these legacies of SEFAM share, however, is their
responsiveness to the family needs we have identified in our demonstration
project. SEFAM was conceived and funded as an ecologically based approach to
o meetiny. the early needs of the young handicapped child through building a
support‘ve family environment, the ecological system which is most influential
in the young child's life. The services we have provided familigs and the
models we have. developed reflect that rationale. Our preliminary research
supports the value of that approach, and we will continue to draw upon our
experiences in SEFAM as we plan our future programs and studies of these
‘special family systems. ' :

N ' .
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Activities and Accomplishments in Meeting Project Objectives

This section of the report will summarize staff efforts over the past 3

years in regard to the obJect1ves we 1dent1f1ed for ourselves in our original
grant application.

GOAL: TO PROVIDE AN ECOLOGICAL MODEL PROGRAM THAT ADDRESSES THE NEEDS OF

' TRADITIONALLY .UNDERSERVED  MEMBERS ° OF  HANDICAPPED - CHILDREN'S

FAMILIES, WITH A VIEW TO PROVIDING THE CHILDREN .WITH A FAMILY
ENVIRONMENT THAT IS EDUCATIONALLY 'AND EMOTIONALLY SUPPORTIVE.

ObJect1ve 1. 0 To further develop, expand, test, and refine the pilot
_ Fathers and Infants/ToddTers Program establiished at the
University of Washington in order to encompass fathers,
siblings, and other members of nandicapped young children's.

extended fam111es in a replicable modeT‘program.

The. SEFAM Program has included three major components: the original
Father's Program, a program for siblings, and & program for grandparents. Our .
efforts in each year of the proaect .expanded to include a new family group.

- In the first year, all of our work revolved around developing and refining the
Father's -Program so that the model could be rep11cated by others. In the

for grandparents. The extent to which each program was refined was a function
of the time we had to dedicate to them. The Father's Pragram is the major and
most finished product-of this grant. It represents 3 jyears of pilot work and
3 years of HCEEP-funded model development. It .has undérgone the’ most rigorous
review and the most numerous changes. The greatest 'number of our written
.pr@ducts and disseminables are associated with this component, including the
Father's Program Handbook, reports of our. research, grant proposals for
supplementary and continued funding of the local service model and research
and ‘other pub11cat1ons for both the profess1ona1 and general audience.

model for the Father's Progranl is a bimonthly program with a well-defined
format, -the sibling model is less intensive and more flexible. A workshop
model was utilized to provide opportunities for young children to learn about
handicaps, ask questions about matters of concern. to . them, share  their
experiences, and enjoy the company of other brothers and sisters of children
with handicaps. With supolementary . funding, we also prepared a written
‘handbook that will be puleshed in 1985 by the University of Washington press.

The grandparent program was the f1na1 component added to SEFAM in our ]ast
year of funding. Like the sibling component, it. was based on a workshop
model, and provided grandparents with several opportunities throughout the
Jezr to meet with profess1ona1s who could respond to their questions about
their. grandchild and family, and with other grandparents who could share peer

. suppOrt.

In our report on this objective, we W111 describe’ the major events in the
development: of these three. components.. Included in this section will be a
description of the research we have 1n1t1ated to evaluate the effects of our
efforts. .

second year, we added a program for siblings, and in the last year, a program

The sibling program represents 2 years of staff efforts. Whereas the



‘ Evo]utton of the Father's Program Model

At the time we submitted our original proposal, we described the format
. for_the pilot program for .fathers and infants we had developed. That format
included opportunities for our . staff to ‘provide information® to the
" participants, as well as oppoytunities for participants to explore and discuss &
their feelings. The model we have arrived at after 3 years of experience
continues to provide those opportunities; but thc manner in which the program
is structured has been changed somewhat to facilitate those experiences. The

. fathers themselves have helped to. shape the program through their fgedback on

program structure and content.  We have surveyed part1c1pants to find out what

they. 1ike and dislike about the program, and we have seriously considered
their responses. For example, fathers' lukewarm responses to the "Zingers," gt
_or short controversial statements we originally used to stimulate discussions,

were " instrumental in our decision.to drop these and use the time for more
extended group discussion. The model has -also .evolved with help from many of

the consultants who have visited the program and met with SEFAM staff. Or.
Harris Gabel, for.example, observed the program in action and later critiquec

tape record1ngs of group discussions in Father s Program meetings. The
feedback he provided helped staff to refine their group discussion
facilitation skills, as well as to consider changes in organization and
schedu11ng that would encourage fathers to share their concerns. o o

Services Prov1ded to Families

The demonstration program at ‘the Experimental Education Unit has
maintained a relatively stable enroliment of 20-30 families per.year since the
time of our pilot work on the program. An average :of two-thirds of the -
children have Down syndrome, and the rema1n1ng children have handicaps -
including other syndromes, blindness, cerebral 'palsy, mental retardat1on,
chromosome disorders,-and undiagnoséd deve]opmenta] de]ays. .

SEFAM's enrollment of children, and the demograph1c character of its-
families have been influenced by our -immediate setting and more general
Seattle location. We have had a 1large enrollment of children with Down
. syndrome due to our site, the Experimental Education Unit, where a widely
‘known model program for serving these children was deve]oped The families
who have participated in SEFAM have been primarily white and middle class,
reflecting the demograph1c makeup of the Northwest region.
The Father s Program has prov1ded» twice monthly regular meet1ngs, but
several othegr services have also-been available for families.. Program staff
Donald Meyer and Greg Schell, have consulted individually with fathers,- as
needed. We have also organ1zed several annual all-family social occasions,
under the ausp1ces of the Father s Program. These have proven to be extremely
important in themselves, in strengtheh1ng family mutual support networks.,
With supp]ementary funding from CEC in Year 2 we offered several workshops for
fathers  in the community, expanding our service base and addressing the needs
of fathers who lived at too great a distance to participate regu]ar]y 1n the ® :
EEU program. . '
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Evaluation pf'Program Impact -

In our original grant, we wrqte that- our program evaluation efforts, like
our service model, would be guided by an ecological rationale. With that goal
in mind we immediately set out to plan as comprehensive an evaluation design - -
as would be needed to capture the.full range of program effects upon the child
and family. Whereas most HCEEP demonstration ‘projects target the handicapped. .
child for services, the SEFAM Father's Program targeted the child's father for
our intervention. It was the child's father whom we sought td” involve and
possibly .influence in his attitudes. and behaviors. Clearly, ourlgssessment .
measures had to tap paternal domains that might change over the course of a
_father's involvement in our activities. , , . g

Guided by our- ecological- focus, we realized that changes in paternal -
domains might also produce changes in mother's domains, parental variables.
being so closely related. Hence, we included mothers in the gscope of our
assessments in order to determine whether our* program has second-order effects
on the wives of participating fathers. ' :

- .

Child progress, then, was not the primary outcome measure of concern to us _

as it is in most HCEEP demonstrations. It was not that we thought that we D
would have no.impact on th# child's development, but.rather, that we kifew we. ;
would have no means of determining to what degree our program contributed to -

child change. One of our service objectives was to identify appropriate o
educational placements for all .children who were not already enrdlled in a
program when their fathers entered SEFAM; hence any measure of child progress
would reflect, to a large degee, the child's participation in his/her primary.
education program, with SEFAM involvement being a lesser contributing factor.,

i ]

At the vutset of the project we worked wjth our consultant, Dr. Mark '

‘Greenberg, whose services were made possible through technical assistance from ’
TADS, to identify the family measures we woptld administer. . Our research

desigp was a one-group pretest-posttest design, ~determined largely by
pragmatic ' considerations. Random assignmenit was - impossible: for ethical o
reasons, and resources were unavailable for tfie use 6f a control group. We
identified family domains that we hypothesized Would be influenced by fathers!
involvement in the program, and weighed the “werits and disadvantages. of
avaiTable instruments. ~ The matrix displayed in- Table 1 describes the
assessment battery we administered to parents pre and post Year 1. We hoped

that after we reviewed the results of the 10 measures at the end ¢* Year 1 we
would be able  to identify a smaller set of measures, showing some variance
between parents that would reflect "the length of their involvement in the
program. Within the Year 1 sample, we tested parents who had been invalved in
the pilot program from 1-3 years, and we compared the pretest-data of those. °
pilot parents (n=7) to the group of newly entering parents (n=16). We found
that fathers in the pilot program differed from newly enrolled fathers in
several areas (see Tables 1 and 2): they reportéd lower depression levels {p

&.01), lower levels of sadness (p < .00'), higher feelings of -success as a
person (p < .05), less guilt (p = .01), better deeision-making skills (p &£

.05) and less fatigue (p <_.05). The fathers in the pilot program also
differed in their reports of satisfaction with Social supports compared to
newly enrolled fathers: they reported greater satisfaction with neighborhood

'
~
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. ‘ T . Table 1
S T e y
B "~ Mdans*, Standard Deviations, and ‘
. " Significance of ‘Paternal Dependent Var1ab1e% by .
. _ Father Participation (Ana]yses of Covarfance)
* Proaram Fathers New Fathers
: ‘iF ratio
’ Deoenden* Measure -‘Mean  S.D. Mean - S.D.’ (1,14)
1:4 , .
* Beck Depress1or Tt |
‘ Tnventory - ' :
Total Score © 0 2.20 2;%3 - 7.19 5.2 9.4, p<,.01
Sadness ' 0.00 0.0 0.52° 0.6 15.5, p« 001
o . Fatique - : 0.20 0.5 0.83 0.6 .. 6.9, p¢.05
Satisfaction ” 0;8=2 0.4 0.30 0.6 7.0, p<.05
Future Concerns . - 0.5 0.68 .0.6. 4.9, p<.05"
. Success/Failure  0.00 0.0, 0.35 °0.5 6.5, p<.05
¢ Guilt " ©0.04 0.1 0.55 0.8 7.7, =.01
" Decision-Making.. 0.17- 0.4 0.8 0.6 5.3, p<.05
Inventory-of Parent : ;
Experiences = 1 - . . E . . "
5 Shar1ng Happy | 4,01 0.5.° 2.79 0.8 “5“0 p <05
- Events Y. : o
. Sharing Private 4.17 0.3 2.65 ' 1.0 *+ 5.6, p'< .05
Feelings . . N v
Religious Satis-" 4,33 0.5 " 3.03 .71. 8 7 »4.5, p< .05
faction _
Neighborhood Satis- "4.02° 0.8" . 2.70 -0.9- 4.1, p =.06
faction - - ~ .
QRS-F L o
" Child"s Incapaci- . 4.16 0.9 . 571 1.0 4.5, p =.05
tationd . \ -
‘Total Problems® . 0.86 3.9  6.51 3.4 R.9,.p =0

© .
¢ - * 0 . [
. ) . v T g
. *

* A1l means. are adjusted for the covariates of ch1ld s aje,
father S educat1on, and father S occupational status

Chl]d g chronologicat age_was s1gn1f1cant covariate (p<.05)

, *

" Father's .education ‘(p< .05) and, occupation (p < .05) were
-significant covariates~ , , )
rd ’ -

" N . '
- . — . . '
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’ Table 2 . ! .
Means* Standard Deviations, and .
Significance of Maternal Dependent Variables by
Father Part1c1pat1on (Ana]yses of Covar1ance)
w1ves'qf Wives of | J e
) Proaram Fathers. MNew Fathers '
e e * -y %1 Feratio
- Deoendent Measure Mean S$.0.  Mean S.D. (1,19)
. . - . . ) : 0 L4 w
~ Beck Depressicn >
Inventory . . § '
Success/Failure . 0.00 . 0.0 . 0.30. 0.6 4.3, p =.05
- Appearance/ - S b o
Attractiveness.  0.04 0.4  0.,74- 0.8° 3.6, p<.10
Inventory of Parent X , A
-~ Experiences . e
T *Sharing Happy 4,01 0.5 2.79 0.8 5.0, p«< .05
. ' Events ’ , : - c .
©© Satisfaction Time 3.74 1.0 2.65 0.9 3.4, p<.08 - .
to Self ' A )
" ; Family Env1ronment. : .
* SEale : | .
T Family Express1ve~ 3.30 1.3 2.42 0.8 3.2, p<.Li0
ness : ‘ .
. Family Independence 3.31 0.8 2.48 ° 0.9 - 3.2, p<.10 ,
QRS F | . f-- oo _a ' T
~Thild's Char- 5.67 2.0 7.83 2.1 3,7, p =.08 o )
T acteristics . | T g o
¢ . " ) — l, . ’. %
* A1l means’ are . adjusted for  the covariates of maternal ;
education and child's age. No significant effects were
. - found for the covariates. o : o !
a (1,15)
)
b g (1,18) -
¢ df (1,19) " | - \
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' supports (p ‘= ,06), greater religious satgsfaction (p £ .05), and greater

T sat1$fact1on shar1ng happy events and private fee]1ngs (p £ 05)

Our analysis of data from our first assessment of fam111es also revea]ed
that fathers"part1c1pat1on had ‘second-order effects on the fathers' wives,
who differed from wives of .newly enrolled fathers in the. following areas:
‘higher reports of success (p = .05) and personal attractiveness (p ¢ .10);
greater satisfaction sharing happy .events (p & .05) and greater satdsfaction
‘with the amount of personal time available to them (p < .08); higher levels of
family independence and expressiveness (p- 4. 10), and less stresscdue to their
ch11d S charagﬁer1st1cs (p = .08). e

Severa] measures were dropped from the posttest battery at the end of Year
1 because there was no variance in , pretest 3scores. These included the HOME
and. the Assessment of Fathering Behaviors. Further, -a new measure was
substituted in Year 2, one selected to measure changes in parent roles whigh -
we hypothesized might occur as a result of program involvement. . Thesg data
. will soon be analyzed and we plan to prepare. . mandscr1pts reporting- our

findings for submission in. 1985 ﬂ

ObJect1ve 2.0: To coordlnate p]ann1ng and deve]onment of the rep]1cab1e
\ - mode]l and -its materials with persgnnel from the State

‘ Education. , Agency, public schonls, community service
R organ1zat1ons, and, professionals from other d1sc1p]1nes. .

) 3

Local coordination for the demonstrat1on s1te b

L

“our immediate seryice.mandate under our grant was to recruit participants
for ‘each of the three SEFAM components - and to deliver. fegular services.
Baginning in Year 1, we established regular correspondence with Seattle-area
hospitals, clinics, developmental disability centers, and handicap. advocacy .
" groups to inform them of our programs and invite their referrals. After these
agencies were notified of our services . ‘at . the ‘beginning of each' year, we

" continued to keep them informed of SEFAM meetings and special events

~ throughout the year. In this way ‘they could notjfy their const1tuenc1es and

clients of particular SEFA programs of interest. .

| SEFAM Coord1natorc onald Meyer and Co-Facilitator Greg Sche]l also maae

regular presentat1ons b community groups to -recruit fathers, and to increase
the program's visibility.” These groups included local deveélomental ‘disabilit
‘centers, Kiwanis C]ubs, high schoo] .groups, parent groups, and local/regiona
CEC chapters. “ \

One benefit of this coordination with local agenr1eso has been program
referrals. . Another benefit has been supplementary' support for additional
" program activities. - For example, the Seattle-area Eagles.has nominated SEFAM
.for three $1,000 grants for added fathers' and -siblings' activities, and two
of those grants have already been awarded. _

Particularly in our first 2 years, the 'SEFAM Advisory Couhc1] provided
direction in tapp1ng local funding sources for supplementary and continued
support. Several fathers on the Council were emp]oyees of 1arge Seattle
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corporatiohs with gift funds targeted for 1local needs. At one father's
suggesivion we requested funds from~the Westin Hotel Corporation, and we were
awarded a $600 grant- to support the program's increased child care needs.

In 1983 we were urged by one of the SEFAM families to contact ‘their
child's grandfather, who is the president of a California private foundation,
for support of the local program. This reguest resulted in a $7,500 gift- from

 the Charter Oaks Foundation which is being used at present to fund the ongoing
services for fathers and siblings. - S

Coordination beyond the local region

\ The ultimate goal of SEFAM staff has been to disseminate the model to a
national audience. It is with this goal in mindwthgt we applied for 1984
Qutreach=support, and will continue to pursue Outreach funding. In prepartion
for SEFAM's Outreach phase, SEFAM staff initiated contacts at several sites of
their presentations on the model between 1982-1984, * As a resuit of these

. contacts, we provided technical assistance to groups of professionals and
parents who wished to serve fathers in. their community. For example, Don
Meyer and Greg Schell presented fathers workshops at the Down Syndromre
Congress Meeting in Chicago in 1982. Many of the 85 fathers who attended
these workshops expressed interest in' starting a fathers program in their
community. Don and Greg subsequently visited' a group of 9 fathers in  the
Milwaukee. area who had organized a local program, and they provided the
fathers with feedback on their efforts. SEFAM staff have also worked with
severa! other groups in. Vancouver, B.C., and in Baltimore, Maryland, offering
them encouragement and information on how to start a fathers program. In this
way we initiated-contacts with- potential outreach sites and began to develop
the skills needed .to deliver training and assistance at the conclusion of
demonstration support. g

Objective 3.0: To design and fieldtest a curriculum using strategies for
o : increasing family members’ skills in coping  with,
* Jnteracting with, and educating their child who has special

needs, and in fostering a nurturing environment. '

One of the major products of this grant is the -written guide we have
prepared to help others organize programs for fathers in their communities.
This -guide, A handbook for the Father's Program, has been accepted for
production by The University of Washington Press. A draft of the handbook is
included in Appendix B. The handbook contains all of the information needed
to start a program, recruit participants, plan agendas, guide group
discussions, and select guest speakers. It is designed to stand alone or be
used in conjunction with training and technical assistance provided by SEFAM’
staff. The handbook will be reproduced and bound in an easy-to-use loose-leaf
format. Readers will have permission. to copy pages to share with the
participants in their programs. The University of Washington Press has
already begun to advertise the handbook, and with access to their marketing
department, we gnticipate that it will reach a wide audience.

Iy second product thét is a spinoff of this grant is a handbook for
» siblings of young handicapped children. The Sib Book: Facts and Feelings for
4 . ¢

3 :
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Brothers and Sisters of Handicapped Children will be published in 1985 by the
University of Washington Press. It was prepared with the support of a

. discretionary grant we received from the Department of Health and Human
Services as a Project of National Significance in, 1982. The idea for the
handbook originated in our work with the SEFAM sibling workshops which we
initiated at the end of the first year of the project. We identified:
experiences and concerns young siblings, ages 8-14 seemed to have in common.
We wanted to address those concerns for the wider audience of siblings who did
not have access to programs like those we initiated for siblings. After
reviewing the books on handicaps and handicap experiences that were written
for young readers, we found that there were none written for children in the
pre-adolescent/earty adolescent age range who are beginning to ‘experience
their sibling's handicap in new ways. For.example, these children have more
social interactions that involve their sibling, ‘including peer interactions.
They begin to think more about the future, and how their lives will be ..
affected by their sibling's handicap. They begin to have questions and

~ concerns' that they find it difficult to share with their parents. With the
support we obtained from the DHHS grant, we wrote and fieldtested a book which
included our observations and the insights of the SEFAM siblings who attended
our workshops. We have had many enthusiastic requests for the book, and we
are extremely proud of this contribution to the field. : ‘

A final product which is now being completed is a short guide for others -
who want to offer workshops for siblings. This will be similar in approach to
the Father's Program handbook--a how-to guide for professionals in the helping
fields who may wish to add siblings to their service matrix. This handbook

- will be available upon request from the Experimental Education Unit.

Objective 4.0: To develop, fieldtest, and refine materials and products
o concerning the evolving _and _final model,. including
curricuium materials, informational materials, and
assessment procedures for measuring behavior. change and

program impact. ' . ’

As we describe under Objective 3.0, we have written and are” having
published handbooks on the two major components of the SEFAM project, the
Father's Program and the Sibling Workshops. Both manuscripts have benefited

from our work with family members in our. programs who provided valuable -
feedback on the wrrking drafts and final texts. We solicited feedback on. .
these products from a variety of professionals in the greater Seaygle area and
from across the country, including visiting consultants, Specfii education
teachers, parents,. physicians, nurses, therapists, and others in the helping
professions. ‘ :

The SEFAM program, by virtue of its innovativeness, has -attracted
considerable local and national media attention. The Father's Program has
been featured on several local televicion news programs and in" an Associated
Press article that was carried by newspapers across the country. In fact, one
of the families in the Seattle program moved to Seattle from the east coast

after they had read about our program in their local paper.

14
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Project staff have prepared a wide variety of written materials on our
work in addition to the sibling and father handbooks ‘we have described. - We
have written four articles that have been published or accepted in peer
‘reviewed professional journals, and 6 book chapters to be published in an
‘edited volume on families of; children with handicaps. A1l of these
publications are included in the fgllowing list of staff publictions resulting

“from this project: I ' . ' Yo
Fewell, R.R. ~(1981). Families of handicapped childrgn (Issue editor).
Topics in Early Childhood Speial Education, 1(3). ) '

Fewell, R.R. Supports from re]igiods organizations and personal beliefs. In
R.R. Fewell and P.F. Vadasy (eds.), Famiiies of handicapped children: Needs
and supports across the lifespan. Pro-Ed, Austin, Texas, in press.

Fewell, R.R. A handicapped- child in the family. In R.R. Fewell and P.F.

Vadasy (eds.), Families of handicapped children: Needs and supports across
the lifespan. Pro-td, Austin, Texas, in press.

Fewell, R.R., & Vadasy, P.F. (Eds:) Families of handicapped children: Needs -
and-sudﬁorts across the lifespan. Pro-Ed, Austin, Texas, in press. - .

Meyer, D.J. Fathers of children with handicaps: Developmental trends in
fathers' experiences over the family life cycle. ~In R.R. Fewell and P.F.
Vadasy (Eds.), Families of handicapped cﬁi]dren: Needs and supports across
the lifespan. Pro-td, Austin, quas. In press. - . :

]

Meyer, D.J. A sibshop” for siblings. Siblings Information Network Newsletter,
1983," 2, *(1), Department of Educationa] Psychology, Box U-64, University of

. Connecticut, Storrs, CT 06268.

Meyer,: D.J., and Vadasy, P.F. - 1984. Sibshops -at the: University of ‘.
‘Washington. Siblings  Information Network ' Newsletter, Department of .
Educational Psychology, Box U-64, University"of"Cohneq}iCut;“ Storrs, CT "~
06268. In press. S e . -

Meyer, D.J., Vadasy, P.F., Fewell, R.R., & Schell, 6. A ‘handbook for the

Father's Program: How to organize a program for fathers and their handicapped .
children. In_pressib'_ _ 0 . ;

-t

_ Meyet, -D. J., "Vadasy, P. F., & Fewell, R. R. 'The-sib book: A book about
facts and feelings for brothers and sisters of children with special needs.
Tn press. .

Meyer, D.J., Vadasy, P.F., Fewell, R.R.;- & Schell, G. (1982) Involving
fathers. of handicapped ‘infants: Translating research into program goals.
° Journal of the Division for Early Childhood, 5, 64-72, *

Meyer, D.J. (Producer), & Vadasy, P.F. (Editor). (1981). .The SEFAM nrogram
for fathers of handicapped children (slide-tape). Experimental Education
Unit, University of Washington, Seattle, Washington.




*Moeller, C.T. "They became a substitute family":  The effect of
professionals on the family of a handicapped child, ~In Families of
handicapped children: ~Needs_ and ‘supports - across. the lifespan: Pru-td,
Austin, Texas, in press. ; i ' .

Scho11, G.C. (1981). The young handitapped child: A family perspective.
Topics in Ear]y‘Chi]dhood Special Education, .1, 21-27. ’ .

Vadasy, P.F. “Single mothers: A social phenomenon gﬁd population in need. In
Familjes of handicapped children: Needs and supports across the lifespan.
Pro-Ed, Austin, Texas, in press. ' .

Vadasy, P.F., Fewell, R.R., Meyer, D.J., & Schell, G. (1984). Sib]iﬁgs of
hendicapped children: A developmental perspective on family interactions.. .

Fanily Relations, gg,'lss-lsz.

Vadasy, P.F., -Fewell, R.R., Meyér,. D.Jd., ;Schell,- G., & Greenberg, M.T.
(1984). Involved parents:- Characteristics and resources of fathers - and

" mothers bof young handicapped children., Journal of the Division for Early

Childhood, 8(J}), 13-25. ‘ ,
Vadasy, P.F«, Fewe]],‘R.R., Meyer, D.J., &.Greenberg; M.T; Supporting fathers
of handicapped young children: . Preliminary findings of program effects.
Submitted for publication. ‘ S

Vadasy, P.F., Fewell, R.R., & Meyef, D.Jd. 'Supporting extanded family members'

roles: - Intergenerational supports provided by .grandparents of, handicapped
children. Submitted for pub]ication.' - '

Copies of mény of tHese pub]ications akg attached in Appendix A.
The SEFAM projéct has also .been featured in numerous professional

néws]etters,° newspapers, ~.and in other widely circulated informational
publications.” -For —example, the Father”s Program was alluded to in a Life

magazine editorial on fathers by Loudon Wainwright (See Appendix A). It was o

featured in the Fatherhood  Project's national guide, Fatherhood U.S.A.
(Appendix A), and has been visited most recently (December, 1984) by a
producer of "60-Minutes," who is interested in spotlighting SEFAM in one of
thebweekly programs . ' S '

~ *Note: Mrs. Cathleen Moeller is the mother of one of the children in the

SEFAM Program. She has been employed as a Parent Coordinator on the SEFAM -

grant and on the Computer-Assisted Program (CAP) Project-at the Experimental

Fducation” Unit. In addition to .her highly effective interpersonal skills, - .- -

Mrs. Moeller has written several accounts of her experiences as a parent of a
child with Down syndrome.

¢
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"Qur staff take pride and some small degree of credit for the increased
.awareness of fathers' contributions to the family, particularly the care and
development of young children, that we have:observed during the course of ur
‘grant. The father's role has been the focus of the med1a in the popular
culture, as well as in the profess1ona1 literature. - One result of this
increased - appreciation  of fathers is that programs 11ke SEFAM are recogn1zed
as needed and having demonstrable benefits. Unfortunately, at the same time

that the need has become dpparent to dinclude fathers and other family members -

in the matrix of agency services, the economy has restricted, and these new

_programs must compete for reduced resources with older, more established, and .

often more urgently needed proyrams. This is the position in which the SEFAM

programs have been placed. In our attempts to secure private, long-term
funding, we find ourselves competing for a smaller pot of funds that are °
needed to serve children themselves. In‘an irdnic Catch-22 situation we have-
become ineligible for support frdm many sources which fund only new, rather
than successful ongoing programs, or which view -services to the child through

a very narrow perspective, one that is at variance with the ecological
.perspective we espouse. Certainly this is a transition which must be faced in
the life cycle of any program. The SEFAM programs are part of .an economic and

social milieu, as well as the ph1los0ph1ca1 movement of helping families to

help themselves. The .future of .our’ programs’ will™ no doubt reflect the .
confluence of those trends, as much as our ‘own continued efforts to make the

programs available to as large a group of fam111es as possible.

¢ ObJect1ve 5.0: To. d1ssem1nate information regard1ngﬁthe evolv1ng and final

model to professional, governmental, and general -audiences,

and to make avaiiable mater1a1s and products generated by
the i.odel program. . .

As we have described in detail earlier in this report, we are taking to

press early in 1985 the two major written products to help others replicate
the Father's Program and to address the special needs of siblings. A third
major product, a*handbook for offering sibling workshops, 'will be distributed
through the Experimental Education Unit.

Throughout the project staff have made. presentations to -parent and

professioral .groups to increase awareness of the model. The following is a
list o»f those presentations. i :

SEFAM Staff Presentations, 1981-1984 .

S, e

SEFAM Staff Member , Group and Year

~Rebécca R. Fewell ~— an1v?5§}ty “of New Mex1co “Conference, A1b0queroue; N.
Y | "

0ff.ce of  the .Superintendent of Public Instruction,
Olympia, WA, 1981

Region 1V Early Childhood Conference, Houston, Texas,
1981




.' SEFAM Staff Member

Rebecca R. Fewell
(Cont'd.)

. Early Education Center Outreach Project, Jackson,
‘Mississippi, 198 : T

~ Intervention Program Albuquerque, New Mexico, 1981

1982

'Grant County Developmentally Disabled, Early Childhood
" University of Missouri HCEEP Demonstration Proaect o
' Columbia, .M, 1982 '

_ Region 16 L, Amarillo, TX, 1983
"AAMD Annual Meeting, Dallas, TX, 1983

15 o SR

Group and Year

Albuquerque Public Schools, ”Eaﬂy Childhood
'Deve]opmental Disabilities Conference, Ghost Ranch, -N. |
M., 1981 ) , . ‘

Grant Wood Area Educat1on Agency, Cedar Rap1ds, Iowa,
1981

AAMD Annua1 Cpnference, Vancouve'r, ‘8.C., Canada, 1981 |

North Dakecta. Council for Except1ona1 Chﬂdren, Minot
State College, Mmot ND, 1982 \

HCEEP of Co]orado State Umveuksny, Ft. Collins, CO,
CEC 60th Aniial Convention, Houston, TX, 1982

Service Organi 2at iti, Moses Lake, WA\ 1982, 83
AAMD 106th Anpual Meeting, ‘Boston, MA, 1982

6th Intermtiomal Congress of the Internatiohal
Association for the Scientific -Study of .Mental
Deficiency, Toronto, Ontario, Canada, 1982

©

L4

CEC 61st Amyal .International Convention, Detroit, MI,
1983 . . ’

- MacArthur Network -Workshop “on Affective Developmen‘L
San Diego, (A, 1983, .-

State Department of dEducation, Reno, NV, 1983

HCEEP/DEC . Project Directors and Early Childhood
Conference, was.mgtOn, D.C., 1983

Gatlinburg Conference on Research ‘on  Mental B

| Retardation, Gatdinburg, Tw, 1984




SEFAM Staff Member

Rebecca R. Feyéi]
(Cont'd.)

v

| Dona]d J. Meyer

Y

%

The father's role with a Down syndrome child. Plenary

- March 19, ]982

v ;
’ Group and Year

Educational Service Center, Region 12, Waco, TX, 1984

AAMD Annual Meeting, Minneapo\is, MN, 1984

: ot
A Child Symposium, National Association of Count1es,

High/Scope cOnference, Seattle, WA, 1984 -

\

Educat1ona1 Service Centen, Region 4, Houston, TX, 1984 ~

Standing Committee on Early Interrention Programs for

the. -Provincial Government, University. of Lethbridge,
Alberta, Canada, 1984. :

-

session presentation to the Oown Syndrome Congress,
Portland, Oregon, October 10 1981, - ‘

'FacherSg s1b11ngs, grandparents Forgotten members of

a young handicapped child's family?- AAMD Region I

Conference, Vancouvér, British Columbia, November 9 &
]0’ ]98]o ¢ )

'Programs ".for fathers and infants.' Council for -

Exceptional Children  State Conference, Bellevue, WA,

¥

Serv1ng families 'of young '»nand1capped children,
Council for Exceptional Children National Conference,
Houston, Texas, April 13,_1982

Fathers and the1r handicapped children: Research -and

implications. Summer  workshop: early childhood . . _ _
_ education for . the handicapped, -University of -
Washington, Seattle, WA, June 23,.1982.: : '

The fathers program. HPresentations°made to parents and
staff of Wonderland School, = September 29, 1982,

" Merrywood School,. October 13, 1982, .and Children's
. Therapy Center, October 25, 1982. ‘

A workshop for '"fathcrs only". 10th Annual Down's

Syndrome International L ngress, Chicago, IL, November
6, 1982. (also at Good ‘amaritan Hospital, Puyallup,
WA, February 15, 1983; Chi dren's Clinic and Preschool, -
Seatt]e, WA, February 23, 1983, and Skagit Preschoo]
Assoo1at;on for the Rehab111tat1on of Lh1]dren, March °
10, 1983

19




SEFAM Staff Member

Donald J. deyer
(Cont'd.)

17,

Group and Year

Impact of -a thild's handicap.on the family, Seattle
- Preparatory School Developmental Disebi]ity Awareness

Day, Seaytle, January 27, 1983.

-Concerns of siblings of handicapped =~ children.

" Washington “chapter of the National Society of Adults

and.Children with Autism, Seatt]e, WA, March 7, 1983.

Siblings of handicapped. children. North™ Thurston
County School District early intervention _progrem,

March 28, 1983. _

Fathers and their. hahd1capped childran: Research and

implications. . Special education graduate class,
~University of Washington, Seett]e, April 26, ,1983.

Programs for siblings at the Univeréity of Washington.

You ‘are the expert conference, Central Washington |

Un1vers1ty, E]]ensburg, April 22, -1983. ’ -

S1bl1ngs. Exper1ences and needs. Ch11dren S C11n1r and-

Preschool, Seattle, WA, July 13, 1983+

Siblings.of_handicapped children. Washington Advocates
for Retarded Cjtizens, Seattle, WA, July 19,61983.

SEFAM's Programs “for‘"e ended 'family members . Early

Childhood. Development ~ Association of_'_washingtonﬁ

(ECDAW), La Conner, WA, Ju]y 22, 1983.

SEFAM: The fathers program Un1vers1ty of wash1ngton
- -special workshop in special education: birth to three

(EDSPE 496), Seattle, WA, July 29, 1983.

- The fathers program. N.W. DeVelopmental Therap1sts,

Snohomish, WA, September 28, 1983.

Fathers only workshop. 11th Anhua] Down Syndrome

International Congress, Providence,’ Rhode Island,
October 2, 1983. :

Fathers program. . Merrywood School, 'Bellevue, "WA,
October 4, 1983. i

Siblings:  Unusual problems, unusual opportunities.
Fort Lewis parents association, Fort Lewis, WA,
November 16, 1983. ' -

20
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SEFAM Staff Member o ' ~ Group and Year
-Donald J. Meyeg ' S1b]1ngs Unusual problems, Unusual opportunities,
(Cont'd.) Olympia Public Schools parents program, Olympia, -WA,
o . January 28, 1984 ; )

Siblings: Unusua] problems, unusual opportunities,

]
|
i
|

~-PAVEwparent_progrem, Tacoma,~NA;”February—4;—4984:

Intervening with fathers as a means of reducing family

stress. Research in Action III, Texas Tech University, -
° Lubbock, TX, February 11, 1984. '

_ Fathers'only'program. North Shore Ihfant.Developmenf
o Programme,  Vancouver, B.C., January 21 March 31, May:
12, 1984 ’ -

Fathers program. Little Red Schoolhouse, Seattle, WA,
] - March 5,,1984. - =

Siblings: - Ynusual problems, unusual opportunities, .
Parent-to-Parent conference, King County Advocates for
Retarded C1t1zens March 24, 1984.

Meeting the underserved needs of fathers of hand1capped
, children. Early Childhood ‘Intervention Conference,
3 o Billings, Montana, Apr11 11 1984.

Fathers on1yaworkshop. Sno-Valley Development Center, '
Snoqua1m1e,owA April .19 & May 24 1984 \

Support systems {n fam111es with handicapped children.-
. ' , , Panel ‘member, Council for Exceptional Ch11dren Matjonal
. | , Canference, Nash1ngton, n.C., Apr11 25 1984 ’

: Programs  for fathers, s1b11ngs, and grandparents.

L | - - Guest lecturer in EDSPE 5200 Un1vers1ty of washington,
May 14, 1984. X

'Fathers only workshop. ~ Good’ §amaritan Hospifa],
-Tacoma, WA, July 25, 1984.

Support1ng Extended Family - Members. Guest lecturer,

\\\\ R Workshop -in Special Education, Birth to Three:’
. Research and Intervention (EDSPE X496TA), Un1versity of
AN : Washington, Jutly 27, 1984.

~_ . Afterword

We would 11ke\to express our appreciation to the Department of Education S

Handicapped Ch11drenki Early Education Program for the support that made it
: possible for _our aff to. develop innovative - and effective ways of
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strengthening the. handicapped child's fauily, providing the child with &
supportive and nurturing -environment. As our’ earlier progress reports and -
this Final Report make clear, we hdve accomplished the objectives we .outlined
for ourselves and have developed models for serving "fathers, siblings, and
grandparents that others: can use to expand their services to ‘include these
family members. C S ' '
_._.Model. development will continue at a less .intensive .level at the same time
that staff increase our efforts. to help others in other communities adopt our
.programs. We continue to offer our local Seattle Father's Program, and we
anticipate ‘that it will continue to grow in response to changing family needs
and staff refinements. Likewise, we continue to offer the workshops for
siblings, and both of these programs are being supported by private funds and
gifts. ¢ The challenge will be to continue to find support for them now that
they are regarded as established ongoing programs. The newest SEFAM program, .
the Grandparent workshops, is being continued with support fvom a Parent
Training Grant awarded to our ,9cal King County ARC, and the SEFAM staff are -
.consulting with  that project to provide workshops, prepare manuals for
organizing workshops and offering’ one-to-one grandparent support training, and
developing a national newsletter for grandparents. We are pleased to see a
program that we piloted under the SEFAM grant expand and take root in-a
community agency, where its future as an ongoing local service is promising. -

Our research will continue at .2 more intense level under the
Field-Initiated Research Studies (FIRS) grant we have received to continue to
follow up the SEFAM families for 3 years, and to add a control group to our
study. Under this grant we hope to determine whether "the positive effects of
program participation we observed are maintained, and to -expand the focus of .
our study on a broader range of positive as well as negative family ocutcomes.
These continued research efforts will permit uS to contribute to the very
young science of evaluating family programs like SEFAM, and to provide data }
that may be used to influence.future policies. ' : B

F-inally, once we locate the needed support, we will dedicate our energy to
~-the-immediate-task-at hand -for-a -model HCEEP--project-Tike-SEFAM-~—outreach-to——-
other communities. We now pussess the ‘staff expertise, enthusiasm, and the -
written materials needed to train others in.our model. Further, the interest
in the Father's Program is high, and we have requests from over 55 programs to
Brovide their staff with training and technical assistance. We hope that
efore these circumstances change we will be successful in obtaining fynds
that will enable our staff to share our skills and experience with others.

The support frem HCEEP has benefited SEFAM staff as well as participants,
Each of us has had opportunities to pursue our special interests related to
early intervention, families, program evaluation, group leadership, research
writing and writing for young readers, and adult training. -The SEFAM grant
has enabled us to use and to develop our:talents and interests working for a
ﬁrogram in which we shared a strong commitment and enthusiasm. HCEEP support.
‘has undoubtedly made each of us more effective professionals, and in this way

our grant will continue to have an impact on the field in our future endeavors
on behalf of families with handicapped children, : R
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. Abstract - -

I 4

‘The rationale for and history of an innovative program

" desigried -to meet the special. needs of fathers of _young'.*ﬂ :

‘ handicapped chi]dren are descri&edﬂ : The-'Supporting"Exgeqded“

K

Family Members (SEFAM) Father's Program provided fathers with

.« - both a regular source of information about their child and = = .
--access  to professional and peer support. The program was
.evaluated by menitoring changes of both fathers who participated -

oo = -in the program aud'their'wives in the fo]waing domainé: stress,

.

-n

~-depression, ‘and support Systems. 'Research _measures are

[

. described thch were, deéfgned .to assess changes iq th?gg
targeted,.domains. | PFé]iminary Fesq]ts 'indicéted .th;t;‘parents-
who parfic%pated'in the‘pi]ot‘prdgram"repofted Tower levels of

- strafé &nd depression "and higherjelevelé of ‘'satisfaction with
~social supbort’_than parents who were new]&- enrolled in _tge.
.+ program: .The findings are discussed "in . 1ight' of . bpssib1e

medfatinghfactors for the obs%rved'rgsults. Recommendations- are.

made -for improving the quality of data on'the'effects of -early |

. ] .
H

‘. interventions on’ family members. . ‘ , ’

{ ' . v
» 3 0
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: ' . Rasponding to Needs
t ¢ : . . . 3

~

Respond1ng to Needs of Fathers of. Handicapped Young Ch11dr@n
Pre11m1nary Findings of Program Effects
Families are. unique groups of 1nd1v1dua1s, ‘each with
distinct trai{;, who . function in dlverse and changing
ynamic un%ts in themse1ves, families respond

o "
environments.

< both to events that are natura11y occurr1ng and exper1enced by

most fam111es,,and to crises wh1ch place 1nd1v1dua1 families at -

. risk for uhusual stress. One of_these crisés is the birth and -

-

~rearing of a hand1capped child.

.
|l

- growth,’ development, maturity,

. Each fam11y 1s characterLzed by\1ts own cyc1e of formatign,

often altered by the birth of a handicapped child. Parental
_ ; e e ’
expectations for the child's future must- be revised.  Family

repons1b1]1t1es for the care of the cha]d most often increase,

somet imes dramat1caﬂy, and often 1ast for a 1onger period of .

time than for a nonhandicapped child. In most-°families, the

mother exper1ences the greatest effects of these increased and—1

pro]onged child care respons1b111t1es. Foy th1s reason, .most

-
L]

programs and services fqr hand1capped young ch11dren have

focused on the needs of the child and -of the mother as the

¢

primary caregiver.“ -And, because much of the research on this

.

pOpJIaf*on has been -conducted to' evaluate ) ex1st1ng

1ntervent1ons, most of the data on the 1mpact of the handicapped

child concern the mothers' experiences.

¢ al

and dissolution.. This cycle is"”

)



Responding to Needs
' 4

Several. factors, .however%i'wave‘ contributed to a growing

- 'apprec1at1on of the father s experience of h1s ch1Jd's handicap,

Vand the’ father S chang1ng role in h1s young child's life, The

growing number - of work1ng mothers and the relaxation of

traditional parent/sex roles have contributed to the need and

desire of fathers co assumé increased-responsibility for ‘their -
chi]d's care and development. At the same time, a grow1ng body-
:. of L1terature on father-ch11d -1nteract1ons demonstrates that

fathers have a un1que and s1gn1f1cant effect on their. qhildren.

(Clarke-Stewart,, 1978, Lamb, 1977) - The father-child

relationship s Jjeopardized when the child 1is handicapped.
Fathers of handicapped children may experience a loss of

self-esteem (Cummings, 19}6;_ Ryckman & Henderson, 1965), '

increased depression (Love, 1973), and marital distress (Farber

& Jenne, 1963; Holt, 1958; Lonsdale, 1978; Reed & Reed, 1965).

In 1980, we undertook to develop a model program that would

address the spec1a1 need$ of fathers with young handicapped ,54

ch11dren.‘ The program was des1gned to be "proactive" *in tH/.

sense that it would support fathers and strengthen their abil1ty

to cope with the ongoing stresses resulting'from their child's

handicap. We recognized.that each family would have personal

coping strategies to share with other families in the program.

One of our goals'was to facilitate that sharing. In addition,

we planned to provide fathers with 1nformat1on and a soc1a1 7

support system that would increase the1r ability to handle thel

ta .
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stresses involved in raising‘a handicapped child. -At the same

time. that we designed our program model, we p]énnéd a
. longitudinal evaluation of program effects. ‘Our long-term goal
for this evaluation was to describe the interactiom of

individual characteristics and situation variables that mighj

affect ‘program impact. It was expected that this-Iianrmatjon

would enable us and others who might use thé program to

understand how it .enables certain families ‘ to cope imore '

effectively than others with 'similar stresses. This article

describeslthat model'fpr Eerving'faqpers of handicapped young

children and the researﬁh we havg;conducted to date to_eva]uate :

the_effects of the_pkogram.
- ~ -

.
{ A}

Program History

" The Father's Program originated in 1978 as-a pilot program
that was offered twice a month for fathers and their handicapped

tabies. The program was held at the Experimental Education Unit

of the Child Development and Mental ‘Retardation Center at the.

University of washihgton for 9 to 10 months each yea\?. o Each

class was 2 hours long and was held on Saturday mornings. The

program was originally staffed by two volunteer .male graduate

students in early childhood special education (one the father of
a child with Down syndrome). In 1980, the Father's Prdgram
became one component of the Supporting Extended Family Members

‘(SEFAM) Program, a federa]]y funded Handicapped Children's Early

28
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Education Program (HCEEP) project. ,Two other SEFAM components
served siblings and grandparegts.“ The orig%na] two yolunteers
continued to cofacilitate the SEFAM fathers component.

L

The Program Mode] and Rationale

Each Father's Program session offered the fathers ‘an
opportunity to acqu1re and ref1ne tne1r skills in 1nte;act1ngu
with the1r' children; to . 9bta1n information about ch11d
development and the nature of their child's handicap; to'share
their worries and concerns with the group 1egders and with other
fathers; ahJ to meet with guest. speakers eho were invited to
\ o discuss se]ected topics of special 1nterest to the fathers. : . )
Others have found that social support such as that prov1ded
~ to fathers in the program: (a) serves as ‘a buffer in times of
stress (Antohevsky, 1979; Caplan, 1974; Cassel, 1976; Cobb,
1976; Henderson, Byrne, Duncan-Jones, Adcock, Scott, & Steel,
1978; Pearlin, Lieberman, Menaghan, & Mullan, 1981);. (b) ‘may

mediate " parent stress and prevent negative parent-child . .+

relations (Powell, 1979; Unger & Powell, 1980); and (c) may have

both direct and indirect effects upon the child (Cochran &
, . Brassard, 1979). For/ example, Crnic, ‘Greenberg,' Ragozin,
Robinson, and Basham (1983)' reported the positive effects of
social '5upport on mothers' attitudes - and beheviors, life
satisfaction, and their'1nfaag3;wresponsiveness to the mother in

=
|7 -observed interactions.

29
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Each ‘Father's Program meeting followed a. similar  format.
After the fathers'and'their children arrivedhand had time to
sociali;efbrief1}. graduate students provided child care‘while
the fathers participated;in what we called the Féther(s'Ferum.
This 40-m1nute-1ong group session gave fathers a chance to
discuss 1issues or prob]ems that were of concern to themL“”Ihew
_two program leaders served Tas fac111tators "for these
/-.1 ‘ d1scuss1ons, keeping the discussion’ on topic, and =nsur1ng thatﬁ.”/w“;W“MMw
‘all fathers had an opportun1ty to contr1bute. After the Father S
Forum .the ch11dren rejoined. their- fathers, and the program
' leaders 1ntroduced activities the fathers could ¢Eract1ce with
°the1r children. , About m1d-morn1ng, the group would break for a
short spack time -which prdVide55 a second opportunity to
_socializeL' After the break,;the children again were cared. for
by graduate students'whi1e the fathers met;hith a guest speaker
who had been invited hto address a particular topic of group
Y interest (e.g., - a dentist who explained.how to find dental care
'fer a handicapped child; a lawyer who‘described how to'set up

wi]ls and trusts; and a pediatrician who'discussed the efficacy

| of a controversial vitamin therapy program) Fam1lies were
\ not1f1ed in advance- regard1ng the name of the guest Speaker and
\

. the topic to be discussed. Mothers were 1nv1ted to attend this

\port1on ‘of the program, and those who were “interested often
|

Jo1ned their husbands at the snack break.

Q
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* Several times each year, "fathers 6n1y" meetihgs were held
~when the fatherS’met'withOUt their chiidren and the'men spent -
- fhe‘entire morning..in extended discussion, or meeting with a
' pane} of guest_speakers.r Se&éral annual'familyﬂ@egﬁings were
also heild whén'mothers; siblings, grandparents;.and other famjly

nmmembensuwerewaliminyited~to~take»partwin-soeia1~activitiés."“”““““f“““ “;““i““?f
. - ‘. ° ’ .

Research Questions

Like most 1nter9ention brograms,'the-Father'§ Progfam was
based upon cerfain assumptions .about the benefits to f;thers of
regutar peer contact, - access to~~§ccurate infofmation, "and
opportunities'for-sqccesSful interaétions with their children. -
We assumed that program participation would freduce the€', | N
“ depkession. that fathe;s of Vhandicapped~_chifdren. have . been |
reported. to “expefience; ;tﬁét 'itz would strehgtheﬁ fathers'

self-esteem- by helping them become more competent, informed

parents; and that it would offer fathers the social sup;ort that
haé beén ‘aSsociatgd with successful cqping ddringx periods of
étress and crisis. Further, wé hypothesized .that fathers'
~ participation in the - program might even- have ;secondzprder
effests upoﬁ their wiyes, who would experience increased éupport
in their roles. _Therefofe, the wives Pf’the men in the program
were also asked to participate in the evaluation. | |
| The SEFAM reseafch design focussed on monitoring changes in

the following domains:
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_ Father's and mother's stress lavel, The information and.

: éupport the program-providés fathers was h&pothesized to reduce
rtheir stress, and further, to reduce phe sthess_experienced by

wives who, in turn, receive .increased support from involved.

¢ husbands. | - '

[

;qfwhﬁmmmmﬁather!sm“andmmmothér1s;mdepressionm“1eve1. The :feelings'tof
| isolation and of being overwhelmed by a young chf]d's~handicap
‘:m“bffén ;éEUJtmin‘aébfgSSion;‘ A major goai of the progfgm.wasfto

address those problems by prpvidihg ‘fathers with practical -
a_'_'information to manage daily concerns, and with a base of social
suppdrtr'which féthers”'bould accessr when needed, Wives. of
fathers who- had these .resources wbuld be eipgcted 'ﬁo béﬁefit
from. them aﬁd'to experience less depression'than Wiyes of men

| without such resources. | ﬂ |

Father's - and mother's support systems. Fathers in the:

program gain access to both professional and peer supports.
_ Program sfaff and guest speakers offer the fathers their éupport
f:through shéring informaéibn and acknowledging the fathérs'
concerns. - The program isl organized to encourage fathers .to
develop informal peer sqﬂpqrts; Further, the activities planned
for a11 family members offer mothers opportunities to meet and

form friendships with other families who have similar concerns.
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Method ' B

' (Subjects [ C - R S

 This. report .is based on the preliminary analysis ‘of' data

'_collected during the f1rst year of the project. The fam1l1es who

part1c1pated in the program were predomlnantly white, m1ddle.
class, and. well educated., The mean age of thelr children was 26

'months. Thlrty percent- of . ‘the. parents had a bachelor's degree, |

35% of the fathers and 17% of the mothers completed some

graduate work 40% (adjusted) of the fam1l1es had combined gross _
_ “1ncomes of $30,000 and above. The 1ndependent var1able was
program part1c1patlon, and sybjects were divided into two ("

groups, those who had been enrolled in the p1lot‘program for .(

_ per1ods of l 3 years (n =-7), and those who were newly enrolled

~in the demonstration program (n = l6)

¢

Dependent Measures

.0

1’we examined ‘changes in the domains described above by
administering- the f1rst four 1nstruments descr1bed below to both

participat 1ng fathers and their w1ves. The last measure was

| aden1stered to fathers only:

1) Beck Depression: Inventogy (Beck Ward, Mendelson, Mock,

& Erbaugh, 1961)., A 13-item version of the 0rlg1nal
self'adm1nistered questlonnaire presents groups - of

statements concernlng the reSpondent S current sadness,

33
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pessimism, failure, guilt fatigue, self-esteem,

L]

d1ssatisfact10n, disappointment, .self- destruct1veness,

se]f-motivation, interest in others, decis1veness, and

appet1te. Beck et al (1961) reported’ re]iab1l1ty
correlations between .Beck scores -and clinicians
ratings of 0.65 and 0.67 (p(.01).

Family Environment Scale (FES) (Moos, 1974) The FES

0

consists of 90 true/false 1tems grouped into 10
subscales .which discriminate the soc1a1 climates of
different family types. The subsca]es measure three
d1mensions of fami]y env1ronment. The first group
assesses fam11y re]at1onships. The second . subscale

oup assesses persona1 growth and development. A
third group of subscales measures system nw1ntenance.

Moos reported an. 1nterna1 cons1stency for the 10

'subsca1es ranging from 0.64 to O. 79 average subsca]e

intercorrelations of 0.20; and 8-week test-retest
reliability of 0.68 to 0.86.

Inventory of Parents' Experiences (IPE) (Crnic,

Ragozin, Greenberg, & Robinson, 1981) This is a

- 45-item questionnaire. on which the parent indicates the

number of professional, neighborhood/community, casual
friends, and ‘personal/marital types of contacts, and

the parent's satisfaction with each type of support.
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A short form of the Questionnaire on Resources and

Stress (QRS-F) (Friedrich, Greenberg, &:Crnic; 1983).
The original QRS (Holroyd, 1973) s a 285-item

eif- dministered true-false questionnaire with 15 |

. scaies describing the effects of the handicapped ¢child

on famiiy_ members (e.g., poor health, time demands,

pessimism, financial problems)., Friedrich et al.
(1983) developed a short 52-ilem version which includes

four factorss: parent/family problems, pessimism, child

1characteristiCS,' and physicai incapacitation. The’

authors reported a correiation between the short form |
and  the’ QRS ‘total' score of  0.997 »(g<001)
validation study by these authors showed a significaht;:

corre]ation between four QRS F- factors and three ..

| independent measures of depression, sociaiiy desirable

responses, and child behaviora] problems,

Parent Needs Inventorxi (PNI) (Robinson & -De Rosa,

~ 1980), Originaily developed as a Q- -Sort, the PANI" was
| adapted by SEFAM staff as a se]f rating sca]e. It is

designed_on the assumption that every person has both-‘
an 'ideal' and a 'real’ self. The PNI measures self
concept by describing the relationship between parents'
ratings of their real and ideal se]ves. The closer to

1.00 a parent's score is, the c]oser the match between

the ‘'real' and the 'ideai ' Statements describe

¢
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parents' real- and ideal asseésments of the grief
process,‘knowledge'of'child'development, and knowledge
of local resources. ,Reliabflity"scores for items in
.each section 1q re]atibn to-the entire inventohy were:
grief 0.64, child development Q.83,Aand 1ocai.resources
0.87. Four-week test-refestA reliabi{ity correlations
. were 0.64, 0.33, and 0.47 in fhe three respectivevareés.

Our rationale for administerihg 3 comprehensive assessment

. was to idehtify potentiaﬁ]y fuseful measures  for monitoring
k ' ‘

program impact. Somewbat,]ike’101stoy (1876), we hypothesized

, that all stressed families are stressed in their own fashion.

In some families, facpors like the parent's social support or
father's depressidn.might be affected by program parti;ipation,
whereas in other famifie§, parentsi roles and responsibilities

or family organization might change over the course of a

“father's jnvolvement. Our intention was to gather lcrgitudinal

data on a wide variety of potentjall factors that - mighf be

correlated with program effects, with a view to cbnstructing and

N

recommending an evaluation package that can be employed by

\
.y

Method of Analysis

To examine the effect of program participation of fathers, a
series of one-way ANCOVAs (analysis of covariance) were utilized

with. child's age, father's occupation, and father's education

36
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. serving as covar‘ates. The effects -on mothers also utilized a
series of one-way ANCOVA s with child's agc .and mother's
education as covariates. | |

-

- Results
Tables 1 and 2 summarize-the results of 51gn1f1cant f1nd1ngs _'. e "h
on the selected measures for fathers and the1r w1ves.-_‘a__... - 3
Beck Depre551on Invent_gx. Fathers who had participated in ‘
the pilot program had ‘totat Beck scores-ﬂthatrwere lower than B
total scores for newly i Enrolled’ fathers' (p<.01). | Progran ' -

fathers also differed from newly enrolled fathers on several
individual Beck'items: they reported 1esslsadhess'(p<.001), less
‘ fatigue (E‘ 05), more satisfaction (p< 05), less pessimism about. .
future concerns (p<. 05), greater success vs. failure as a person
(p€.05), less gu11t (p=.01), and better dec1s1on-mak1ng ability
'_(p< 05). Wives' of men who had been. enrolled in the pilot

~ program reported 1ower feelings = of fal]ure (py ,05) and more

positive fee11ngs of attract1veness (g('lo)ﬁthan wives ;* lewly
enrolled men. However, there were no d1fferences between groups
on the total Beck score for the wives.

' Fam1114§nv1ronment Scale. When ch11d s age was covaried,

fathers who had been 1n the pilot program reported h1gher levels
of expressiveness F = 2.9, p.01 than new enro]]ees, as did the

wives of program fathers F(1,19) = 3.2, .g(.lo,'when mothers'
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education level was entered as a covariate. Wives of 4programo
fathers tended to- also - report higher levels of family
" idndependence (p.10). There were no other differences between
grleupe on the FES. | | |

----------------

~~—~=--Ihventery-ef—-~Parent-s:'4-?—E‘x-per-ieﬂées--:-m--Prograﬂr-fatherS‘-'report-ed-“-f --------

'more sat1sfact1on w1th people to share good/happy t1mes w1th

(p<. 05’), as did the1r wives (p<. 05), compared to parents who had

just entered the program. Program fathers a“lso reported more .
" satisfaction w1}h people w1th whom they could share their most.
4'pr1vate feehngs (p<. 05), greater satisfaction w%th the1r level -,

of rehgwus involvement . (.E( 05), and v.greater satisfaction with

the1r ne1ghborhood mvo]vement (p=- 06) FmaHy,_ wives of the
program fathers reported more sat1sfact1on.withlthe time they
had - to themselves ‘than_- wives, of the new]y?enro]]ed fathers
(p<.08). o | T

- “
4

Questionnaire on Resources and Stress. Program fathers

reported- less ‘stn_-s due to the child's incapacitation (g= 05),
-and fewer total problems (p=. 01) than newly enro]]ed fathers.
~ Wives of the fathers who had been in the pilot program reported
| less stress due to the chﬂd_ S character1st1cs (E-.OS),. than

wives of men who had just entered -the program.
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Parent Needs Inventory.: For -this measure the fathers'hméan

scores were calculated for the differences between “"real® and -
~ nideal® reSponseS'dn the three PNI sections: the,griet process,
. knowledge “ of - local "resources, - and knowledge ‘,ofv chftd "
“development, There ‘was  a sign1f1cant .différence (g<'05), h
between the means of program‘fathers and newly enrolled fathers
_ on the-gr1ef index , when means were adjusted for-ch11d s age, g
e 'father's_ education,_m .fathem s_occupation. . -Program fathers' ,;;_; _._.;..,'
mean score on the gr1ef index (Q. 86) was. s1gn1f1cant1y closer to
1 0 ( a score reflecting a perfect match between "real" and
"ideal" selves) than means for newly enrolled fathers. " When ‘ S
mean scores on the knon1edgen of local resources index were
compared,: program | fathers' adjuSted mean ;(1.0) dtfﬁered
3‘\\su_;nn’icant],y (Ef 05), from the means fdr' newly enrd}led :
fathers& which ref]ected greater differences between their

rat1ngs of the1r real- and jdeal .selves. Finally, »when mean "

scores on knowledge of child development were compared the

program fathers' adJusted mean (1.04) differed sign1f1cant1yﬁ'
(p€.01), fronzthe mean for newly enrol]ed fathers, reflecting a | S

closer match between the real and ideal for the fathers in the

program.
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-

These pre11m1nary findings ~indicate * that © fathers’™ who

part1c1pated in the SEFAM pilot program differed in 1severa1

areas from fathers who had not .yet “been involved in the
K - .

fprogram. In addition; the findings 1ndicate'that the wives of

the program fathers may a]so have. benef ited from the1r husbands'

part1c1pat70n. ‘Fathers who part1c1pated 1n the program reported”

less stress and depresston, and greater satisfaction with socna] .

t : o

supports than new]y enrol]ed fathers. The wives'of the program,

3

fathers also reported second»order effects .in  these areas.

These findings must be tempered, however, .in light of the small

size of our sample (n 2 23), as we]l as the nonrandom assignment

~of subjects into the two groups. AIL subJects were self B

selected, and further, the new fathers‘differed'from the fathers

who were 1in the pf]ot program by virtue of nhaving Vyounger'

3

chtldren. . ' : ‘ .o .
A]though these data permtt us to compare these two groups of - -

fathers of hand1capped ‘children along the dimensions we noted B

above, d!r lack of a control group prevents us from knowing how
the fathers in the study differ in these areas from fathérs of
nonhandicapped . children matched for specific )characteristics
_such a§ age, race, education, and income.

To, this point we have focussed on the dtfferences between

the two parent.groups. However, we a]so found many s;mtlartttes-

10
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befween the groups. First, both sets of parents had relatively
Tow levels .of stress and highllife”éatié?dct%on.” There are many
possible exp]anafions for these similarities. OEhér researchers
(Farber, 1960; 'Groséman, 1972; .Moore, -HaﬁéLlynck, Barsh,
.Spieker, & Jones, 1982; Rosenberg, 1977) have found that class,
education, and income are inversely rgjated to stress, and as we
hoted, the education and income levels of the parepts in this
~study - were higher than average. Stress in parents of
handicapped children has ‘aiso'.been related to the age of the
child, with stress increasing as' the child grows older, becomes
’more difficult to care for, and falls farther behind peers
(Birenbaum, 1971; Bristol, 1979; Farber, 1959; Farber & Rykman,
1965). The parents of %he young children in the SEFAM-progrém
may actually be experiencing less stress in their lives at the
time they are assessed than they will experience later‘in_their
child's life.” This would have implicatﬁbns for d;termining when
external supports like this intervention program are,mpst needed'
'byépgrentg Qith handicapped children. .
Another child characteristic in addition ’t0' age may
contribute to the positive self reports of the parepéslin this
study. Parental stress appears to be higher in baéents; of'
sevére]y handicapped children \than .in 'parents Jf mi]d]y' or
~moderately handicapped children (Breslau, Staruch, & Mortimer,
1982; Korn, Chess, & Fernandez, 1978; Moore, et7a1., 1982; Nevin
& McCubbin, 197%). Most of the children in-the “EFAM progréh
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f;ff7~¥were not physically handicapped, and the mbst common handicép
j was Down syncome (n = 20). Although a few chi]éren .{ﬁ the . H
. program had severe - physical ’and .menta] de]ay§ and medical
- éomplications, most of the - children were moderately delayed.
The physical demands they posed for their parents, in most
' cases,\yere nof significant]y greater than those experienced by
.mparentszof nonhandicapped children of the same age.
Finally, the"pdfents in this study had access to stport
'sysfems that may héve ameliorated the stress of caring%for their
handicapbed chi]d} A114 of, the parents came from two-par%pt
fami]ies.and had available the‘physipal and emotional support.of
a sp0use; Stress has been .found to be higher in single-parent '
families with a handiqapped child than in tWo~parent families
(Beckman-Bel1, 1980; Holroyd, 1974). In addition, the wives of
‘the program‘fathérs had the special advantage'of“their husbands:
- involvement in ‘the progpam. Not only are the fathers in this
study\1iké1xmto be~moée informed about and.competent in caring
for their children than most fathers of handicapped'Chi]dren;
the SEFAM féthers: are' possibly self selected, being - more

motivated and interested in their children by the véry nature of

their participation in such a program. This interest and

competence -in caring for theif~chi]dren would serve as a regular
support to their wives, but would make’these fathers pdtentially‘
6 .

.unreprésentative of the "normative" father of a handicapped

" child.
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| Both parents indicated satisfaction with the \'support
‘networks .available to 'them,,_including medical professionals.
Many families in the SEFAM program were involved in church
activities.- This inv@lvement may reflect a'strong ualue system
which would help a family come to terms with the birth of a
. handicapped child, Religious involvement may also offer many of
these families access: to gﬂtertal support and assistance from
~ other- church members and ‘from services sponsored by their church
These findings. which we regard as preliminary, do not yet

permit us to say whether we are serving a special group of

parents who have come'to the program equipped with their own

support systems, and who are preselected"fo'r‘characteristics
that are associated withf good family outcomes. The positive

nature of these preliminary findings. however, supports the ‘need

for continued follow-up of these families to determine if o

program effects are maintained over time. and future follow-up

- assessments of all SEFAM families are planned at\‘yearly

intervals. ' It is hoped that these longitudinal data will shed-

Kight on families' developmental experiences as the child
matures.- _Comparative data are also needed on families with
nonhandicapped\\gyildren to better understand -variables other
than the cﬁild'sm
their'social support hetworﬁs. '

Finally, we nould call our readers' attention to outcomes of

importance which we dolinot report, but which would further

43
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_gnhancea‘the ecological validity of evaluations of early
intgrvenpions. It is not only proper thaf such évaluation;
“include all siénificant family members %n their samples, but
aJéo that they avoid a negative bias and examine both ends of
the coping continuum, taking note of positive as 'wgll as
negative outcomes . The‘:negative biqsés of ‘professionalé to
expect family pathology, as well as the choice of availabie
measures have 'iqfluencéd the choice ~of outcomes inﬂ.manyp
studies. Yet hore recent attention is being given fo families'
poténtia]- to make positive ;adéptations' under | adverse

circumstances, and in some ~ases, for family members to benefit

from- their stressful experignces, with clearly defingd .value;,
new informationf and 'skifis, ;and strohger problem-so%vihqi-;w~
abilities. Efforts to refine methods of describing these -

~ positive outcomes will help ﬁs to undersgahd~the full spectrum

'_of family cutcomes and- document suppoft. for future family ‘

policies.
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Table 1 o o : ’ | \\\

Means*, Standard Deviatibns. and N
Significance of Paternal Dependent Variables by
Father Participation (Analyses of Covariance)

Program Fathers New Fathers

. A4

o - F ratio
Dependent Measure Mean S.D. Mean S.D. (1,14)
Beck Depression
inventory .
. Total Score - 2,20 2.8 7.19 5.2 9.4, p<£.01
.Sadness :0.00 0.0 0.52 0.6 15.5, p<.001
Fatigue '0.20 . 0.5 0.83 0.6 6.9, p¢.05
Satisfaction A 0.02 0.4 0.80 0.6 7.0, p<.05
Future Concerns: 0.05 0.5 » 0.68 0,6 4.9, p< .05
Success/Failure, 0.00 0.0 0.35 0.5 6.5, p<.05 ‘
Guilt 0.04 0.1  0.55 0.8 7.7, p =.01 ‘
Decision-Making 0.17 0.4 0.58 0.6 5.3, p<.05
Inventory of Parent
EXperiences S , . o _ o
Events . T ‘ - : .
Sharing Private 4.17 - 0.8 2.65 1.0 5.6, p<.05
Feelings o . l
.~ Religious:Satis- 4.33 0.5 3.03 0.8 4.5, p<.05
A faction - ¢ L
' "~ Neighborhood Satis- 4.02 0.8 2,70 0.9 4.1, p.=.06
_ faction . _ - ‘ '
oo A QRS-F : o ,
Child's Incapaci- - 4.16 0.9  5.71 1.0 4.5, p.=.05
tationd ~- A :
Total ProblemsP 0.86 3.9 6.51 3.4 7.9, p =.0

* A1l means are adjusted for the covariates of child's age.
father's education, and father's occupational status

2 Child's chronological age was significfant“covariate (p<-.05)

b* Father's education (p< .05) and occupation (p < .05) were
significant covariates
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Table 2

Means*, Standard Deviations, and
Significance of Maternal Dependent Variables by
Father Participation (Analyses of Covariance)

Wives of Wives of = .
Program Fathers New Fathers
: o L F ratio -

Dependent Measure Mean  S.D. Mean ° S.D. (1,19)
Beck D Féssion ‘ )
Inventory _ S .

Success/Failure - 0.00 0.0 0.30 0.6 4.3, p =.05

Appearance/ - - b

Attractiveness ~ 0.0 0.4 0.74 0.8 3.6, p<.lo

)

Inventory of Parent

Experiences : .
~ Sharing Happy 4,01 0.5 2.79 0.8 5.0, p<.05
Events , < v o .
Satisfaction Time - 3.74 1.0  2.45 0.9 3.4, p<.08
to Self : .

Fam11y Env1ronment

SC ale - S A — e

Family Expresswe- 3.30 1.3 2.42 0.8 3.2, p 7{.10 "
ness . e

Family Independence 3.31 0.8 2.48 0.9 - 3.2, p£.10

] v L.
QRS-F

, , o o ’ o ‘

1d's Char- 5.67 2.0 7.83 2.1 3.7, p =.08 L

acteristics ' ) ‘ [ |
|
|

{

r
* ° A1l means are adjusted for the covariates of '‘maternal p

education and child's age. No significant effects were

found for the covariates. S [ a |

I \

a  df (1,158)
b 4f (1,18) | ,
¢ df (1,19)

ol




Life iirith-—-and
WithoutrFather

If 1 remain still, if 1 am aloné and silent long
enough to hear the sound of my own blood or

. breathing or digestion above the rustling of
leaves or the whir of therefrigerator,my father.
is likely to turnup. He just arrives unbidden in
the long-running film of my thoughts, like
Hitchcock in his pictures, and he looks for all
these 40-plus years of disembodiment much
like himself, big and sandy-haired with freck-

., les on the bacis of his hands, perhaps a bit
" more diffident in the way he holds himself

- far as1can tell his visits have no message. Yet—
even though years of therapy have led me to

dead and gone—my father, who died when 1 -
was 17, continues to be my principal ghost, a

lifelong éminence grise, and only my own end .

will finish it <

+ " Nowandthen hemakes other appearances.
{ Just the other day an old friend, going through
. scrapbooks that had been in his mother's

‘house when shedied, found picturesof ourtwo
famntlies together at & beach picnic at least 50
years ago. The friend kindly gave me some of
the anapshots, and there in several of them
was my father in a two-plece bathing suit. My
mother, 80 this year, was there, too, her beauty
and huge eyes shocking acroas half a century,
" and s0o was 1, a shy eight;year-old hiding be-

.my father. He was about 35 at the time, his
body getting a little thick, his hair thinning at
the top of his high forehead. But as he some-
how always does, he, seemed older, more sub-
stantisl on that beach than | am now, and 1
studied those yellowing prints as if they might
hold great discoveries, my own acrolls from the
Dead Sea caves, about the truth of the connec-
tion between him and me.

Personal considerations aside, it seems to
me that fatherhood as a subject for analysis
and study is undergoing a renaissance these
days. The topic has always Tascinated people
deeply. but there are new dimensions to its ex-
ploration. Many are taking sudden and lively
notice of this often “forgotten” parent and his

. untapped potential for increased usefulness,
stability and growth within the family and, in-
deed, the civilization.,

Quite possibly set off by therise of the wom-
en's movement and the resultant increase in
the amount of time that men now actually
spend with their children and devote to their
care, this new interest in fatherhood is taking

_ many forms. Social service organizations have
set up long-term studies of fathering behavior.
Colleges and community centers in hundreds
of locations around the country have designed
courses for the education of men coping with
the dally business of taking care of kids A,

*_ 552“‘2' of20fatherstheuttlemeetqeve%other
week for a 1ull schoo 0 Atth and com-

* than | remember, He doesn't stay long. andas * -

' makethe dark-whistlingclaimthathe'sfinally -

. GLUSTRATIONIY KIMBERLY SULCKEN.

hind a soggy sandwich. I kept looking backto

7

‘i ir handica chlldi'en. There l-,c

-{OF C ! courses

. for single or divorced fathers, and the Ford

_ ‘Foundation is setting up a program for the

guidance of teenage fathers around the U.S. In
one Massachusetts experiment prisoners are
counseled on such special dilemnias as howio
tell their chiidren about their crimes and how
to help them not follow in.their footstepa. '

Considering the longevity of the breed,
there's something a little odd—after all these
acons—-about the discovery of fathers and fa-
therhood. Still, there's something enormously
healthy about it, especially in view of the fact
that much of the current demand {s stimulated
by the men themselves. 1t's as If they (we) sud-
denly wokeup and discovered how huge a slice

. of life they (we) had been missihg and insisted

on a greater participation in the nurturing pro-
cess. Alotof male aloofness over centuries has

- clearly been a matter of choice (it's woman's

work—I have grander things to do). But the
pressures of the culture have been very strong,
as well, and powerful women were cestainly

. among those who perpetuated the notion that

men should stay in their place. That place has
must often been somewhere far, far out of the
datly line of fire; my father knew how to find
refuge there, and 80, in my own fathering days,

"havel,

it has always been ¢aster for me, however

painful, ‘to think about my father's problems -

with the job than about my own. For sgome rea-

¢ notes on the particular problems of deal- 800, his failures are more forgivable than

8
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The View from Here
by Loudon Wainwright

mine. And there have been a couple of books
published recently whose examinations of the
whole matter put the books high on iny dis-
comfort index. One, Father, the Figure and the
Force by Christopher P. Andersen, cruises
acroas the subject with examples drawn from
the author's own experiences and those of -
.many others, whose casually dropped big
~ names—Sophia Loren. Henry Fonda, Laurence
- Oljvier, Dan Rather~somehow make the cases

a little less telling for me. The other book, by

Daughter (not to be confused with Dr, Willlam -
Appleton's more psychiatrically oriented Fa-
thers and Daughters of two years back), is .
fieshed onit with examplés from more common
stock, anonymous interviewees whom Fields
2d to answer a lot of rough questiona
sbout themaeives and Daddy, as he is often -
- ecalled in her book. o .
Thisis a volume ] was quite prepared,even .
eager, to dislike, since 1 knew in advance that

made—or fantastzed making-jist about every
mistake that a father can make with his
daughter. And 1 do have a few minor caveats
" aboutit. The book is repetitive, not very well or-
-, ganized,and hereand there it gushes. espectil-
ly about the author's father, whoalways scems

while, Fields engages tn ¢ strange overkill in
citing her authiorities, Ls., “According to Carl-
-+ ~Jung, the Swiss psyche nalyst....”

. 8til), with the sometimes horrifying detatls
of its case histories. the book packs a big
.punch. The pages teem with fathers who are’
distant, overprotective, manipulative. seduc-
tive, cruel (often because they can't deal with
their ewn strong sexual feelings about thelr
daughters) and ferocioualy jealous. A lotof the
men described here are incredibly catlous, in-
cluding one father who jist brushes off his
daughter's frantic protests and shows-for a
house full of virtual strangers—an old home
movie that consists of her clumsy and adoles-
cent attempts to dance. i

But--surely in part because of the author's

feelings about her own father~the book

g senae of balance that makes up for some

of the scarier atuff. There are caring fathers

here,land there are fathiers who make loving,

wise and even selfiess decisions that help thelr
daughtefS along the way to growth and greater
self-esteem, Reading about them, | can even
acknowledge that my own eflforts haven't been
all bad. For some 6f the fathers in Fields's
book, a solid understanding with their chil-
dren was not achieved until near the ends ot
their lives. My father went too soon for much of

that. I didn't have a clue how angry at him I'd

been-and how much he'd mattered to me—un-

til years Ister. As for me and my own children,

1'd prefer straighte somé of it out sooner.

Considerably sooner.

Suzanne Flelds and titled Like Father, Like .~

reading it would make me¢ feel that I have ™~ R

10 be opening s bottle of champagne. Onceina - ‘
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_responsibility of caring for a child with special needs is sometimes

ment. The program also works with other underserved members

~ grandparents.

- and one is the father of a young handicapped danghter.

34/ FATHERS AND PAMILY HEALTI CARE !

participated—and from their wives—is positive. They report an

inckease in father-child interaction and in the emotional support
and discussion between spouses in relation to their “special” ¢hild.

!
a

WASHINGTON | N

UNIVERSITY OF WASHINGTON

- CHILD DEVELOPMENT & MENTAL RETARDATION UNIT

Address: Experimental Education Unit WJ-10, Seattle, WA 98195
Contact: Dr. Rebecea Fewell, Project Director, .
Doenald Meyer, Project Coordinator
Phone: (206) 543-4011 ’
Program: “Supporting Extended Family Members (SEFAM)”
When: Weekends " : ~
Format: Bi-monthly 2-hour sessions throughout the school year
Fee: None
SEFAM was funded by the U8, Department of Education in
1981 as a three-year demonstration program serving the fathers of.
handicapped infants and toddlers (birth through 3 yeags). Since the

overwhelning, the involvement of tlgo child’s father can be-
especially important—but fathers have'traditionally been left out
of early intervention programs. SEFAM's goal is to help fathers
understand and enjoy their handicapped child, so that they cun
play an active and informed role in every stage of child deveiop-

of the handicapped child's family, notably mothers, siblings, and .
: N
A group of about 30 fathers bring their handicapped youngsters
with them for Saturday morning play and discuission sessions. =
Many of the children are mentally returded; others have physical
handicaps or & combination of ditficulties. All sessions are led by
two male staff members; both are trained in special education,

Participants hegin their morning with a cup ot coffee, casual
discussion, and free play with their children ina gym equipped
with padded floor mats and toddler toys. Then, the dads meet 777
alone for a “share time” when they can discuss common coneerns
and issues. ‘The men provide cach other with a great deal of

9J

o . " .
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support and undorstnndmg United again in the playroom, dads
i and toddlers join in songs, dances, exercises, and a 5,!'01![) snack.
Finally, an informative session is presented by a guest speal\er.
who addresses some topic of particular interest—such as setting
up trusts and wills for the handicapped child, or selectmg de-
velopmentally appropriate toys,

While working directly with fathers and lmndlcapped young-
. sters the SEFAM staff conducts research about family stress and
dev elops a model parent-child curriculum which will enable
others to replicate their work. '




‘Siblings of Handicapped Children:
‘A Developmental Perspective on

Family j‘glnteractiOns*

t ’ .

PATRICIA F. VADASY, REBECCA R. FEWELL, DONALD J. MEYER, AND

GREG SCHELL**

Research on the impact of the handicapped child on siblings has indicated several
sibling characteristics that are associated with Increased sibling vulnerability to
stress and other problems. The identitication of sibling risk factors, in and of itself,
however, does not help us understand ditferences. in sibling outcomes. A transac-
tional framework :describing family interactions and their effects on the family's
development Is presented In order to examine gcological variables influencing tamily

adaptation.

Research on families of handicapped chil-
dren is clarifying the reciprocal nature of the
relationship between parents and the handi-

*Supporting Extended Family Members (SEFAM) is a third-
year Handicapped Children's Early Education Progiam demon-

stration project. The preparation of this at(icle was supported’

in part by Special Education Programs, U.S. Departmant of
Education, Grant Number G008100080. However, the opinions
expressed do not necessarily reflect the poticy position of the
U.S. Department of Education; no official andorsement of the
U.S. Department of Education should be inferred.

*spatricla F. Vadasy, Materiale Developer, Supporting Ex:
tended Famiiy Members (SEFAM) Program, Experimental Edu-
cation Unit, Child Development and Mentai Retatdation
Center, University of Washington, Seattle, Washington 98195,
Rebecca R. Fewell, Project Director, SEFAM Program, Ex-
perimental Education Unit, Child Development and .Mental
Retardation Center, University of Washington, Seattie,
Washington 98195. Donald J. Meyer, Coordinator, SEFAM Pro-
gram, Experimental Education Unit, Chitd Development and
Menta! Retardation Center, Utilversity of Washington, Seattle,
Washington, 98195. Grag Scheil, Family Educator. SEFAM Pro-

gram, Experimental Education Unit, Chiid Development and

_ Mentai Retaidation Center, University of Washington, Seattle,
. Washington 98185, ’

Key Concepts: families of handicapped children, family
crses. family ecology, family-child elfacts. parent-child rela-
rionship, role behaviors, 8ibling telationships.

[(Family Relations, 1984, 33, 155.187.)
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FAMILY RELATIONS

capped child. The impact of the child upon the
mother has been well documented (Gallagher,
Cross, & Scharfman, 1981; Gath, 1978
McMichael, 1971; Seidel, Chadwick, & Rutter,
1975; Tew & Laurence, 1976). However, the
father as well as the mother, and the intricate

web of relationships that &xists among family

members—the parents’ marriage, their rela-
tionships with the handicapped child's sib-
lings—are affected by the handicapped chiid's
characteristics and special needs. A slowly
growing body of literature describes the im-
pact of the child’s handicap upon the father
(Cummings, 1976; Farber, Jenne, & Toigo, 1960;
Gallagher et al., 1981; Gath, 1978; Tallman.
1965). Fathers share some of their wives' con:
cerns, yet experience emotions and worries
that are quite different (Gumz & Gubrium, 1872;
Hersch, 1870; L.ove, 1973). This information on
paternal experiences and needs enabies pro-
tessionals to pian services and programs that
respond to both parents’ needs, and to foster
parents' attachment to and understanding of
the handicapped child. .

The handicapped child's impact upon sib-
lings has been less well recognized and under-

stood by professionals who serve these
tamilies. Quite often the needs of the handi- -

capped child's siblings are. overlooked by

'~
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parents and professionals. Young, nonhandi-
capped sibiings are often reluctant to ‘ap-
proach adults and discuss their feelings or
‘problems that embarrass them. Thelr problems
are often overshadowed' by those of their

handicapped brother or sister and may not

come to a parent 3 attention. A closer examina-
tion of the small body of research to date on
siblings, however, suggests that these children
may be at risk for emotional problems and in-
creased demands as a result of their brother or
sister's handicap. Sisters of a handlcapped
child appear to be most vulnerable, Parents are
often unprepared or unable to help their non-
handicapped children adjust to their sibling's
handicap and prepare for the future. In most
families, the handicapped chlld’'s needs take
precedence over other famlly members' needs.
The needs of siblings are also easily over-
looked by professionals who remain focused
upon the mother-father-handicapped child
triad's more familiar, and often more Im-
mediate needs. Several reports suggest, how-
ever, that when 8iblings of handicapped chll.
dren are involved in training and therapeutic
programs, the entire family may benetit (Col-
lins, 1981a, 1981b; Miller & Cantwell, 1976;
Murphy, Pueschel, Dufty, & Brady, 1976; Wein-
rott, 1974).

+ This article reviews the literature on siblings
of handicapped children, and highlights vari-
ables identitied with increased sibling vulner-
ability to stress and emotlional problems.
Methodological weaknesses of sibling
research to date are discussed, particularly the
need to examine dynamic as well as static fac-:
tors that influencé family adaptation. For ex-
ample, many of the studies that follow have
isolated parent and child characteristics
associated with increased stress. Few studies
have considered the setting in which tamilles
interact over their lite cycle; yet the context of
family behaviors must be examined to under-
stand how family mcmbers respond to chang-

ing demands In different settings over the tami.

ly's life span. Siblings, as well as fathers, have
needs that have been often overlooked by
policies that tocus solely on the handicapped
child or the child's mother. Yet if it is desirable
to enable the child's family to maintain and
care for the handicapped child in the home,
strategies must be identified to heip all family
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members meet the ongoing stresses they will
experlence over the family's lite span.

Static Variables
The Eftects of Age, Birth Order, and Sex

Grossman (1972) conducted one of the most
well-known studies of a group of §3 nonhandi-
capped coilege age siblings of retarded chil-
dren. The sample included 34 lower and iower-
middle-class students from a community unl-
versity, and 49 middle to upper-middie-class

_students from a private university. About 17%

of the handicapped siblings were severely/pro-
foundly retarded, 35% moderately- retarded,
and 48% mildly retarded. Approximately 45% .
of the students surveyed reported that they
had benefited from having a retarded sibling.
The benefits they clted Included: increased
understanding of other people; more toierance
and compassion; and, greater appreciation of
their own good health and intelligence. Forty-
flve percent reported negative experiences in-
cluding guilt, shame, a sense of being ne-
glected and defectlve, and negative feelings
toward their retarded sibling. Community uni-
versity women with more severely retarded sib-
lings functioned better than those with mildly
retarded siblings, while the severity of retarda-’
tion was not related to adaptation for the
private university students. These findings em-
phasized each family's unique response to a
handlcap, influenced by famlly soclal class,
family slze, and age and sex of siblings. For ex-
ample, community university women from

- large families had bétter coping and psycho-
' logical health than women from small famllies,’

although It should be noted that siblings from

‘small families were underrepresented in

Grossman's study.

Grossman also found that the normal child .-

in a two child family experienced more
pressure to make up for the retarded: child,
especially when the retarded child was a son.
All students were more embarrassed by a
handicapped sibling of the same sex. Older
siblings of both sexes received higher coping
scores than siblings who were younger than
the retarded child. Grossman described coping .
as the 8ibling's overall soclal adaptation, rela.
tionship with the retarded child, and the effect
of the retarded child upon the sibling's selt-

January 1984




esteem. Younger brothers of mentally retarded
males appeared to be at greatest risk; this find-
ing prevailed across social classes. Private uni-
versity students with accepting parents and
family demonstrated better adaptation than
those with less accepting parents. Parent reac-
tions had little influerce on community univer-
sity students, perhaps because this' latter
group experienced more hardships as 8 resuit
of their sibling’s handicap than the private uni
versity students, Grossman's findings are sub-
ject to the limitations of recali bias on the part
of the réspondents, and self-selection ot less
aftected siblings. '
Grossman's findings on the effects of birth
order and sex of aftected siblings were similar
to those reported by Breslau, Weitzman, and
Messenger (1981), who studied 239 famliles of
disabled patients 3-18 years old. handicaps of
the disabled included cystic fibrosis, cerebral
palsy, myelodysplasia, and multipie handicaps.
The nonhandicapped siblings were 6-18 years
old. Mothers were asked to rate how the handi-
capped child affected nonhandicapped sib-

lings. The handicapped .chlid's dlagnosis or

disability level had no signitficant effect upon
the siblings’ mean scores on Langner's Psychi-
atric Screening Inventory. The siblings' sex
and age also had no main effects upon their be-
haviors. Relationships were found between the
siblings’ birth order and sex: younger male.sib-

_ lings had greater psychologic impairment, as

measured on Langner's Inventory, than female
siblings who were younger than the disabled
child; older sisters had more impairment than

_ the older brothers of the disabled children. The

" tindings were replicated when the authors con:

ERIC

IToxt Provided by ERI

trolled for age. The:data reported by Breslau et
al., however, were second hand in origin, and

. no direct assessments of the siblings were

made.

Gath (1972, 1974) included siblings in several
studies of families with handicapped chiidren.
A 1972 study of 36 school age siblings of 22
children with Down's syndrome, 35 school age
siblings of 21 children with cleft lip/palate, and
71 matched controls did not reveal any differ-
ences in the degree of behavioral disturbance

“gxperienced by the groups, The later study of

104 families with a child with Down’s syndrome
living In the home and a group of matched con-
trols reported increased disturbances In the
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older sisters of the retarded children, especial-
ly tirst born sisters who were more than 3 years
older than the child with Down's syndrome.

Gath's data were derived from behavloral_

scales completed by the siblings’ parents and

teachers and did not include seif-assessments

or behavioral observations of siblings..
Farber (1960) aiso reported Increased

stresses experienced by sisters of the handi-

capped. Farber Interviewed the mothers of 233
retarded chiidren and asked them to rate the in.
teractions of a subsample of 78 children (ail
were at least 3 years old) who had a retarded

'slbllng living at home. Farber. found that for-

siblings who were no more than 4 years
younger of oider than the retarded chliid, 34%

of the sisters and"51% of the brothers partici- '

pated in activities wlith the retarded chlid on an
equal basis. SIblldgs were more likely to parti-
cipate with the retarded child on an equal basls
It the ratarded child was aged 7 or younger,
than If the retarded child was aged 8 or oider
(p < .01). Mothers whose daughters interacted
frequently with their retarded siblings rated
their daughters higher on a role tension index
(a measure of mother-sibling tension derived
from mother’s ratings of sibling’s personality
characteristics) than mothers whose daugh-
ters had littie or no interaction with their re-
tarded sibling (p < .01). Mothers’ ratings of
their sons’ role tension were not affected by

the sons' level of Interaction with retarded slb- -

lings. Farber is one of the first Investigators to
note the slgnificance ¢f the phenomenon
whereby the retarded child, regardless of age,
tends to move In status to the position of the
youngest child in the tamily as the retarded
child grows older. This change In status re-
quires nonhandicapped siblings to continually
adjust their roles as the retarded chiid matures.
Farber reported that sisters, but not.brothers,
were adversely affected by their responsibiil-
ties' for the retarded child. Mothers whose
daughters interacted fraquently with the re-
tarded child thought their daughters were
moodier, more stubborn, and more irritable
than mothers whose daughters interacted in-
frequently with the retarded child. Again, it
should be noted that these data were based
upon mothers’ reports and are subject to their

 biases. Of particular note in Farber's study Is

the developmental trend that has been re:
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ported by others studying families with re.
tarded children (Birenbaum, 1971; Wikler,
1981); siblings must continually adjust- their
roles as the retarded child grows older,
demonstrating behavlor dlscrepant from.that
of age mates.

Cleveland and Mlller (1977), studylng adult
older siblings of mentaily retarded adults, also
reported differences in sibling éxperlences
based upon sex, birth order, and family size.

_ Brothers of the retarded children were less in-
formed than sisters about the retarded child,
and the authors speculated that this was
assoclated with sisters’ greater Involvement

with the retarded siblings. Sisters were closer

to the retarded children than brothers, and
these relationships extended from childhood
to adulthood. The oldest female siblings in the
families had the most responsibilities for the
retarded child. Only siblings of the fetarded
children appeared to experience added pres-

~ sures to compensate for the retarded child’s
deflcits, and were more achiévement Oriented
than slblings in larger families.

In contrast to the findings on birth order re-
portad“mus tar, Graliker, Fishler, and Koch
(1962) falled to find that older teenage siblings
of retarded children had ditficulty accepting
their retarded brother or sister. The age gap be-
tween the handicapped child and the sibling
may be a critical factor. Miller (1974) pointed
out that because the siblings inGraliker etal.'s

study were at least several years older than the.
retarded child, and the retarded children were

quite young (all were 6 years old or younger),
the teenagers may not have identified with
their handicapped 8ibling; therefore; they did
not find it difficult to accept the child.

The residence of the handlcapped child ap-
pears to be another factor influencing the im-
pact the child will have upon its siblings.
Farber and Jenne's (1963) study of famllies of

~ severely mentally retarded children revealed
that boys who lived at home with a retarded
_sibling tended to overestimate their father's
- digsatisfaction with them significantly more

~ than boys 'vhose retarded sibiings were institu- -

tionalized. Girls who lived with a retarded sib-
ling tended to significantly underestimate their
mother's dissatistaction with them in comparl-
son to girls with institutionallzed retarded sib-
lings. The authors hypothesized that brothers
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experienced fewer demands than sisters, and
engaged in more activities with their peers,

_adopting peer attitudes and interpreting thelr

parent's behavior, especially their father's, as’ -
reflectlng disapproval. -Sisters, on the other,
hand, had less time for peer involvement,
tended to adopt their parents’ viewpoint, and_

_assumed they were fultilling their parents’ ex-

pectations. This study points out the indirect
effects the handicapped child may have upon
the nonhandicapped sibling’s interactions with
peers and with parents. Fowle (1973), studying
families of Institutionalized and home-reared

‘severély retarded children, concluded that sib-

lings of home-reared retarded thildren had -

considarably more tension than the siblings of . -

institutionalized chiidren. This difterence was
even more pronounced for the temale siblings.

‘The Type and Severity of Handicap -

Unfortunately, not encugh I8 known about
how the type and severity of the child’s handi-

cap Influences the child's siblings. Such intor-

mation would be useful for professionals in-
vbived with indlvidual famllles. Most sibling
studies have been conducted with the siblings
of mentally retarded children or adults, and few .
report differences In sibling adjustment by
degrees of retardation. Grossman (1872) did
report that the community university women -
with mildly retarded siblings performed better
In college but were more anxious than similar
women with severely retarded siblings, while
increased -physical handicap was associated
with lower anxiety and coping abilities. Breslau
et al. (1387 found the handicapped -child's
‘diagnosis ana disebility level to be unrelated to
siblings' Impairment. ' o
In one of the few studies involving slbllngs
of physicaliy handicapped children, McMichael

(1971) asked the mothers of 37 physically. . B

hanqlcapped children about nonhandicapped °

. slbllngs activities and social relationships and

their attitudes toward the handicapped child.
Interviews revealed that about 36% ot the
mothers felt siblings were jealous or had
neurotic symptoms related to the handicapped
child. Approximately 21% of siblings appeared
to have moderate or severe adjustment prob-
lems. McMichael found that the main factors
influencing sibling adjustment were: the
severlty of the handicap (the child's handicap .
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was severe or moderately severe in ail cases
where sibiings had severe adjustment’ prob-
lems); the mother's anxiety; énd the emotional

- difficulties of the handicapped chlid. In

another study of families ‘of physically handi-
capped children, Schwirian (1876) found the
presence of a preschool aged, hearing-
impalred 8ibling did not affect the older sib-
lings’ chiidcare or home responsibilities, in-
dependence and privileges, or soclal activities.

. The older sibling's age and sex had a greater

effect than the presence of a hearing-impaired

child In families with hearing-impalred children

and In a control group. Schwirlan noted, how
ever, that the siblings may experience greater
demands in the future as they and their handl-
capped 8ibiings mature and - thelr siblings’

_hearing impairment becomes an Impediment to

L4

- more demanding social and verbal Interac-
1968) of

tions. In another study (Barsch,
families with a biind, deaf, cerebral paisied,

organically handicapped, or mentally retarded .

child, mothers of deaf children more frequently
reported that their nonhandicapped children

- resented thelr deaf sibling than mothers of the

other handicapped children. More studles on
the differential Impact of handicaps on slb-
lings, as well as changes in the sibling's ex-
perlence as the handicapped child matures, ap-
pear warranted. ¢

Dynamic Varlables

~ Sibling Inter_acﬂohs lénd Parental Norms

The studies of Grossman (1972), Bresiau et
al. (1981), Gath (1974), Farber (1860), and
Cleveland and Miller (1977) Identified siblings
of handicapped children who are at risk for In-
creased stress by virtue of thelr sex, birth order
or age. In order to plan effective interventions

" for these siblings, it would seem to be useful to

understand how a handlicap atfects sibling In-
teractions, as weil as parent. chlld interactions.
Of particular interest to those who work with
families Is the difference In parents’ norms for
their handicapped and nonhandicapped chil-
dren, since this parent-chiid variable will affect

.sibling relationships. Several studies shed

light upon-these latter concerns. Miller (1874)
stydied the activities in which nonretarded
children engage.wilh their nonretarded and
their retarded siblings, the feelings they ex-
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press toward their siblings, and the norms and

"expectations parents establish for sibling In-

teractions. Miller Interviewed 34 nonhanci.
capped siblings (mean age 12.8 years) of re-
tarded chiidren from 21 famiiles. The average
age of retarded children was 10.3 years.
Milller's respondents reported -angaging In

‘more expresslve actlvities with their non- '’

retarded siblings and more Instrumental.activl-
tles with thelr retarded siblings. (Expresslve ac-
_tivities were those that were mutually satisfy-
(Ing and self-fulfiliing; Instrumental activities
were associated with helping. or teaching,
“rather than being an end in themseives.) Miller
suggested these differences were due to the
‘extra help retarded chlldren neea and the

- responsibility siblings experience for the

retarded child's care-and development. Miller
found that activities that were expressive when
they were performed with a nonhandicapped

sibling often turned out to be instrumental )

when performed with the retarded sibling. For
example, game playing with nonretarded slb-
ilings was considered to be expressive, while it
involved teaching and helping when performed
with a retarded sibling. The respondents ex-
pressed more negative affect and were more
direct Iin expressing their feelings toward their
nonhandicapped siblings. When the respon-

dents became angry with their siblings, they -

were more llkely to hit, tease, or cail thelr
nonretarded siblings names. They expressed
thelr anger toward their retarded 8ibling by Ig-
noring the sibling or walking away. Miller sug-
gested that the respondents. reacted less
directly toward thelr handicapped sibiings
because those sibiings were less likely to
understand their anger. The respondents feit
gulity when they became angry or hostlle, and
they internalized thelr parents' norms about

how they should act. Miller's respondents

reported that their parents: were much less
tolerant of their- negative behaviors toward
thelr retarded siblings than ‘toward their
nonretarded 8liblings. Siblings felt they were
more likely to be punished If they did not
engage in a prescribed activity with a retarded
sibling than if they failed to engage in a pre-
scribed activity with a nonretarded sibling.
Again, these feelings may reflect the sibiings’
internalization of parents’ norms, Unlike the

Grossman data, Miller's data failed to reveal’ .
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. any ditferences in sibling relationships based

upon the respondents’ sex, age, or birth order.
The small sample, however, dld not permit
meaningful multivariate analysis. Miller's data

_ were derived from sibiing interviews, and ac:
tuai behavioral observations were not included. -

Stoneman and Brody (1983) reported on a

-pilot study of five sibling pairs whn were

observed in a natural play sesion in their
Homes. All nonhandicapped children (mean
age 10 years) were older than their retarded sib-
lings (mean age 6.8 years). The older nonhandi-
capped slblings In each palr took on the roles
of teacher and manager in the play sessions
more often than the younger handicapped slb-
*lings. The confounding effects of the siblings’
age and birth order (all nonhandicapped chil-

. dren were also first borns) make it impossible

to draw any conclusions about the effect of the
handicap upon roie asymmetries. The study
demonstrated the potential of observational
research to help understand family interac-
tions. The authors emphasizec the need tor
-data on normai‘control groups In crder to deter-
mine whether transactions between nonhandi-
capped and handicapped siblings are actually

different from those between nonhandlcapped _

_sibiings. .

‘

The Handicapped Child's Effects
on the Family's Future

. Two studies offered Insights into the handi-’

capped child’s influence on the family's future.
Cieveland and Miiler .(1977) described the

handicapped child's infiuence on siblings’ life -

commitments, and McCullough (1981)- com-
pared parentsand 8ibling expectations about
the handicapped child’s future. Although most
of the nonhandicapped siblings in Cleveland
and Miller's (1977) study reported that their
mentaliy retarded younger sibling did not in-
fiuence their adult life commitments, older
femaie siblings were found to enter the helping
professions more often than other 8iblings,
and siblings who were the only nonhandi-
capped children in their famiiles were more
oriented towards educationai achievement,
Only sisters of retarded chiidren experienced
the greatest demands, and were most influ.
enced by the retarded chiid in their career and
family decisions.
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- Whiie-Miiler's (1374) findings suggested that
parents effectiveiy communicate norms for
their nonhandlcappsd children, a study by Mc-
Cuilough- (1981) ingicated that parents and
their nonhandlcapp d children have ditficulty
communicating theit expectations about the
handicapped_-chiid’s future. McCullough inter-
viewed and administered questionnaires to

" parents and sibiings ip 23 middie and upper-
. middle class families of handicapped chiidren.

McCuilough was espeglally Interested in how
tamllles planned for the handicapped child ]
future, after parents could no longer provide ,
primary care. All handicapped children were at:

least 12 years old (mean age 19.5 years), living '
at hore, and so severely affected that they
would not be able to ilve independently as
adults. Most of the childrely studled were men-

"tally retarded, and many were aiso physically

~

handicapped. All nonhangicapped. slbllngs
were at ieast 13 years old. |
McCullough asked parentdfnd SIbIIngs what

would happen to the handicapped child if the . .
.parents became unable to care for the child;

whether parents and nonhandicapped 8iblings
had discussed the future care of the handi.
capped chlid; what portion of the handicapped

child’s care would be provided eventually by

the nonhandicapped sibling; and whether
parents had made flnancial arrangements for
the handicapped child's future?, Findings indi- -
cated that the parents and slbllhgs tended to

disagree on what would happen if the parents
could not care for the handicappéd child. Most

(60%) parents said-that they had not made
plans, while 60% of the siblings tlnoqght plans
had been made. Sixty-eight percent of siblings
thought their parents had made financial ar-
rangements for the handicapped chlld 8 future
care, while 68% of parents Indlcatep that they
had not made financial arrangements, When
tamily members were asked whether the handi- -
capped child would one day live with a sibling,
parents were more .kely to indicate this would
not happen (84 %) than sibiings (64%).
McCuilough found that although most
parents and siblings agreed that the handl-

" capped chiid would not be institutionalized it

the parents became unabie to care for the
child;” and although parents Indlcaten Jhey
wanted their handicapped ‘child to Ilvg in a

tamily setting, parents did not indicate they

!
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* wanted theiy’ handicapped child to reside with

nonhandicapped siblings. Only 41% of parents -

thought /nonhandicapped siblings would
assume at ieast partial care of the handicapped
child, while 68% of -the siblings thought they
would assume some responsibllity for care.

The picture that emerges from McCullough's -

study is one of parents who have not prepared
their ch}ldren to care for theirhandicapped sib-
ling in the event of the parents’ iliness or

death, and who have not made the financial ar- -

rangements necessary for the future of their
handicapped chiid.
Research findings suggest that the birth ofa
handicapped child wiil affect the child's sib-
lings as well as the parents. Siblings, like
parents, must not only adjust to the birth of a

handicapped brother or sister, but must con. -

~-tinue .to make adjustments throughout the
~family's life span. Wikler (1381) has Identitied
predictabie crises that families of the handi-
capped child experience as the child.matures;
one of these is the point at which the mentally
_ retarded child’s younger siblings begin to per-
form at’a higher developmental level than the
retarded child, one of Farber's (1960) findings
with his group of siblings. Programs involving
siblings in the care or education of the handi.
capped child must respond to the ongoing ad-
justments ali family members must make to
disruptions in normal family developr@ent
Parents of older children may need help clarlfy
ing tamily member responsibilities for the
handicapped child in the future, while parents
of younger children may need basic jnforma.
tion to anticipate their children's questions
about the handicap.

e

The Dynamics of Family Interactions
Future Directiohs for Investigation .

The studies reviewed (see Table 1) identified
several variables, such as sibling age and sex,
and type of handicap, that influence the non-
handicapped sibling's adaptation. Several

studies (Miller, 1974; Stoneman & Brody, 1983)

raised important questions about the influence
of the handicapped child upon family interac:
tions, and how these interactions change over
the family's Iife span. Just as the handicapped
child's parents are influenced and affect the

+
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developing child, so too do the child's slbllrfgs
influence and react to the handicapped chiid's

behavior and development. it might be hy-’

pothesized that siblings are likely to havean In-
direct or minimal impact upon the néwborn
handicapped infant,.and these early effects are

likely to be mediated through the infant's

parents. ‘Siblings' contributions to the handi-
capped child are likely to become more signiti.

‘cant and direct as they begin to interact more
frequently with the older. toddler, both in thelr

roles as playmates and caregivers. In some
famiiies, siblings may assume responsibiiity

tor the handicapped child after thq parents’ in-

ness or death.

- The newborn handlcapped infant, on the
other hand, may exert a profound effect upon
older siblings, who must learn tg share thelr
parents' attention with a new family member
who requires even more care and time than
newborns usually demand Relatively little is
known about how a newborn's handlcap af.
fects these family dynamics. -

Future studles would benefit from a frame:
work describing developmental changes that
take place in-family relations as the handi.
capped child and the child's siblings mature.
Several frameworks for study .have already
been offered. Belsky (1981) proposed a com-
pfehenslve_ scheme for describing the family
system; Belsky and Tolan's (1981) model of the

.development of the Infantis microsystem in-

cludes the parents’ marital relationship as an
item of analysis, and provides a developmental
perspective for studying Influences on infant
development. Skrtic, Summers, Brotherson,

and Turnbull (1983) developed a conseptual

framework describing three major famlly sub:

. systems (spouse, parental, sibling) which may

be studied from three perSpactives (tamily

" tunction, structure, and cycle) to better under:

stand family functioning. ‘

A scheme which would inciude the effects of
siblings upon family transactions is indicated
inFlgure 1. This s¥heme enables us to examine
the quite complelx ways that family members,
including sibtings, influence each other's
behaviors and thg behavior and development of
the handicapped ghild. Beginning clockwise in
the scheme (A), itk:an be hypothesized how the
marital relationship may affect the handi.
capped Infant's development. For examplie,
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Table 1. Summary of Sibling Studies

Residence of

.

Inveatigator(s)  Subjects Handicap Variables Study Measures. .Handicapped Child
Farber, 1960 78 siblings Mental retardation Sex, age, birth order Parent Interviews - Home
Farber & © 109 slbun%s Severe mental SES, religlon, sex, Parent and sibling 74 home
Jenne, 1963 (ages 11-16) retardation (IQ < 50)  residence of retarded measures 35 Institution
A (Mean age of retardet . child . ]
‘ : : - chiid 8 years) - .
Barsch, 1968 Families of 177 Blind, deat, Parent question-
handlcappqd children cerebral palsy, naires -
ages 4-10 | Down syndrome, ,
‘ organlc impairment. v -
39% severe,
;7 1% moderate) . T
McMichaei, Siblings of 37 Rang’lnF in severity Severity of handicap, Interviews with Home (attending
1971 physically handi- from sl th to severe  maternal anxiety parents-and teachers = a day school for
capped chlidren {40% slight, 24% handicapped child's of handicapped - . handicapped
(ages 4-13) - moderate, 36% severe anxiety children chiidren)
according o parent ’
o reports) .
Grossman, 83 college-age 17% severely/pro- Sex, birth order, SES  Interviews with 28 Institution
1972 siblings foundly retarded, ' siblings 65 home
35% moderately
retarded, 48% miidiy-
retarded, 12%
severely physicall
handicapped, 51%
moderately physically
handicapped _ s
Graliker, Older teen-age Mental retardation Age, birth order Interviews with Home
Fishler, & siblings : siblings
Koch, 1962 , ) . :
Gath, 1872 38 school-age * Down syndrome Sex, birth order, age Rutter behavioral ‘Home
siblings of , scales completed by
children parentsland teachers
35 school-age Clett lip/palate
siblings of 21 o
childran 64
Gath, 1974 104 families Down syndrome : .
a . (Continued) .°
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Table 1. Summary of Sibling Studies-~continued

Iinvestigator(s)

Subjects e

Héndlcap

Variables

Study Measureé

Residence of |

Handicapped Child -

- Fowle, 1973

- Miller, 1974

Schwirlan,
1976

Cleveland &
Miller, 1977

Breslau,
Weltzman, &
Messenger,
1981

.

-McCullough,
1981

Stoneman &
Brody, 1983

Siblings (6-17 years)

34 sliblings (mean
age 12.6)

‘77 older siblings of

handicapped pre-
schoolers -

90 siblings (age
25 and over)

239 siblings (ages
6-18)

‘

25 siblings (mean
age 19.6 years)

»

5 nonhandicapped
siblings (mean age
10 years) of 5
mentally retarded -
children (mean age
6.8 years)

Severe mental
retardation

Mental retardation
(SQ <. 45)

Hearing impairment

Severelprofod nd
mental retardation

- 20% cystic fibrosis,

'33%| :dereblral Ipalsy,
yelodysplasia,
’T4% multiple handi-

" caps (ages NQ

Physical or mental

handicap so severe as
to preclude inde-
‘pendent living as an
udult (mean age 19.5)

Mental retardation

Reslidence of re-
" tarded child, sex of
sibling, SES -

Agae, sex, birth order
Agé, sex SES, tamily

size, Birth order,
maternal age

Sex, age, birth order,

family size

-

Sex, age, birth order.,
“SES '

Age, sex, famlly size,
birt

irth order, SE

Role behaviors

(teacher manager,

flaymate, verbaliza-
" tlon)

‘Farber Marital Inte-
ration Index, Farber
- Sibling Role Indux

Sibling Interviews

Sibling interviews

Questionnaires com-
pleted by siblings

- Langer's Psychiatric
SOreenlng Inventory,
Level of Disability
Scale, Percelved
Effect on Siblings
Scale (all measures
completed by
“mothers)

. Interviews and ques-

tionnaites admin--
Istered to parents
and slb_l_lngs'

Videotaped inter-

]
/

actions In the home ) /

Home and"
institution '

Home {

Home

Mentally retarded -
siblings were insti.
tutionalizéd for
average gf 11
years; mean age of
placement was 17

7’()me .
/

/
/

Home
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 Figure 1

A. ' ) .
Parents’ marital retationship o i

D. B.
Sibling-handicapped —- ‘Handicapped child’s —- Pareht-handicapped

child relationship

-
!
|

behavior/deveiopment

 Parent-sibling relationship

child relationship

.

Note: This scheme focuses upon the inner rlng of Bronfenbrenner's ?977. 1979) ecological

modei which provides for the study of the infant in

he context of constantly changing social, cul-

tural, and historical influentes. Analysis of any arm of this scheme requlres that those environ-

mental infiuences be considered; mapping changes in these sets of interactions over time Ilke-\

wise requires attention to c¢hanges in the individuals’ environments.

9

parents who are experlenclqg marital tensions
may be iess sensitive to the handicapped in-
fant's more subtie cues. Divorce or separation
- may significantly reduce the attention and
stimulation that are available tr the infant. Ina
reciprocal fashion, the birth|of a handicapped
infant may increase marital stresses, or may
create new stresses. While Gath (1972) re-

ported increased marital copflicts in familles .

of children with Down's syndrome, Farber
(1959) conciuded that the parents' marital in-
tegration prior to the birth rTf a handicapped
" child was most important in determining the
chiid's effect on the marrlage. If the parents'
ontogeney was examined as Belsky (1980) has
suggested, we wouid look beyond the family's
microsystem to Intergeneratlonal tactors in.
fiuencing the parents’ behavigrs and roies.
The ways in which the parent-chiid relation-
ship intiuences the handicappéd child’s behav-
ior and development is perhaps the most
thoroughly investigated arm (Bj of this scheme,
particularly in the area of parerit-infant interac-
tions. Research on contingent \nteractlons be-
tween mothers and their infants, and the ef-

tects of infant behaviors on parent responses

and perceptions has defined thq reciprocal and
dynamic natufe of the parent-infant relafion.
ship. For exampie, studies by Beil (1980) anu
Bristol (1979) have identified characteristics ot
handicapped children pradicting parental
stress, Als, Tronick, and Brazelton (1980) have
described how parents must adapt to the biind
infant's atypical behaviors to establish affec-
tive,reciprocity. Infants, handicapped and non-
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handicapped alike, play an active role in strug:
turing their parent's responses to them.

_Less is known about the last two arms of . .

this - scheme, the relationships between
parents and siblings (C), and between siblings
and the handicapped child (D), and how these
affect .the handicapped child. The research
reviewed seems to suggest that the severity of
the child’'s handicagp may infiuence the degree
to which the parents’ reiationshlps with the

- child's siblings, particularly the oider sisters,

will be affected. In generai, it would be ex-
pected that the birth of a severely handicapped.
child wlil demand a greater emotional and
tinancial investment from the parents, and will
strain the parant-sibling relationship more than
the birth of a mildly handicapped child. The
birth order and sex of the handicapped child’s

/

.

3

siblings may aiso influence their relations with ..

their parents. Ciieveland and Miller (1977) found
the retarded child’s oldest sister to be at
greatest risk for Increased demands, and
Farber (1959) aiso found sisters to experience

‘more demands that may in turn affect their

relationship with their parents:

Finally, Miliar (1974) has addressed how
handicaps affest sibling interactions. Siblings
in Miller's resiarch engaged in more instru-
mentai activities with retarded siblings and ex-.
pressed their anger less directly than with
nonretarded %iblings. The -present authors
would hypothesize that siblings who have dif-
fleulty adjusting to the child’s handicap would
be less likely t0 contribute to the handicapped
child's atfective development—for example,
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placing a handicapped child ‘who Is often
socially isolated at even greater risk for social
delays. In an observational study of the interac-

tions of five blind children with their sighted

siblings, Lavine (1977) described how the
parents’' relationship” with th§ handicapped
child may intluence the relationship of the
handicapped child and his siblings, as well as

the parents' relationship with nonhandicapped*

siblings. An observational study of the inter-
actions between a deat 4-year-old and his
younger 3:year-old hearing brother suggested
that both children will be aftected by the handi-
cap=-the deat child being left out of peer and

* family interactions, and the hearing child not
recelving the cognitive stimulation usually pro-
vided by older siblings (Kaplan & McHale,
1980).

While the scheme described in Figure 1 Is
more comprehensive in describing the family
environment in that it acknowledges sibiings’
contributions in the microsystem, it fails to
adequately capture the complexity of influ-
‘ences between family members. Others have

cited the difficulty of describing the N + 3 fami-

ly of infant, mother, father, and sibling (Lewis &
Feiring, 1978). For example, Klein, Jorgensen,
and Miiler (1978) noted that in a two parent
family with four children there are 147 ditferent

. relational networks for analysis. Some of these
networks describe interactions between family
members;, others describe Interactions be-
tween individuals and other. family relation-
ships (e.g., the etfect of parents’ marital rela-
tionship upon the infant). Still others describe

" interactions between sets of relationships
~ (e.g., the effect of the marital re tionship upon
sibling relations). A more elaborate scheme
than that presented in Figure 1 would be
needed to describe the reciprocal influence of,
parent.infanf interactions as described by
Clarke-Stewart (1978), as well as transitive rela-

"« tionships (Lewis & Feiring, 1978). For example,
this scheme would provide a context for under-
standing how a positive mother-child and a
positive mothér-father relationship influences
the quality of the father-child relationship
(p. 62). A more elaborate modei is also needed
to descnbe how these relationships change
over the tamily's history. In order to employ
these frameworks, researchers would need to
include behavioral observations as well as the

_stress and poor adaptation. At best, whe’

family member self-reports and assessments
on which previous findings are based. Stone- "
man and Brody (1983) have underscorec the
need to supplement self reports with observa-
tional methodologies that describe the context
of tamily Interactions. These methods would
provide data presently unavailable on the
reciprocal nature of sibling Interactions. Direct
observations would also avoid the problem ot
second person bias and recall bias that are

" assoclated with studies based on maternal

reports of sibling behaviors and older siblings'
reports on childhood events. ©

Conclusion’

The research on siblings of handlcapped

“children provides bits of information that are

tempting to use in estimating therisk of 8lbling
on-
trols have bden used, the data allow only com-
parisons of the ratio of the rate of maladapta- .
tion among sibiings of handicapped chlldren to
the rate among siblings of nonhandicapped

- children. Those siblings who are invulner-

able—those who are at high risk but who nong-
theless have good outcomes—however, re-
main elusive. A means of getting at this infor-
mation might be to expand the scope of our

»sibling and tamilly studies to include the role of

the family environment in famlly adaptation.
The study of sibling ‘adaptation has until now
focused upon the role of individual characteris-
tics and behavigrs—only half of the equation
describing adaptation.- The information re-
viewed herein was derived primarily from
parent or self-reports. The task now remains to

" study more closely the role of the sibling’s

tamily environment and to identity ecological
factors as well as individual characteristics
that contribute to adaptation. This ecological
orientation requires methods which provide in-
formation about the family envirdnment as.well
as Individual family member beha:lors. The
observational techniques that have been used
to generate hypotheses about the parent.
handicapped child relationship (8 In Figure 1)
provide a means of generating this informa. -
tion. Longitudinal and observational studies of
familles must be undertaken to understand
how children adapt to siblings’ handicaps--
longitudinal because siblings' experience wiil
vary over the course of the’handicapped child's
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development, and observational because adap-
tation is'a function of both behaviotr and set-
ting. Direct observations of family interactions
> . can be used to validate parent, teacher and
d “self-reports, and may generate new hypothe.
‘ 1-ses about individuai-environment interactions
. that contribute to long-term family outcomes.-
These data can then be used to prescribe in-
terventions that are consistent wijh’the roles
Jamily members assume and the settlngs in
which they Interact .

»
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Starting Here, Startf\ng Now. ..

AHEA'’s Long—akglaited 75th Anniversary

\\ .
Celebration will Commence!

'\
\

Plan now to join the Celebration ]uns 25.28, 1984 at the 75th Annual Meetmg anﬂ
Exposition in Anaheim, California, - o —
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' \

. Promising Future

Sevet‘\ty-five Years of AHEA: i?roud Past . .
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Translating Research into Program Goals

Involving Fathers of Handicapped Infants:

DonalA J. Meyer
PatricierF. Vadasy
Rebecca R. Fewell
Greg Schell

While most eurly intervention programs for handicapped chiidren that Invaive parents focus on
the needs of the handicapped chiid's mother. the research indicates that fathers play an
important role in their child's development and often need help leaming how to adapt to the birth
of a handicappeéd child and to foster the child's development. Our increasing.undlerstanding of
the paternal role and the special needs of fothers enabies us to suggest activities for programs to

offer for fathers of handicapped young children,

@One of the most heartening social trends in
contemporary America is the increasing de-
sire of fathers to become actively involved in
the lives of their infants and young children.
Longitudinal studies of family styles noted
that this trend was one of the most critical
changes in childrearing in the 1870s (Eiduson
& Weisner, 1979). Professionals in early
childhaod special education who endeavor to
support families of handicapped children—

* helping them cope with chronic stresses and
provide the ongoing care and attention their
child will require—greet this trend withespe-
cial enthusiasm. Father involvement is vital
to helping families build internal networks of
support that will enable them to meet the
added demands of raising a handicapped
child. Before special education personnel can
respond to the needs of fathers of handiv
capped young children in an intelligent and
effective manner, however, we should un-
derstand both the social factors that are in-
fluencing the father's role, and the ways in
‘which an infant’s handicap affects the in-
teractions that take place between fathers
and infants. Reviewing the research on
fathers and, their handicapped infants, we
can identify goals for s\-ccessful programs for
these family members, :

’

CHANGES IN FATHERS' ROLES

The birth of a child usually draws attention to
the mother and leaves the father in the back-
ground. The mother's experience with the in-
fant has been described in rich detail while
the father is often left out of the picture until

the child is older. Although most fathers have .-

grown up with a narrow definition of their .
role, many men are eager to actively partici-
pate in the daily routines of child rearing
(Young & Hamilton, 1979)..This eagerness
should not be surprising since fathers, like .
mothers, become attached to their infants
and desire to nurture them. Early interac-
tions are also important for the father's at-
tuchment process, ‘although' men have often
had limited opportunities to spend time with
their newborn infants. Recent studies
suggest that fathers who are involved in their
infant's early life remain active later in their -

child’s life (Lind, 1973: Parke, Power, '

Tinsley, & Hymel, 1980

Perhaps as an offshoot of the women’s
movement, men are increasingly dissatlsfied
with the narrow, role'model for fathering they
grew up with and, consequently, are explor-
ing new roles, Of the traditional role model,
Young and Hamilton (1979) stated: “Such a
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role cheats fathers of being fully human and
of offering a wider range of behaviors, emo-
tions and skills to their child” (p. 141). Many
men regard fatherhood as a rew arding time
of personal redefinition: ‘‘Fathering often
helps men -clarify their values and set
priorities. It may enhance their self-esteem if
they manage its demands and responsibilities
well” (Parke, 1981, p. 11, '
The trend in fathers' increased involve-
. ment with their young children is paralleled
by mothers’ increasing involvement outside

._"""\he home. Today, 45% of allmagthers with

+ preschool-age children work (U.S. Depart-
ment of Labor, 1980). The gaps in child care
available to working mothers are wide. With

. outside the home, fathers are increasingly

_required to provide direct care for their chil-
dren. While the death of the extended family
is largely a myth (Uzoka, 1979), it appears
that grandparents are less likely to be avail-
able for child care activities (Cohler &
Grunebaum, 1981). As a result of these
changes, fathers must be prepared' to pro-
vide the necessary support.

SECOND ORDER EFFECTS OF
PATERNAL ROLE CHANGES

Increased father involvement may have a
beneficial effect on mothers, in addition to
providing important respite. While mothers
_ are perceived by their children as’being less
loving in homes where the father is not pres-
ent (Crain & Stamm, 1965), mothers perform
better in parenting toles when fathers are
present and provide emotional support (Feir-
ing, 1975; Pederson, Anderson, & Cain,
" 1977). Further, fathers’ presence during
mother-child interactions has been related to
mothers’ increased displays of interest and
positive affect toward the infant. Parke and
O'Leary's (1976) study of the behavior of par-
ents of newborns revealed that mothers en-
gaged in more exploration of their infant and
smiled more when the fathers were present
than when they were alone with their in.
fants. Mothers wiio see themselves as éne of
two affectionate and caregiving parents will
, encourage their husband's participation and
“ tay enioy an enhanced relationship with
their 1. nts (Sawin,
volvement in caregiving may provide the
mother with respite and allow her to interact

Involving Fathers of Handicapped Infants

more mothers desiring or having to work ‘

1981). The father's in-~

with her infz;ni when she is comfortable and
relaxed. ,

THE INFANT'S INFLUENCE ON THE
FATHER N

Infants are no longer assumed to be passive,

helpless beings but are known to be ex-
tremely social beings who influence their
parents’ behavior (Brazelton, Koslowski, &
Main, 1974; Condon & Sander, 1974; Stern,
1974). The li erature on the infant’s effects on
the mother is now being supplemented by a
.growing body of information on the unique
ways fathers are influenced by their infants. .

Greenberg ‘and Morris (1974) studied
fathers’ reactions to their newborn infants
and used the term engrossment to describe
the bond that develops between father and
infant. More than mere involvement of a
father with his infant, engrossment’ refers to
that point. in the father-infant relationship
when the infant assumes an integral role in
the father’s life and the father, in turh, feels
an increased sense of self-esteem and worth,

Lamb (1976) has described the bond of at- -

.tachment that develops between fathers and

- their infants during the first few months of

life. Other researchers (Field, 1978; Kotel-
chuck, 1976) have related the strength of the
father’s attachment to the father's role in
caregiving activities. Investigators have
found that fathers who take part in childbirth
preparation are more likely to be present
during labor and delivery (Parke, 1981) and
those who participate in the delivery are
more likely to spend time with their infants at
home at three months (Levine & Block,
1980). These studies suggest that the parent’s
role rather than sex influences the parent’s’
interactions with the infant. Nurturing is not
biologically predetermined but develops out
of the parent's early ‘experiences with the in-
fant. '
Fathers also appear to be as adept as
mothers in responding to their child's cues.
Frodi, Lamb, Leavitt, and Donovan (1978)
compared the responsgs of 48 mother-father
pairs to videotapes of erying and smiling in-
fants and found that the mothers and fathers
responded similarly to the crying and smiling

infants. Both mothers and fathers responded °

positively to the smiling infant and became
distressed or irritated in response to the cry-
ing infant. The researchers pointed out that

65

2




their findings contradict the notion that adult
females are predisposed to be more nurtur-
ing than males.

Clarke-Stewart's (1978) longltudmal re-

search suggests that fathers do not so much
affect the social and cognitive development of
their infant as they are influenced by'it. The
more intellectually competent the infants
were at 15 months, the more likely the
fathers were to talk and play with their chil-
dren at 30 months. The infant, in a sense,
creates its own caretaking environment by
influencing the way the father responds to it.
The fact that the father is influenced by the
infant’s qualiies has implications for the in-
teractions that occur between fathers and
their handicapped infants.

THE FATHER'’S INFLUENCE ON THE
INFANT

" In addition to providing neec_ied respite care
for mothers, competent paternal caregiving
appears to influence attachment as well as
the infant’s cognitive/affective growth. Care-
giving is an important part of the early

_parent-infant relationship. Lind (1973) found

that fathers who were asked to undress their
infant twice each day and establish eye con-
tact with the infant for one hour each day

‘during the first three ‘days of life showed

markedly jncreased paternal caregiving in
the first three months of life.
Kotelchuck’s (1976) study suggests that the

father's involvement in caregiving was re-"

flected in the strength of the child’s attach-
ment to the father. He observed that children
who did not relate to their fathers (as indi-
cated by children’spending less than 15 sec-
onkis with fathers upon the father's arrival)

wete primarily from families where the
father was rarely the child’s caregiver. Ross,’

Kagan, Zelazo, and Kotelchuck (1975) found
a significant relationship between a child’s at-
tachment behaviors and the number of diap-
ers changed by the father in a week. Kotel-
chuck (1976) suggested that there seems to be
a minimum level of paternal caregiving
necessary for a relationship toexist. Lewis
and Weinraub (1974) suggested that fathers
need to be encouraged to assume more
caregiving responsibilities to strengthen
father-infant attachments.

Paternal caregiving may influence the in-
fant's cognitive gtowth as well as attachment.

66

Boys and girls who were raised primarily by
- their fathers scored higher on verbal abilities

than children raised in traditional families in
which the mothers assumed the majority of
childrearing responsibilities. The- childrear-
ing fathers have been found to set higher
educational and career expectations for both
sons and daughters than traditional fathers
who assume fewer childrearing respOn-
sibilities (Radin, 1978).

Perhaps none of the early contnbutlons
fathers make to their child's development is
more significant than their role as the child's
play partner. While researchers found that
mothers were more likely to pick up their
babies for caregiving purposes, fathers most
often-held their infants to play with them

(Lamb, 1976). Moreover, fathers’ play is .

clearly different in style than mothers’.
Power and Parke (in press) found that fa-
thers of 8-month-old infants engaged in signif-
icantly more physical games, such as bounc-

.ing and lifting, than mothers. Regarding the
father’'s style, Brazelton stated: “The father . °

adds a different dimension {than the mother),

u

a sort of play dimension, an excitement dl-- e

mension, - teaching the baby about.some ¢
the ups and downs—and also teaching the
baby another important thing: how to get
back into control” (Collins, 1979, p. 50).

Fathers’ play may also have an important
" impact on the child’s later social'and cogni-
- tive development (Clarke-Stewart, 1980;

Pederson & Robson, 1969). In a summary of
studies on paternal characteristics, Weinraub
(1979) concluded that the characteristics of
the father that are most clearly related to op-

timal development, particularly in boys, in-

clude paternal warmth, acceptance, and m-
volvement. -

While differences between mothers’ and
fathers’ contributions may be important, it

may be the similarities in interaction styles

that make a significant difference in a child’s
optimal development. Weinraub (1979) said
that fathers are and will be increasingly im-
portant contributors to their child's develop-

- ment, not because they have different styles

of relating to their child than mothers, but
because fathers contribute as a second (one
of two) co-equal parent in the child’s social

network. Fathers help fill children's many -

physical, emotional, and intellectual needs
that are more dbmpletely met by two compe-

- tent parents thas by one.
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_THE EFFECTS OF A HANDICAPPED
CHILD ON THE FATHER-INFANT
INTERACTION B

As one might suspect, the characteristics of
the father’s relationship to the ¢hild may be
altered when a new father discovers that his
child has a handicap. Researchers have ex-
amined the impact that a child’s handicap
will have upon the father. Tallman’s (1965)
‘and Farber, Jenne, -and Toigo's (1960)
studies sugge$t that father§ may have more
diificulty in adjusting to.‘thgbandicap than
their wives,. especially if the child is a son.
Cummings’ (1976) survey of fathers with
handicapped children found that fathers
were often depressed and preoccupied with
their children’s special needs; many men in
the study felt inferior as fathers and many
were dissatisfied with their children and
spouses. Difficulties that fathers experience
in adjusting to the birth of a handicapped in-

fant may have second-order effects on other

family members, which is important to note
since several studies suggest-that the father’s
. attitude may set the pattern for the formation
of other family members’ attitudes in the
home (Peck & Stephens, 1960; Price-
Bonham & .Addison, 1978). Problems of ac-
ceptance are also evident in the higher di-
vorce rates (Tew, Lawrence, Payne,, &
Rawnsley, 1977) and disproportionately high
desertion rates reported in several studies of
fathers with handicapped children (Reed &
Reed. 1965). ' .
Fathers may net only have difficulty adjust-

ing to th- birth of a handicapped child; their -

attachme.. to the child may also be jeopard-
ifed. An iufant who is developmentally de-
layed may be less likely to‘produce the same
behaviors or patterns of responses that elicit
social behaviors from the caregiver. Several
factors may contribute to a disturbed or
asynchronous parent-child interaction.
Caregivers may nct be able to detect when
the delayed infant habituates, or loses inter-
est. The infant may take so long to habituate
that the caregiver loses interest in the in.

_ tefaction. Other researchers have found that

parents of high-risk infants interact in a dif-
ferent manner with their infants than parents
of nonhandicapped infants " (DeVito &

’

Goldberg, 1979: Field, 1979, 1980). The social.

cues that the delayed infant displays may be
different or less obvious than the parent. ex.

-

Involving Fathers of Handicapped Infants

. pects. Emde, Katz, and Thorpe (1978) corx !

pared the social smiles of infants with Down’
syndrome and nonhandicapped infants ‘and
found that the smiles of the Down’s syn-
drome infants were less intense and were ac-

companied by less motor activity. If success- T

ful parenting depends‘on a parent’s ability to
read the child’s cues and interpret the child'’s
behavior (Brazelton, Koslowski, & Main,
1974; Stern, 1974), then parents of handi-
capped infants who exhibit subtle or dif-
ferential cues may be considered at-risk
parents. Foley (1981) suggested that such
parents may need help in learning to read
‘their child's cues. The works of Fraiberg
(1974) and Als, Tronick, and Brazelton (1980)
illustrate the way in which parents of blind
infants can be helped to read their child’s
nonvisual signals. :

PROGRAMS FOR FATHERS AND
THEIR HANDICAPPED INFANTS

A strong rationale now exists for involving

fathers in programs for their handicapped '

young children. We now know that the birth
of a handicapped infant has an impact upon
the father, that it affects the attachment
process and the nature of interactions the
father will have with the infant, and may in-
fluence the contributions the father makes to
the child’s development. Cummings (1976)

suggested that fathers need an opportunity to -

do something directly helpful for their handi-
capped children in order to demonstrate
their love, care, and b'enevqlent concern.
Parents themselves seem to recognize this
need, as demonstrated in Gallagher, Cross,
* 'ind Scharfman’s (1981) report on a group of
parents of young handicapped "children:
“Across all groups there was a general
agreement that there shotild be more father
involvement with the handicapped children.
The fact that this does not happen or has not
happened is an area in need of investigation,
but there is no doubt that it should happen”
(p. 12. )
Existing parent involvement programs,
however, seem to offer few services and ob-

! tain minimal participatoion from fathers. In

the National Institute of Mental Health (1979
overview of 24 clinical infant intervention re-
search programs, fathers are significant in
that they are never mentioned. In articles
and books on the subject, parent invélve-
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ment is virtually synonymous with mother in--

volvement (Wiegerink, Hocutt, Posante-
Loro, & Bristol, 1980). . .. '

It appears that the fields of early childhood
and special education, like psychology, hdve
for. too lorig ignored the *‘other parent.” Of

%he attention that psychologists have given to -

athers,” Parke (1981) said: “We didn’t just
forget fathers by accident; we ignored them
on.purpose because of our assumption that
they were less important than mothers in in-
fluencing the developing child” (p. 4).

" Now that researchers are increasingly ..

turning thejr attention to fathers, it is possible
to identify fathers’ needs and establish goals
for fatherichild programs. One program for
fathers and their hindicapped infants which
has pursued the following goals is Supporting
Extended Family Members (SEFAM) at the

. University of Washington, SEFAM, a
second-year HCEEP demonstration pro-*-
gram, is an outgrowth of a pilot Father, In- -

fant, and Toddler Program, which has been

offered at the University’s Experimental .

Education Unit since. 198 (Delaney, Meyer,
& Ward, 1980). The expetience of our pilot

_effort and the research reviewed allowed -
SEFAM staff to develop program activities

based on the following goals. These activities

should encourage a father'to: 5

® Learn to read his child’s cués and interpret

his child’s behaviors. Because most fathers
of handicapped children have little experi-
ence in child care and even less!experi-
ence in .interacting with a handicapped
child, they often welcome information on
their child’s behaviors. Program staff can
help fathers become more sensitive by
helping them become better observers and
by providing them with opportunities to
talk to other fathers and share their ex-
periences. Dickie and Carnahan’s (1980)
study of families taught to read and re-
spond to children’s cues revealed that
training in reading and responding to in-
fant behaviors had the ‘biggest impact on
fathers, who increased their interactions
with their infants. As.the research by
Brazelton et al. (1874), Emde et al. (1978),
Field (1980), Fraiberg (1974), and others
suggests, parents of handicapped infants
often need help in reuding their infants’
cues. ' '

¢ Develop an awareness .of activities, mate-

-

rials, and experiences suitable to the
child’s correct stage of development. Many
fathers of nonhandicapped as well as
handicapped children have a limited rep-
ertoire of activities they can enjoy with
their child. Yet, as the research suggests,
father-infant play ‘contributes to the in-

fant’s cognitive and social development: By .
teaching fathers developmentally appro~

priate activities, games, songs, and exer-

cises they can engage in with their infants,

we can increase opportunities for playful
interact ons that foster attachment and en-
hance the child’s development.” Fathers

often share thesg activities with other fam. -

ily members and develop their own
, strategies for playing with and teaching
their child. ' C

® Practice his skills as the child’s,primdry :

caregiver,. Programs that directly involve
fathers with their handicapped babies
allow fathers to gain and practice caregiv-
ing skills. As the research suggests, in-
creased caregiving has implications for in-
creasing attachment as well as for inc.eas-

ing the respite care'that is available to.

mothers. .

® Learn more about the nature of the child‘s'

handicap. Parents will have many ques-
tions when they are first informed of their
. child’s handicap; many questions will not
arise, however, until the shock has worn
off and parents find themselves facing a
particular developmental milestone or try-
ing to solve a problem that they or their
friends .with nonhandicapped children
have never experienced. Studies {Hersch,
1970; Love, 1973) and our owr experience
have shown that fathers are more often
concerned with future problems—éduca-

tional concerns, legal and economic mat- "

ters—than mothers. Programs can respond
to these needs by providing information on
topics like special education programs,
group homes, wills, and trusts. °

® Discuss his concerns with other men ina . -

similar situation. Fathers have fewer op-
portunities than mothers to shure their ex-
periences and special problems of adjust-
" ing to the birth of a handicapped child
(Cummings, 1976). In order to cocrease
their sense of isolation and increase social
supports available to them, fathers, like
mothers, need an opportunity to discuss

their problems with other fathers of handi- .
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capped children. When Leiderman asked
the parents of low birth weight infants who
participated in his research what kind of
services they most desired, the parents in-
dicated that they most wanted oppor-
tunities to talk to other parents who had
similar experiences and who lived in their

" area (in discussion of Blake, Stewart, &
Turcan, 1975, p. 282). o

¢ ‘Develop an awareness that he, as a parent,
will be his child's primary educator and
advocate. Being the parent of a handi-
capped child will require*wsndinuous ad-
justments by the child’s parents. As part of
that adjustment process, parents will prog-
ress from being their child’s primary care-
giver to becoming the child’s primary
educator and advocate. Bronfenbrenner’s

(1974 study of parent invelvement in pre-

schqol programs indicated that when par-
ents are involved in the child’s educational ’
program they can reinforce the program’s
effects and help sustain them ‘when the
program ends. Children who have two
- parents involved in their education may
have their educational needs more com-
pletely met than children- with only one
parent involved (Weinraut , 1979). National
and docal policies for the education of the
handicapped will influence parents’ roles

. as advocates to ensure an adequate educa-

tion for their children.

o Explore the changing role of the father in

today's society. Today, fathers of handi-
capped children; like many fathers, are
exploring the new roles and options avail-
able to men. Because most ‘men lack med-
cls for the role of male caregiver, fathers
interested in being nurturing parents need
to gather information, ask questions, and
share their thoughts about chill develop-
ment, discipline, eating habits, and other
typical child-related concerns in a suppor-
tive environment.

o Eramine the impact o) the child's handicap
on the entire family itructure. The impact
of the child's handicap is not limited to the
child’s parents. Siblings, grandparents.
and other relat'ves all experience the
handicap in uniqgue ways (Farber & Jenne,
1963; Gayton & Walker, 1974; Grossman,
1972); Fathers who share their family's ex-
periences with other fathers can increase
each other’s understanding of reiatives’
needs and learn how to helw their family

s
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members cope with their individualized
stresses. “

)

CONCLUSION

If we wish to enhance the family’s ability to
cope with- the challenges of raising a handi-
capped child, we must attempt to strengthen
all of the relationships among ‘family mem-
bers, not just the mother-child relationship.
We must treat both parents as a part of a
family system, a system in which fathers play
an increasingly dynamic role. If we wish to
involve fathers with-their handicapped chil-
dren’s lives, we may need to provide pro-

grams that directly reflect fathers' interests

and concerns. The notoriously low attend-
. ance by father's'at so-called parent meetings
suggests the need for programs aimed specif-
“jcally at fathers. These programs may need
40,schedule meetings at times convenient to
" fathers. E. Mavis Hetherington made a tell-
ing remark about psychology that is applit «
ble to early childhood special education: A
major reason fathers were ignored (by psy-
chologists) was that fathers were inaccessi-
ble. To observe fathers you have to work at
night and on weekends, and not many re-
searchers like to do that” (Collins, 1979, p.
49).
Clearly, what is needed are parent in-
volvement programs that truly seek to meet
‘the needs, concerns, and interests of both
parents. By supplementing the existing par-

ent involvement programs that are usually.

“ geared toward mothers with programs that
are tailored for fathers’' needs, we may not

only enharnce-the first- and second-order
penefits previously described, but’also ac- .

knowledge that both parents are integral
parts of the handicapped child's family sys-
tem. Lo
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835 and ‘\ ' - Who are the familles who choose w\ parficipate In ah earlyintervention program tollored to meet the
“sson plans. | needs of fraditianally underserved members of the young handicapped chiids family? in an HCEEP
project for fathers and their Infonts ond toddlers, both parents.completed a set of measures that provided
8 6-'1.2 1 demogrophic informiation, as well as data in the foliowing aréas: potemal information needs; family -
6 . responsibliiti~s; parent levels of depression; personal time; organized group affiliation; and satisfaction with
\ their presen rtuations. Fathars who participated in the pliot progrom for the project were compared to

“ , newly enrolied fathers along these variables, and husbondy and wives résponses were compared. Fathers
- who had Been in the piiot program were less depressed, had mare positive feelings about their

family’s environment contribute to the fam-
ily's adaptation 'and to the child’s develop-

Ide* special - Interactions with thelr children, and had greater access o social supports thon the newly enrolied fathers.
- \ - Prediisposing variables associated with- familied program participation are discussed.
ghgrade 3. i
. ;dy, ' _ o b _ | |
gnets. B The birth of a thdicapped child will have  ment. Bronfenbrenner (1975) described the
1 ' longitudinal effects on all family members ecological intervention as resulting ‘in
1 ?.r garten N that cannot be adéquately measure ' at any “changes in the context in which the family
t(ll\ltles on " single point in time. The father and siblings, lives that enable the family as'a whole to
! grouPs, ' , as well as the child's mother, will have unique exercise. the functions necessary for the -
' reactions to the child's initial diagnosis, and  * child’s development” (p. 468). One of the pri- -
ten through : ~will experience the child’s handicap within . mary goals of an ecological intervention. for
FnU roug ‘ their family roles' as the child matures. The  families of young handicapped children will
8. Units child will influence persons and events be to improve family functioning at a particu-
n& within the immejiate family environment as lar point in time. A successful program will /
well as beyond, it} the family's neighborhood, increase the ability of family members to
extended family, school, and community. cope effectively’ with the stresses resulting
Bronfenbrenner’s rationale’ for ecologically from the child’s handicap.
based interventions for families of handi- The actual and perceived stress each fam-
o capped children is based in part on the rec- ily member experiences will be a function of
L DIVISION ognition that resourres at each level of the  several variables. First, each member's reac-

tions to the birth or diagnosis of a handi-
capped child will influence the stress the
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famlly expenqnces The family’s income and
. education' wi)l also have a -bearing on their
ability to co;!e with stress. The family" ?op.
ing- will be/influenced by the informftion,
professiong] advice, support, and counseling
they receive. Their access to familial'and
extrafamilial social supports that can aid in
solving /problems and' adapting to new
deniands will also influence their level of
stress. Research suggests that these variables
may act as buffers to medidte the effects of
stres;ful events. For example, income has
been found to be inversely related to stress
(Dohrenwend & Dohrenwend, 1969), and
individuals with access to social supports
i sgem to have a lower susceptibility to stress
and illness than more isolated individuals
ACassel, 1974; Lin, Simeone, Ensel, & Kuo,

/1979), although further study of the rela- -

" tionships between stress and support is
needed (:I'hoits, 1982). .

.Finally, the individual’s belief systems
influence the way potentially stressful experi-

ences are perceived (Folkman, Schaefer, &

Lazarus, 1979). For example, persons who
feel they can control their situation are less
likely to experience stress than persons who
feel powerless to act and effect changes-
(Sarason, Johnson, & Siegel, 1978). One of

the challenges that researchers face is to -

identify factors that mediate stress in family

environments at particular points in the.fam-

ily's life span. This information is needed to

provide optimally effective ecolo,gncal‘ inter-
. ventions.

In the meantime, many programs for hand.
icapped children and their families attempt to
-alter faétors that are amenable to interven-

tion, for example, by providing parents with.

information, supplemental income, or access
to a support group. A growing body of,
research on families of handicapped children'
has identified family characteristics that are
associated with succeesful coping (Bristol,
1979; Friedrich, 1979; McCubbin, Joy, Cau-
ble, Comeau, Patterson, & Needle. 1980;
Strom, Rees, Slaughter, & Wurster, 1981). In

" our first year's work in a program for fathers

of handicapped young children, we have
attempted both to provide services that are
likely to reduce families' stress, as well as to
identify the characteristics of families who

are coping successfully with the stresses of

raising a young child with a handicap.

L

]

1

THE SEFAM PROGRAM

Supporting' Extended Family Members

* (SEFAM) is a third-year Handicapped Chil-

dren's Early Education Program (FCEEP)
project that is being conducted at the Experi-
mental Education Unit of the Child Develop-
ment apd Mental Retardation Center at the
University of Washington. Based upon a pilot
program for fathers and infants that has been
offered at the  University of Washington since
1978, SEFAM is designed to help fathers
adjust to their child’s handicap and become

effective caregivers and advocates for their
child.

‘Fathers and their children teet with the -

program leaders, two male teachers with
master’s degrees in early childhood special
education, for two hours every Saturday
morning. During this time the fathers learn
activities and games they can enjoy with
their children, share their concerns|with
other fathers, and learn how to help their
family cope effectively with the respon-
sibilities of caring for and educatmg a!child
with special needs. They have ah oppor-
tunity to meet and get to know other fathers
with similar concerns, and to ask quectnons of
the program leaders, the other parents, and”
the guest speakers who are invited to discuss

-topics of group concern. The/meetingp offer «

the fathers a regular solyce of social shpport
that can reduce their feelmgs of 1so’latxon,
d the mothers are provided a bri¢f respite
from childcare respongibilities. In the second
year of' SEFAM (1982.83), staff added h series
of workshops for the young siblings of handis
capped children, and in the third year ‘he
program will also serve the chxldrenfs grand-
parents, aunts, uncles, and other relafwes.

. At the outset of our program, yve set out to

collect data to define the person X environ.
ment match that optimizes developmedt in
families with handicapped children. Many of
the domains we chose.to focus on were sug-
gested by Folkman et al.’s (1979) model of”
coping resources that mediate stress. These
researchers identified five types of resources
tha* may facilitate the family’s adaptation to
the bandicapped child: health/enert, '/mor
ale; problem-solving skills; social networks;
utilitarian resources; géneral and ‘specific
beliefs. Friedrich, Greenberg, and Crnic (in

" press) have shown the utility of applying this

model to the study of handicapped children
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fathers, and in three domains for the mothers
(Table 1).-At the beginning of our ﬁrst year of

demonstration funding (1981-82), we identified-.
a set of 10 measures that we asked the fathers.
in the SEFAM program to complete. Their
wives were also asked to complete four
* measures that would provide data on the

impact of the fathers’ participation in SEFAM

.y ,

Parent Needs Inventory (Robinson &
DeResa, 1980)

Inventory of Home Stimulation (Caldwell

‘

"1970) ’ '

*Family Environment Scale (Moos. 1974) -~
- *Beck Depression Inventory (Beck, Ward,

. 2 Washington since’ upon their wives. Twenty-three fathers and Mendelson, Mock, & Erbaugh, 1961)
-d’to. help fathe'rs . )
" dicap and become . ' ‘
«dvocates for their . . TABLE 1 ¥
. t ‘£ e - . Parent Variables Assessed - . :
ren meet with the - -—-’—-—————————w
ale teachers with ‘Name of Instrument Father's Scale~ .- Mother's Scale
childhood special - - —
+ every!Saturday e | =383 - 1 Big |
 the fathers learn EEREIE %‘né § g 1.3 8 j % |8
- ¥ can enjoy with 8% ‘3‘535 TR E_ |ak 7 " a ¥
‘ir concerns with L E % ‘g""- :,'S g‘g ? B '%02 R ; g? iy
how to help their » |8 g § E;’ﬁ el és "'g% - Arki1B-a
with the respon. . g | = §§ ol g 1% ég g‘;_ ol RlE -§;
. educating a child . 3 E ;wg%gé 513 M3 & P
‘h £|0 %235 &8 | © 2|
ave an oppor- O
inow other fathers : : : )
to ask qu'ésci ons of *Parent Needs Inventory ' X | X X
ither parents, and *H.OME. . X X 1
rinvited to‘discusse
'he maeetings offer *Interviewer Rating of _ s
2 of social support Family and Child Adjustment X kR
v v . . )
;":’gs %f ,‘§t?l“t‘9"' *Assessment of Fathering .
'ed a driel respite Behaviors X - X - X
ies. In the second ~—T:
aff added a serjes sTeaching Scale XX |[X
: siblings o . - .
\ '?gs of handj +* = Questionnaire on Resources .
he third year the d St X x %Y XX
.+ childrens grand- anc e .
other relatives, *+-Inventory of Parent’s
*am, we set out to Experiences ' X X
“drson X environ- )
i developmem in " +-Beck Depression Inventory X X
..hxldmn Many of +=Family Environment Scale ’ X . X X X
'cus on were sug. ) : -
+5 (1979) model of - Individualizing Parent ‘ '
ate stress These Involvement X . .
vpes of resourdes = Demographic Information
ly’s adaptation 10 . Form
althienergy, mor-. '
social networks. - Personal Information Form

Legend:

* = gdministered in home visit

- = parents fill out and return

+ = both mother and father complete form
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Assessment of Fathering Behaviors (Mur-
phy, 1979) i
Interviewer Ratings of Family and Child
Adjustment (Greenberg, 1981) .
*Questionnaire on Stress and Resourc-
es-Revised (Holroyd, 1972; 54-item wversion
adapted by Friedrich, Greenberg, & Crnic,
1983) --- S
Individualizing Parent Involvement (Meyer
" & Schell, 1981)
*Inventory of Parent’s Experiences (Crnic,
Ragozin, Greenberg, & Robinson, 1981
SEFAM Demographic Form

Posttesting of all Year 1 families was com-
pleted in Spring, 1983, and all families will be
assessed yearly thereafter. .

Following is a profile, drawn from pretest

data, of the families who participated in the ..
first year of SEFAM demonstration and longi- -

tudinal research. These descriptive data will
introduce the reader to a small, self-selected
group of families who experience many of
the stresses and demands shared by all fami-
lies with a handicapped young child. It is also

a group that is charactdrized by strong per-

sonal support networks that will be exam-
ined clasely in our longitudinal resgarch.

The Children

The children in the Year 1 SEFAM program
ranged in age from 7 to 48 months (mean age
26 months). There were 13 males and 10
females. Eleven of the children were first-
borns. Of the total of 23 children, 13 were
identified as having Down%gyndrome; 1 each
s having microcephaly, arthrogryposis, cere-
bral palsy/severe mental retardation, infant
spasm syndrome, trisomy 10 Q, Williams syn-
drome, hemiplegia, and chromosomal disor-
der/cleft lip and palate; and 2 as having
unknown developmental delay.

The large number of children with Down's
syndrome is accounted for by the many fami-
lies who are drawn to the Experimental Edu-
cation Unit's Model Preschool, where the
Program for Children with Down's Syndrome
and Other Developmental Delays was devel-
oped 1n 1969, When we asked parents to
describe secondary health problems and
physical impairments that their children
experienced, 70% reported a history of ear

‘Mothers comipleted these 4 measutes,
' '

2
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infections, and 44% reported tongue protru-
sion, two conditions that are often found in

_children with Down's syndrome.

Parents were asked when and how they
were told -of their child’s handicap. Seventy
percent reported they were told at the time
of the child's delivery or prior to discharge.
In 57% of farilies, the diagnosis was con-
yeyed by a pediatrician, and in 26% of fami-
lins another physician presented the informa-
tion.

In 57% of families, both parents were pres-
ent when the diagnosis was given; one father

+(4%) and 39% of mothers were alone when

they received the diagnosis. In responding to
their child's medical needs, 83% of mothers
had the primary responsibility for contacting

medical and health specialists; 13% of fami- -

lies shared this responsibility eqtally
between parents. Only ona father (4%)
reported that this was primarily his responsi-
bility. * . '

-" Parents provided information about the

regular early intervention programs in wh.ch
their children were served. All children had
been enrclled in at least one infant program

(mean 2.7), and some of the children had
" attended up to four infant programs (13%).

Most of the families (78%) reported that their
child's attendanze in these programs was
good (between 80% and 100%). These data
reflect the wide range of programs available

for young handicapped children and their .

families in the greater Seattle area, and the
parents’ relatively high level of commitment
to those programs.

Q
The Parents

Of the 23 families who completed Year 1
measures, seven had participated in the pilot
progran: for periods of from 1 to 3 years. The
families were pradominantly white, middle
class, and well educated. Participating par-
ents included one Oriental father, one Ameri-

can Indian mother, and one Hispanic mother,

Half of the families lived in urban areas with
populations of at least 50,000. Thirty percent
of parents had a bachelor’s degrée; 35% of
fathers and 17% of mothers had completed

-sotne greduate work.- The majority (78%) of

fathers and 23% of mothers were emplayed in

professional occupations. All but two of the

fathers were employed full time. Only one

mother (4%) was employed full @_ime,; i’ld six
o * Ay vy
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: TABLE 2

Family Income Data ,
e e e e e e et e
Combined Gross Income X N . Adjusted Frequency Relative Frequency
$30,000 and above 6 40% o 26%
20-29,000 ‘ 5 33 22
15-19,000 ' 1 -1 , 4 ,
11-14,000 1 7 o 4 , '
less than $10,000 l 2 13 _ 9 oo
missing 8 — : 35.
. a—— 0 . v
100% 1100%

Total: 23

(26%) were employed part-time. Not surpris-
ingly, the employment rates for the SEFFAM
mothers ave much lower than the rates for

mothers in the general population, w&}ere :
» . 48% of all married women with a husband

present in the home and children under 6
years old are in the labor force (Hayghe,
1982). Forty perc¢ent (adjusted frequency) of
families had combined gross incomes of
$30,000 or above, and 33% wer2 in the
$20,000-529,000 range (Table 2).

- Whil- several §tud1es suggest that the par-
ents of handicapped children are at risk' for
divorce and marital stxt@ss (Gallagher, Cross,
& Scharfman, 1981; Gath, 1978; Love, 1973;
Price-Bonham & Addisgn, 1978), all of sthe
SEFAM familie# are intact, and the tmajority

appear to be quite stable. Ninety-six percent -

of parents said that, they expected their rela-
tionship with their spouse to continue.

Parentzl Concerns

One of the measures used primarily tu help
plan guest speaker presentations and topics
for group discussions also provided data on
paternal concerns, Table 3 describes the per-
centage of fathers who indicated they:had
questions about these specific concerns.
These data support the findings of others
(Hersch, 1970; Love, 1973) that fathers of
handicapped children have a strong interest
in the child%s future, while mothers are usu-

ally more involved in the child’s immediate °

care. The data also reflect a phenomenon
that our program facilitators havé observed
over the course of the program years. Discus-
sions during the SEFAM meetings at the
beginning of each program year often focus

on “safe” topics, such as legal concerns or

Journal of the Division for Early Childhood
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educational programs. These general topics .
are often removed from the fathers' more
immediate and persona] concerns. As the
fathers begin to feel more comfortable and
familiar with the leaders and the group mem.
bers, they begin to share more personal ¢on-
cerns and worries. As noted subsequently,

, the fathers' relatively low level of interest

2

™ religious groups.

< (85%) in information regarding religious pro-
gramg for their child is not a measure of their

(disintérest in these programs, but seems to

reflect families’ active involvement in

1]
v \._ K

Comparison of Baseline Data

Parent fatigue and mood

.

Several instrumients were. used to assess the

child’s impact on each of the parents and on - -
: ' -

TABLE 3

Paternal Concerns
‘Concern %
Programs for the older child ¢ 91
Child’s future 90
Special education laws . 87
Program availability 86
" Tax information 83
Child development. 83
Advocacy groups o 74
Sex education ~ ' “d 65
Public reaction . 63
Nutrition . 61
Specific handicaps - 57
Respite care ' ‘ 44
Religious programs for child 35
17
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Parent fatigue/negative atfect

100+ n=23 |
. ) . L
. . O Mothers
' Lol _ Fathers .
,\
b
o
o 50-
[ e
Q.
0 ,

. Less Wor, - about Tire more- 1 Takes extra Get almost  Caring for the
interested In being unatiractive easily than , effort to get too tired to .child puts a
other people  or ‘experience . lused to started enjoy myself strain on me
than formerly  permanent

negative change
in appearange .
FIGURE 1. Parent fatigue/negative affect. /.

family activities. The literature indicates that

familié® of handicapped ¢hildren often expe- -

rience"increased caretaking demands which
result in fatigue, reduced time for individual
family members, and.emotional problems,
including depres:i/_o‘y&‘arb,er, 1960; Gallagher
et al., 1981; Gat 978; Hewett, 1970; Hunt,
1973; McMichael, 1971; Pless & Satterwhite,
1975). The Beck Depression Inventory was
used to assess parents mood. Thirty-five per-
cent of fathers and 17% of mothers reported
that they wére less interested in other people
than they used to be (Figure 1). Mothers
(43%) reported more frequently that they
experienced negative changes in their
. appearance than the fathers (22%). Thirty-
‘five percent of the fathers and 44% of moth-
ers said that it took more effort to get started
at doing things than previously. Seventy per-
cent of mothers and 57% of fathers tired more
easily than they used to. These .data on'the
Beck were supported by parents' responses
tu several items on the Questionnaire on
Resources and Stress~-Revised, where 52% of
mdthers said they were too tired to enjoy
themselves, compared to 30% of fathers.

- 18

’

_» Forty-fout percent ‘'of mothers and. 39% of

fathers reported that caring.for the index
child was a strain. ‘

t

Parents childcare-and housework
responsibilities

Because mothers are usually primarily
responsible for childcare, we wanted to know
how much time the mothers spent with the
index child as well as with other children ini
the family, and their satisfaction with the sit-
uation. While the majority of mothers (65%) .
reportet that they spent over 5 hours daily
with the index child, only 27% of mothers
said they spent more than five hours with the
other children in the family (Figure 2). In
most families-the other children were older
than the handicapped child, and the average
age of other siblings was 5 years. Thirteen
percent of mothers expressed dissatisfaction
with the anibunt of time spent with the hand-

- icapped child, and 27% said they were dissat-

isfled with the amount of time they spent

» with other children in the family.

Parental, particularly maternal, fatigue is

. 85
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not surprising when we éxamine how child-

care is divided between parents, and how .
much personal time is available to each par- -

ent daily. Mothers and fathers disagreed
somewhat when asked who was responsible
for most of the childcare. Although 619 of
fathers and 57% of mothers agreed that the
mothers were responsible for most childcare,
35% of fathers but only 4% of mothers said
that childcare was shared*equally (Figure 3).
" Thirteen percent of fathers and 23% of moth-

ers said they were dissatisfied with the pres. .

. ent division of childcare. Parents also dis-
agreed when they were asked to describe
housework responsibilities. Thirty-nine per-

. cemt of fathers but only 13% of mothers said

that housework was shared equally Again,

13%¢ of fathers and 32% of mothers were dis- -

satisfied with the present arrangement.

»
+

‘ Personal respite .

I

Respite care is often a pressing need for par-

ents of young handicapped children. In order
to estimate the time demands parents experi.
enced, we asked them to estimate the

amount of time they had for themselves each .

day (Figure 4). Twenty-six percent of fathers
and 13%of mother's said they had less than ¥z

fu

Parents’ personal time

hour to themselves each day. Thirty-five per-
cem of fathers and 57% of mothers reported
they had % to 1 hour per day to themselves.
Over 60% of fathers and 70% of inothers had

no more than 1 hour to themselves per day.

About 44% of both parents were satisfied

with the amount of time they had to them- .

selves each day.

Social, cultural, religious involvement

In light of the time demands the parents
experienced, it is not surprising to find that
their social lives were quite restricted (Figure
4), Ninety-two percent of parents reported
that they spend most weekends and evenings
at home. While we would expect that parents
of young infants and toddlers would have to
restrict their social activities, we might expect
professional and upper-middle class.families
to lead somewhat more active social. lives
than a group with greater economic con-
straints, particularly since 70% of mothers
and 57% of fathers expressed an interest in
cultural activities. Yet about 90% of parents

said they rarely attended .lectures, plays, or

concerts.,
Although the parents did not spend much
time on themselves or on entertainment/cul-

a

Q

. 7o ' (] Mothers
‘ ' n=23 : Fathers
100+ , .
¢ L d
3
0 504
|
Q0
[a .
]
- ‘._
Parent has Parent has ¥%- Parent Rarely attends Spends most
< 7 hr.petsonal t ht, personal interested In lectures. plays, " weekends, :
time daily tmu\‘e daiy Cultural activities or concerts ., evemngs
) g at home
"
FIGURE 4. Parents’ personal time, 8 r?
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tural ac@ities, they did find timé to belong to.

community and church groups. Seventy-
eight percent of fathers and 65% of mothers
reported involvement in an organized group
and in‘an organized rehgion (Figure 5). Sev-
enty-six percent of mothers and 87% of
fathers-were satisfied with the support they
received from the groups they belonged to. A
striking characteristic of the SEFAM families
is the role of religion in their lives (Figure 5),
particularly in a region of the country charac-
terized by low levels of church membership.

Ninety-six percent of mothers and 87% of

fathers reported they believed in heaven and
hell; 74% of the families pray together; and
64% of fathers and 61% of mothers said the
family discussed ti.e religious meaning of hol-

idays. Ninety-one percent of parents said

their family experienéed feelings of together-
ness. Eighty-three percert of mothers and

91% of fathers were satisfied with their

involvement in organized rehgxon Pearsor\
product- moment correlatxon coefficients

revealed a high negative correlation between
fathers’ satisfaction with their religious
involvement and-their depressxon. particu-

v

PARTICIPATION .
"An adaptation of Folkman et al.’s- (1979) -

- -fathers had just entered the program. Pretesi

larly theirsadness, sense of failure. and guilt.
(p < .001).

KN

EFFECTS OF PILOT PROGBA\I -,

©

model of coping will be used to study .
changes in the families over time. Although
we do not yet have posttest data that will
enable us to look at changes in the families
over the first year of the demonstration pro-
gram, we have examined the pretest data to
see if tHere are differences between parents .
who have been involved in the pilot program
and parents who were new to the program at
the time of pretest."As mentioned earlier, at
the time of pretest seven fathers had been in
the pilot program for 1t¢ ” years, and 16

results showed differences between these
two groups in several areas: depression, . .
father-child interaction, and support systems.
The fathers who had been in the pilot pro-
gram were less depresSed in terms of being
less tired (p < .05) and feeling less unattrac-

Organized group and religious affiliation .
’ n=23 ' (] Mothers
10041 £ Fathers .
R d
5
]
O  50-
[V
o
r
l. P -
O ¢ St . .‘. | " N L . .
Belong to ' Involved in Believe in Say prayers Talk about Family feels
some orgamzed an orgamzed heaven/hell the religious togethet
groups that ate _ religion meamng of
source of aupport hondays
p FIGURE 5. Organized group and religivise nfﬂliation .
[4 .
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tive (p <,.05) than the newly enrolled fathers
(Table 4). Comparison of several varlables
describing fathers’ feelings about and interac-
tions with their children showed that pilot
fathers were less likely than newly enrolled -
fathers to have mixed feelings or be irritated
by their children (p < .10), and their childx-en
. demonstrated higher clarity of cues (p < .01).

The two groups also differed-in their
access to and need for social supports. Pilot

fathers had less need to talk td someone -

about their children (p < .02), access to more

organized groups (p < .05), more telephone .

contacts (p < .02), and more people available
to them when they were upset (p < 02) than.
newly enrolled fathers, e

Finally, the wives of the pilot fathers
reported a lower’'sense of failure (p < .10),
but a greater degree of pessimism (p <-.05)
than wives of newly enrolled fathers.

. These pilot data are tentative and do not.

take into account length of the fathers’
involvement, the effects of the parents’ or
‘children’s ages, or other 'variables to be
examined closely in posttest comparisons.

BEST COPY AVAILABLE

CONCLUSION

At first glance, this research on stress and
coping in a sample of intact, economically
secure, community- and religiously-oriented
* families appears doomed by the lack of vari-
ance in a biased sample. At pretest none of

the SEFAM parents were separated or

divorced, nor did they exhibit signs of seyere

Stress,- famlly discord, or cfepression How-

ever, our clearly biased sample may provide
important information about the family char
acteristics that mitigate the stress of raising a

“ handicapped child.

Many families of handicapped children

experience stress in the form of increased -

~ expenses for medical visits, health insurai.ce,

special equipment, and lost income to non-
working mothers. Two of the major issues
that the Carnegie Council on Children high-

lighted in their analysis of childhood dis- -

- "abilities concern parents’ health insurance

and disability insurance needs. The authors
recommended that a national health insur-
ance and disability insurance be available to

[~

" TABLE 4

Effect of Parents’ Status in Pilot Program on Selected Variables o

, " Pilot Fathers

Newly Envolled

Variable (n=17) Fathers (n = 16) t df
t Mean ,
Tire more easily than usual .286 ;L 813 230 13
Feel more unattractive - 0° 44 =2.41* 15
Desire more people to talk to about - 1.43 3.44 . -2.52"* 21
index child - ' :
Number of phone galls with fPeﬂds/ 3.57 2.56 . 2.89** 1
- family | . e
Number of people available to talk to 3.43 . 2.40 2.48** 16
when upset/angry - | .
Access to organized groups for - 2.14 1.75 2,17 14
support _ _ - '
Child's clarjty of cues, ' 9.43 8.13 B B b b 17
‘ . " Pilot Mothers Newly Enrolled .
Variable . (n=17) Mothers (n = 14) ¢ . df
" Pessimism . : . 337 2.0% " 2.46* 15
*p < .05 ,
**p < .02
litp /_'01 83 . »
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st income to non-

help families defray_both the direct medical
expenses and the hidden costs that they

-incur in caring for their child (Gliedman &

Roth, 1980). With the large proportion (48%)
of SEFAM families falling into combined
gross income categories of at least $20,000,
‘and with 21 fathers (91%) employed full time,
ithe families may be at reduced risk for expe-
riencing these economic-burdens.

Several other demographic characteristics
may explain why the SEFAM families are at
reduced risk for the stresses reported in the
hterature The parents’ average age is 33,
and they may not experience the stresses
that a younger group of parents would expe-
rience. Most families (83%) are fairly small
(1-3 children), and small family size rhay
account for reduced stress because parents
do not experience the demands on their time
that are experienced by parents with larger
families. As noted earlier, many of the
SEFAM mothers are not employed outside
the home and are not required to divide their
time between their job and their childcare
and-housework responsibilities. The fact that -
the majority of mothers are not working out-
side the home also reduces the demands
their husbands would otherwise experience
if they had to share a greater proportion of
childcare and housewbrk with their working
wives, Education is another resource for
these families, with 65% of fathers and 48% of
mothers having completed at least four years
of college.

Along with these environmental factors
suhich may mitigate family stress in our sam-
ple, we find evidence of what has been
described as a sense of coherence
(Antonovsky, 1979), which Werner and Smith
(1982) attributed to the success of the

“resilient” cbxldzen in their longitudinal
Kauai study of at-risk children. About one-
fourth of our families reported a previous
family history of handicaps, which may pro-
vide them with experience and resources
that families without a handicapped family
member do not possess. In terms of personal
resources, access to religious and organized
groups also stands out quite prominently in
our group of families. Even prior to their
involvement in the SEFAM program, these
families sought out support from various
organized groups and demonstrated the abil-
ity to use social supports, which may have
helped thém access a program lik°e SEFAM.
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Their education, income, and previous group
affiliations may serve as enabling or pre-
disposing factors that facilitate their accessto
intetvention (Anderson ® Newman, 1973). ¢
The high level of social competence and . °
cohesion the patticipgting families demon-
strate raises a particularly difficult ques-
tion—how do we attract families who do not
have these characteristics into the program?
Our comparison of fathers who participated
in the pilot program and fathers new to the
program suggests that fathers in the program
may experience reduced depression and
increased satisfaction with their children

~ compared to fathers who have not experi-

enced a similar support group. The pretest °
data suggest that mothers may also benefit
from their husbands participation. These are
trends wé will need to study during and after
the families’ involvement injthe demonstra-
tion program:.

Longitudinal study of this nature is war-
ranted not only to identify effects of program-
participation but also to determine how fami-
lies’ needs change over the -course of the
child’'s development. In the nirst ‘year of the
prbgram. SEFAM served fathers of children
up td 2 years old. The children’s age may
contribute to the low levels of stress their par-
ents are experiencing, and it may be that
parents feelings and needs will change as
their children approach developmental
milestones and fail to meet increasing paren- !

~ tal expectations. These questions will be

«Idressed in our longxtudina.l study of coping -
and stress. Focus upon child and parent -
characteristics, as well as upon the families’
personal and social resources, may help us
better define the characteristics of resilient -
families who cope successfully with the
stresses reported in the literature on famxhes
of handxcapped wildren.

3
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Fathers of Children with Handicaps: .
Developmental'Trends in Fathers'® £xpL riences .
Over the Chi]d‘s Lifespan \ ’

l

Dona]d J. Meyer ; ,-E/_

while an 1ncreasing amount of 1nformat1on 1s ava11ab]e about /
the father's react1on and initial adap{ation to the diagnosis of
his child's disability, less- is known abOut‘the effects of the
child's handicap on /‘Be father as the <child grows 1nto/ - \
adulthood. This chapter will attempt to explore the changimg :
effects of the child's hand1cap on .the father over the ch1ld S
1ifespan. After reviewing the research 11terature and per;ona]

*'accounts by “fathers, 1mp11cations for prov1d1ng, services and

supports to meet fathers' changing needs will be discussed.

INTRODUCT ION' o
9 - ' // f
I thought about Neeh and how he would never recover dnd
¢ hew we woyﬂd neger:get.QQer him. He's an affliction
here to stay; one thé@ continually 3nfolds (Greenfe1d;

1979b, p. 52).

In his $ensitive and ofteh painfully henest books about his

’ {
severely handicapped son, Josh-Greenfeld allows the :eader to
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witness the 1mpact of his son's handicap from the time it was

first suspected through the initial frustrat1ons of obtaining -
-an accurate diagnosis and adequate educationaL programs, to the

sorrow of Noah's still slow, still erratidﬂbehevior in his tenth

~ year. What Greenfeld desr :oes in his often angry -books rdns

counter to what family theorists have thought about’parents.of , -
ch1ldren with handicaps. > ' , \

The early l1terature on parent react1on% (American Medical

Assoc1ation, 1964; Menolasc1no, 1977) Suggedted that parents,. ;

confronted by the "nove]ty shock“ of ‘the di' gnosis, proceeded
. thrpugh pred1ctable stages leading to a  final resolution,
\ .

M1ller (1968) suggested that parents go twrough stages of
d1%1ntegrat1on, characterized by shocﬁ,l denial,  and

d1smrgan1zat1on, adjustment, when parents alterpately accept and //
1 /
deny the existence of the hand1cap, and re-hntegrat1on, when )/

paants pull themselves back together and beg1n to function more

. ’ effrct1vely and realistically. “While thesel stages are not
totally inaccurate, they are based on the assumpt1on thet

following reintegration, parents re-asoi.’ne a,« er that, while it

is pot entirely normal, is not unduly stressful.

Greenfeld's experiences more closely resemble the{emerg1ng

view of parents' adaptation to a child's d1sab111ty. T is view

holds ‘that although parents regain equilibrium following the

' initial shock, their adjustment may be temporary: payents will '
t

ﬁ /

£
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be subJect to chronic, stressful reminders of the tragedy of the

chi]d‘s disability throughout the child's 1lifespan (Olshansky,'
' 1962 ", Wikler, 1981). Nik]er, wasow, and Hatfield (1981)

.interviewed parents}and social workers and f0und that 67! percent

believed that pirents experience chron1c sorrow across

developmental stageé; " 'Further, the social workers tended to

-

P
0‘ (

i

v /’

i

1

overestimate the 1mpact of the d1sab111ty in the ear]y years and
underest1mate the stress parents exper1ence later in ‘the

‘1fecyc1e.,

Wik Ter (1981 ) contends *hat the stresses -occur “when a

iscrepancy emerges between what pa ents e pect of a child'

' deve]opment dnd Qf parenting as opposed to/what actua]]y takes

p]ace when rear1ng a mentally retarded child" (pp. 283-284).

Shé notes that sdhe of these stresses are related to hardships

- : \
unique to mental disability, such as stigmatized social -

/ . .
barenta[_responses to retardation such as grief and a need for

.specific information. Wikler's concept ~of reoccurring -crises .

and stress will be further discussed in context in the remainder

of the thapter. SN v

Some family theorists, such as Duva]l (1962) have observed

that fam1]1es, like indiv1duals,,proceed through a life cyc]e

cons1sting of over]apping stages. Just as an 1ndividua1 grows,

deye]qps,/)matures, and ages, undérgoing continual change and

 aom= , !
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interectionq and d prolenged burden of care. Others are' typical -
{ . . ’

“
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readjustméht throughout his or her 1life, fami]ies\also have a
life cycle. They are ‘“bora"; tHey’ grow, change, and age.
Evénts, such és divorce, »desertion, or death will profoundly

affect ‘theo family life cyc]é. “However; few changes in the
'family will have a‘greater effect, on, the life.cycle than the
birth of a disabled child. The remainder of this chapter will
explore the impact of the child's disability on the fgmﬁy*s

life cycle, especially as it pertains to the father.

While there has been an explosion of research on fathers in

the past few -years, sti]]_,ré]ative]y little 1is known about
fathers of 'handicapped -chi]dren.ri Motﬁers 6f handicapped
children haQé been ;he traditional focus of research. Most
studies of }athers focus on the father's reaction to the
diagnosis or his initial adaptation. - Much 1éss is known about
the effects of the child's ha’ndiéap on the father as the child
grows into adulthnod. fn the:sections that follow, chapters,
articles, and Books written by fathers themselves will be
reviewed to fill in the 'Joid in the research 1iteratﬁre.

Caution is advised when making.inferences from the research and

accounts presented*- intervening variablles ‘such as disaBi]ity

type and support measures will allow for .a wide range of

.

experiences among fathers. This chapter will focus primarily on
fathers -of children with mental retardation. However, other

factors in additioﬁ to the type of handicap will.influence a

<
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father's experiences.’ For example, the experignce of a father
with a passive child wifh Down syndrome may be quite differépt
- from the_efperience of a father whose child i§ also Ehysjcally o
- . disabled or has aggressive or altistic behaviors. Similarly,
| the experience of a father whose marriage is sound and whose
employment is secure p;iér to the diagnosis of the child's
handicap _mvay differ greatly from the experierice of a .father
whose makriage,is_unstab]e and who.ié unemp1oyed'at,fhe time of
diagnqsisé .Intervening variables and mediating factofs will be
dis;ussed later in the chapter. ’ |
The stages in the family 1lifecycle ref@rred to in this ;":
chapter are those described by Duvall (1962). As we shall see,
the stages in the family 1life cyc]eawill be markedly different

for fathers and families with handicapped children. In some

cases, these stages may be non-existent.

STAGE ONE: THE BEGINNING FAMILY
,The initial stage in the family life cycle typically begins
when the couple marriég, and it “continues"until the woman
$ becomes pregnant. Like all stages, this stage is subject to
variation and'excéption}‘ For in;tance, if the woman is pregnant
‘at the.time of the marriage, the "developmental tasks" of this
stage will include those of the fo]lowing_stagg; th§ expectant *

couple,
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According té Duvall’(1962) the grimary deve]oementa[ tasks
for the new coup]é'are.to adjust ‘to oné another and_theif new
relationships. These primary adjustments will likely involve
mgnxv §ec6ndary adjustments in order to fulfill basic

requirements for housing; fi&ancés;"Sexual, emotiornal,  and

."‘;

inte]léctda]- 0communication;. division " of - domestic
respons ibilities;” establishing relationships both "as indivﬁduaiéf*";
‘and as. a couple; and deve]bping'a compatib1q philosophy of 1ife. |
Obviously, the experiences 'of éoup]es,‘who lléﬁer haQe a
handicapped child wi]T.bé mﬁsh'Qhe same in this stage as the
experiencestéf other coupjes. It is during this time, hdwever,
—— S that a‘ couple will- either succeed or fail at dgve]oping,'a .
" 'reiatidnéhip that can withstand the test of a child's handicapf o
Gath (1977) suggested that the stability of th2 marital
relationship brior *o birth of the specié] child may mediate the
effects of the chi]d'suhand}cap’on the fami]yl She studied 30

families with children who have Down syndrome and an- equal

number .of matched controls. Negative findings, such as marital

bregkdoWn or severe marital diéharmonyl were found in 30 rercent
of the index fami]ies and in none of thg' control families.
Severe tensién, high hosti\ity, or marked lack of warmth between
husband and wife were néted fn-several of_the families with
handic;pped children, It i$ interesting to note that although

negative measures were, higher in the parents of children with .

' . ‘ 100 o \\\
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Down syndrome, the positive measure were'also higher for thfs ’
group. Gath observes.that, despite their grief, the;parénts of
,a]most‘half of  the children with Down syndrome involved in th?
study felt thét their marriage was strengthened after the birth
of the handicapped child. e |
Studies by Gath and others (Farber, 1972) suggest that the
presence of a !1éﬁdicépped  child can be a crifica] factor in
.aissolving a marriaée in which there are prpb]emﬁ'or instability
Cprior to the child's birth and, .conversely, cgn be a unifying

factor for parents who enjoyédﬁa strong, close marriage prior to

" the birth of the'héndfcapped child. ' ' :

>

,;

STAGE TWO: THE EXPECTANT COUPLE

Barring amniocentesis, the ‘expectant couple, 1like the
beginning family, wi]i be unaware' of their'_future child's
handicap. Duvall (1962)'n9tes that.it is during thiiwj%mé that

the expectant father 'will "address the developmental tasks of

planning for the child's arrival; learning what it means to

'“.Become a father# andésuppofting his wife through pregnéncyngnd
childbirth. | o
~ Brazelton (1979) suggests that expectant parents also engage
inh another less obvious, yet -important task: . preparation for'the ' »‘
poséibi]ifyr of a handicapped child, Brazelton's ' colleagues
conducted psychoané1yfic interviews weekly with expectant

7

101
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Tmothers and month]y’with_iathers duriné the Zast trimester of

- pregnancy. " The purpose of the interviews was to ascertain

- "what kind of people. they were" in hopes of ;wedicting "what

"~ kinds of parents" they wouid become. Nhen parents were given a .

’ chance to share their innermost thoughts during the interViews,i'
Braze]ton s coiieagues ‘discovered the expectant parents to be
fniied with inner turmoii Many doubted their abilities to be an
effecti»e parent and expressed ambivaience about wanting the S
chiid, and fears about bearing-a damaged chiid ‘The expectant
parents® fears and concerns were so‘pronounced that Brazeiton's',

coi]eagues predicted that ali the fathers would become paranoid

schizophrenics and all the mothers would be severeiy depressed. .

of course, fo]iow-up visits showed both fathers and mothers
to be heaithy'parents. ﬁhiie.the interviews clparly failed to
. N | , | .
. show predictive validity, Brazelton suggests tmpy.poent out an

s L
important function of the- expectant parents' thinking:  the- . >

k3

couple's anxiety, ambivalence, and fears prepare.nthem,'to cope

with any child they may'bear,~ active,” passive, or handicapped.

-By anticipating the'possibiiity of a handicapped.chiid, parents
rehearse some coping strategies and are somewhat better prepared ‘
for the shock that accompanies. the birth of a handicapped
child.

Couples who receive the results of amiocentesis may rieed to | ",

make theirf initial adjustment to their child's confirmed

"

| | icz-
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L handicap durinyg this stage. Improvedumedical techﬁb]ogy has
| made amnioceptes'is a renlativelyysafne an;l' accepted -mealns. of
diagnosing over 100 diseases. For‘_many at-risk 'eXpect.ant
parents, ém;ioce_ntesis éan assure them that their chﬁd doés not

have a geﬁet_ic defect. . . ‘
Bnut what i¥ the fetus is gen‘eticaﬂy.defectivg? Acéording
to researchers, families may pay a psychiatric p{”ice whehvthey
elect a therapeutic abortion upon being told their. child is

"genetically defective."  While women who _undérgo an elective

.abor'tion' often experience emotional andfpsy.chol’ggical‘effetts,

undergoing a therapeutic abortion for genetic defects is more
traumatic for several reasons. = Women who choose elective -

abortions fgr_'psychosoc'ial or sociceconomic reasons during the

first trimester of pregnancy appear to be at minimal risk for

negative lohg-térm chhological“seque]ae (B]furberg and Golbus,
1975).' These pregnéncies are usually an]anned._ an'd the
abort'iqnél \‘are performed, early in the pregnancy, before the onset

of quickening. | _
Therapeutic abortions, on ‘the ‘other‘ hand, are usually
performed on. mother.s who  had wwé,lcomgd tr}e pregnancy.

'ﬁ\a._ Compounding t{\e trauma of terminating a desired pregnancy is the -

fact that Having anmiocentesis' - makes a . secbnd- trimester
~ abortion necéssary." Amniocentesis to detect hereditary disease

or congenital defects is performed at 14 or 16 weeks of fetal

A

&

1C3
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gestation (U.S. Department of Health, Education, and Welfare,
1979), and affer the procedure 4. weeks are needed for cell
culture' and analysis. By'”this‘ time the fepugl has begun to | a; ‘
quicken;.or move, which causes barents.£o)beg%n to pérceivéiit
as a potential “future child" with all  the .corresponding‘
fantasfes and hdpé$ (B]umberg, Golbus, and Hanson, '1975).
Because ,the resulting therapeutic aboftion‘ takes place during - *
thé" fourth_'mbnth of pregnancy, * if cannot be performed By_
aspiratién as is the .case dﬁring. tﬁe‘ first weeks offpreghancy.'_
- Couples who elect abortion following ’an'-unfavorable diégnosis o R
experience physical and emotional effects that are _notr unlike
those experienéed.by barents of a stillborn chi]d~(Si]vesFre and
o © Fresco, 1980). . B
o According to the study by Blumberg, et al. (1975), the.
decis.ion tb tpfminate a pregnancy becaﬁse of a gengtic defect is
one. .of - the hore ‘shbckipg and tradmatic experignces that a
married coup'e endure. The majority of coup]gs studied by Adler | ) ‘
“and Kushnick (1982)'rebofted that the termination of p:ggnancy
was a- tragic event. The termination was ﬁreééQ&d by a 24- to

xS

36-hou} waiting period. Théy reported that fbr the womhen, this

périod’of'wyitiné to terminate the ]ife of "a moving fetus was
agonizing. B]u;berg et a].'s'(1975) study of 13 fami]iés that
hap undergone amniocentesis and elective abortion revéa]ed‘that
12 of 13.(92 percent) of the women and 9 of 11 (82 percent) of . .

the men were seriously depressed.

104
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Coup]es in Adler and Kushnick's (1982) study of ';; fam1]1es
revealed that most mothers exper1enced a brief period of denial
) fo]]owed by a comb1nation of fee]1ngs' sadhess over ﬂoSing the
baby, re11ef that it was over; gu11t' bitterneSs,és{to why it
happened to them and not’ to others and doubts about their -
ability~ to reproduce setjsfactor11y.  For the 'majority‘ of
° mothers, this phase Jasted 2 to 3 “months, and tn some’ caees
persisted: hore;’than one year. Husbands in - this study saw
themselves as the fami]y'"rea]ists:" According'toithe authors,
their decisions seemeo to reouire lesc soul éearching as

ompared with the1r w1ves. '. |

Despite the emotional trauma of the’ procedure, most couples
in both studies reported they would, reﬁeat the course of act1on,'
and cohs1der a therapeut1c abort1on preferable to = the
alternative birth of a genetically defective chilo. ,

Because families who abort a geneticatfy,defeotive fetus are
at risk for psychological sequelae, Blumberg et  al. (1975)
strongly recomnend that physicians inform the couple of the
experiences of' others; “and dtSCUss the method ”of abortion in
. order to promote a well cOnsidereo decision. Following the
abortion, ‘they strongly recommend . that coup]eéA reveive
supportive counseling‘or'psychotherapyf | ’
Improved technology may lessen the trauma of abortion

following amniocentesis. A relatively new procedure, chorionic
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villi sampling (CVS) may be performed at 8-10 weeks gestatton.

It is a painless procedure that.does not involve.the insertion

B o

of a needle into the amniotic cavity. Instead, it samp]es'the
t1ssue outside of the deve]op1ng embryo by means of .a plastic

_catheter that fs introduced . into. tf® vagina and through the

cervical opening. The results of the genetic analyses, either

"

chromosomal _or biochemica],\Ean;he completed in 25 hours. If a
genetic defect is detected; e]ective:aborttdn is possible.in the
" first trimester of pregnancy. kPergament, Ginsberg, Verlinsky,
and'Ha]prin, f584). ; o B . f ? |
‘ Untgrtunately, little research is available on: pa(ents "who,
fo]]ow1ng the diagnosis of a genet1ca11y defect1ve fetus, e]ect
to carry. the fétus to term. It is reasonable to presume,
- however; that these parents will spend the rest of the pregnancy
in shock and grieving, ant1c1pat1ng the birth of "the defect1ve
child. For fathers, the deve]opmenteJ tasks noted by Duvall
will "take on new,, ironic mean1ngs. Not only must the father
plan for the chi]d’s,arrival, but now he must anticipate an
iimpending tragedy reQUiring,-skills,"resources,' and services
‘which . he may 'be unawahe"of. The deve]opmenta] task of
supporting his'wife nill also take on a new mean1ng. Instead of
joining his hife in hopeful anticipation, he may have to comfort

his wife in their mutual sorrow. They may regret having had the

Y

amniocentesis., _Said one expectant father. after\learn1ng that he

is yet~to~be born son had Down syndrome:

‘3

‘o
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I don't know why we even had the amniocentesis.  They
recommended 1t because_my wife is 36 years o]d But
we re: not the type to have an abortlon. It really ,
, hasn't helped knowning -- my w1fe just cries all of the °
T time. ) , -
. ! ﬁ , . . N - . : . ‘;

. T , ' , T . . ¥V 4
” While amiocentesis amhCVS can help predict if a child will
' .
be. born w'th a hand1cap, such know]edge will not be without
costs to the parents. Parents who rece1ve a pos1t1ve d1agnos1s_

e : ~for a.genetic defe'ct w]H not only be forcgd. to consider.or

‘reconsider  moral  ‘questions  regarding  abortion  and

. @

qUaTﬁty-of-lifeuissues, but they will also face-a profound 10ss

®

C ‘, as welb, The'fegred tragedy is nowaconfirmed, and the time of
/ .’ pregnancy, once f111ed w1tn hope and ant1c1pat1on, now becomes a_ -

t1me for reso]v1ng painfully d1ff1cu1t mora] d11emmas.

‘ 14
¢ . |
)

STAGE THREE: THE CHILD BEARING YEARS

The birth of a ch11d especza]]y a first chiid, signals many

H

changes for the =family: not only does a. new dependent

v

1nd1v1dua1 enter the family's social equ‘tion, but new. ro1es and

-t A

redef1n1t1ons of old roles are. required of family members.  AS

1]

the f1rst ch1]d is born, 'SQ’ are new fam11y ro]es "born." Wives -
’/./,, s N . [
.. become ,.moanars;_ husbands + become. fathers, parents become

™

grandparents$. only children become sib]ings:,

?
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‘Below are developmental tasks, adapted from Dukall (1962); o

that - fathers Will,faCe duriﬁg the chi]dbearing years:

- st

1. _Reconc111ng conflicting concept1ons of his role as:a

def1n1t1on of the ro]e of | the father many are eager to
activgﬂy participate in " the ‘daily routinespof ch1]d
. rearing.(Young and Hamilton, 1979). .Conseqqently, many
men‘nifl need to resolve the discrepancies between,the.
fathering role they grew up with and the rqle they
. would like to assume. o | N
2. Accepting his_share of gfspons1b111t1es for 'the ch11d ' SN

. As the father s role changes, so will the nacure of his

x -

\1nvolvement with his child. One of the most noteworthy

. changes = is fathers' nparticipation “@,7 caregiying
re;ponsibilitie5$§ The level of a’ fathers! invo]gement
in caregiving activities " will be ref]ected in )the“ y
strength of the child's attachment to the father,
. according to a study by Kote]chuck (1976) He obsErved : “'5 ~
- that children who did not re]ate to the1r fathers (as' |
ind(cated by‘ch11dren who spent less than 15 seconds:
with fathers upon - their arrival) were prinarily from
~ families where the father was" seldom then'carelgjver._ \
. Ross, Kagan, Zelazo, and Koteichuck (1975) found a
significant re]ationshjp betneen the chi]d'e attachment

v\
B

a,y




-15- . .

( T behaviors and the number of diapers changedk by the | '\ e
father in a week! Kotelchuck (1976) . suggested‘ that
, there se'enis to be 5 minimum Jevel of patefna] o o
) . careg1v1ng necessary for a re]at1onsh1p ‘to exist.
A Lew1s and Weinraub (1974) sugéest that fathers need to |
o be encouraged ' to  assume  more caregiving
respons1b111t1es to strengthen father-1nfant attachmedt

3. Maintaining breadwinner ,status. Despite fathers'

X N . ' . . . \
increasing'interesi_in being more involved in the daily - o

" lives of their young children, and despite the increase

'5_ in working hot%srs (45 percent of .all mothers of

s ‘ preschoo) age children work, according to  the UW.S. .- "%
Deﬁartment of Labof, 1980 statistics)%.most fathers are
'sti]l accorded the bread-winner's role in the family. s T

Because emp]oyers rare]y promote people’” who work less

than full time, and because Job shar1ng remains more of

an ideal than a reality, ‘many fathgrs face the same®
‘dilemma as siné]e parents o; so-called "guper-moms."
That is, how can a father pfbvide for his famfly'S" -
v o economic weli-being, }emainpinyolved and available to .
his chi]dreﬁ: and still have fime and energy for his

" wife and himself?

LA}
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- Conforming to new regimens that incorporate the child's

" the father's life. N

. needs, First- time fathers will experience, first-hand,

the effects of an infent whose needs will take priority

over those of other family membeﬁs._ Tne infant's sleep

' ahd'fééding"séhedules will require major adjustments in

\-

-

Encouraging the child's full development, The growing

‘research on fathers and their young children strongly

suggests  that fathers affect their children’s
development in ‘-significaﬁt ways. A father's greatest
contribution to Hié child's early development -appears
tn be his.role as the child's play partner, whilé
researchers f0und_that mothers were more 1ikely to pick
up their babies for caregiving purposes, fathers most
often held their children to b]ay with them (Lanb,
1976). Moreover, fathers' play ié_ clearly different
than mothers' play. Power and ?arke (in press) found
that fathers of 8-month-old infants engaged in
significantly more physical games, such as bouncing or
1ifting, than mothers. Regarding the fathers style,
'Brazélton states: "The father adds a different
dimension (than the mother), a sort of play dimension,

teaching the baby about some of the ups and downs - and

also teaching the baby another important thing: how to
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get ‘back in control"* (Collins, 1979, p. 50). Fathers' .

play may also have an important impact on the chi]d'§

later .ocial and cognitive development (Clarke-Stewart, i -
1980; Pedersen and Robson, 1969). In a summary of |
studies on paternal characteristics, Weinraub (1979)
éonc]uded that the c?aracteristics of the father -that

are most cTeaE]y related to optimal chi]d-deve]opment,”
particularly .,in boys, ihc]uée paternal. warmth,

acceptance, and involvement.

6. Redefining himself as a father. For many men, becoming

a father will profoundly change ‘their lives. Many men
regard fathefhood as a rewarding time of personal
redefinition. Parké (1981) noted: "Fathering often
helps men clarify their values and set priorities. It
may enhance their se]f—gstéem if ‘they managé its

demands and responsibilities well" (p.[ll).

Adjusting to the Father's Role | )
The husband's'adjustment to fatherhood can be profound. I%

he is becoming a parent for the'fifst time, he experiences a

ma jor developmental milestone in his own life that makes him

take stock of his accomplishments, and his satisfaction with his

career, family, and marriage. A new baby ﬁéy stimulate him to

Y

re-examine his life goals.

111
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Numerous researchers have found that both mothers and
fathers often exper ience depression and mtld stress after the
birth of a new child. These feelings may result from tattgue,
) economic worrdes, changes 16 routine, and role adjustments.

Becoming a father is a happy, but at times d1ff1cu1t experience.
Greenberg and Morris (1974) stud1ed fathers' reactions to
their newborn infants and used the term engrossment to describe
the bond that develops between father and infant. More than
7 mere involvement of a father and his infant, engrossment refers
| “to that point in the father-infant re]ationship,when the infant
assumes an integral role tn the father's life, and the father,
in turn, feels an‘jncheased sense of self-esteem and worth. . The
authors ‘note seven eharacter1st1cs of engrossment

1. Visual awareness of the newborn. The father perceives

his newborn to be attractive or beautifu].

2. Tactile awareness of newborn, Thg father desires and

m;nm.,_u- D e derives pJeaSure from contact with his newborn' child.

3. Awareness of distinct characteristics of the newborn. L
. —

The father becomes aware of and can descr1be the unique

characteristics of his ch11d

4, . The father percejves the infant as perfect,

5. The father feels a strong attachment to the newborn,’

Consequently, he focuses much of his attention on the

2]

2 N Y

newborn.,
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6. The father 15 extreme]y e]ate¢

7. The father feels an increased sense of se]f—worth For
| . 'many men, becoming a father for the ﬁﬁrst t1me provides
- opportunities for peksonal refiection and redefinition.
."A father's joy and the child's appeal, as demonstrated
by these'characgeristics of engroésment, will help a father
compensate for aany-of the adjustments he will have to hake
. . in his life.
The Initial Crisis of the Child's Diagnosis
Given fhe anticipation 'the faéher experiences 'p‘.'*'ior to the

child's birth~and the father's readiness to‘'attach to his child,

'it is not difficult to understand the impact that a child who is
'd{agnosed;as handicapped will have on the father. | |

A crisis for a family has been'défined as an- event above and
beyqu norma]_difficu]tiéé for the family (K{rkpatrick, ]é55)r .

An. event that' is permanent and involuntary (such as. a child's"

handicap) will create a greater crisis (Price-Bonham and

Addison, 1978) than an event that is discrete or short-term.

According ‘to- Wik ler- (1981), the impact of the child's -diagnosis
will be' the most disturbing crisis parents will face during the
handicapped child's 1life. However, as we shall see, it will not

be the last crisis.
0
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MWikler contends that parehts of handicapped children Wi]f“be
subject to periodic, stressful  crises throughout‘ their
children's 1ives. These crises fall into two catéboriest those
crises that occur _when thefé is .a discrepancy between: their
expecﬁations for ' the child's ‘development and their 'child's‘
actua{ progress; and ;hoée experienced; only by families with‘u
handicapped children. : -

Whenw barénts_ receive their child's' diagnosis, p;rents'
dreams for their fantasized ideal child are often abruptly

crushed. Parental grigf'is often exééerbated by professionals'

_insensitivity at the time of ¢iégnosis. Price-Bonham - and -

Addison '(1978) note seven major errors professionals” make
relative to 1nfqrming:parents of a child's disability: delay in
o ‘ defining/the problem; false éncouragement of parents; too mich-

advice on matters such as institution- alization; abruptness; - '

9nmmunicate. '

4
Y

Roos (1978), a fathéroof a mentally rétarded chiid as welJ
.as a proféssional in thé,field of spécia] education, bitterly
-reca]ls the }bsensitivity he and~his wife éxpérienéed.at the
time of His son's diagnosis. He writes of the doctor's
reluctance and. délays in sharing the diagnosis,iand_the "parent
as patient" attithdg reflected by the,physician who offgred~Roqs

and his wife tranquilizers when they' expressed anxiety over

114

‘being hurried; a lack of i nterest; - and—-a —hesitancy - to- - e




2. - | -

+ their chde's-COnditjon.. Roos claims’ that many doctors regard
“A,mentolnretarda;ion with "professional hopelessness" because they
areuimootent to cure it. This negative;attituoe'and subsequent
mistreatment of parents occurs at such a vulnerable time that:it
can exacerbate parents' grief and Jjeopardize %heir future
re]ationships with doctors and other profess1ona1s.
~ None of the fathers of children iwith Down syndrome that |
Erickson (1974) met with knew anything about: the disabi]ity at |

. the time of the1r chi!d's diagnosis. ' Some fathers reported

difficulty obta1n1ng -1nformot1on from the doctors, and others . -

only .learned about the‘disability afterlfheir wives h;d been | -
~informed. The fathers recommended that pn&fessionals wait to |
. inform the 'parents of the 'diognosis _until.ooth parents are

together, and provide parents .with a supportive | and»
“'knowiedgeable person to talk to duning this‘time. As one father -

said: “HIhekelis_no optimal time to be told your child has Down

. o

syndrome but there is an.optimav way in .which parents can be o

informed" (Erickson, 1974, p. 23). |
V L] . R
Adaptation after the Initial Diagnosis. Following the

diagnosis, the parents may grieve the loss of the hoped-forq
chi]d: It is during this time that ‘parents may, in their anger
and frustration, seek to ho]d someone == themse]ves, their
spouse, their doctors, or God -- responsible for their child's

handicap.’ When the evidence of the hand:cap js not clear, like

¢
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- it 4s with Down syndrome, but slow to emerge, parents may °

alternately accept and deny the existence of the handicap. The
. P

" following thre: exerpts from Josh Greenfeld's A Child Called

™,

Noah (1979a) illustrate one family's denial, realization, and.
b]ameﬁ : . o | ' ' _ \\\\.
Noah still strikes me as sluggish, apathetic, ot very
alert. But Foumi's. convinced he's all right, . I worfy |

about him in a deep way (p. 39).

[

. . ‘Let's face it: Noah has temper ﬁantrums, he does not
walk by himself, he is- unable to talk coherently. We
live in a shadow -6f a doubt and wofry’ about him.

constgpt]y (p. 48). :

- .

When I stay home all day and observe-Noah~tens%§a§+ywi§»;—ew~
betomes apparent to'me.that"he is a disturbed child. I -
cannot "get angry with him 1 cénnot_get angry with -
myself. .1 cannot get_angry with Foumi. But shg”can get
angry ;t me and\America: Wanting qﬁi]dren.{n general
was always a vanity of mine; she did not want childrua
at all. She particularly did not want to'have.a child

when she was pregnant with Noah. But being broke and

in  America, an abortion could not be seriously
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considered at the time. . « Also we wonder about the

obstetr1c1an now, did she induce Noah's birth too
early? Dtd she deprlve Noah of proper nourtshment by

1n51st1ng that the e*ghty-e1ght~pound Foum1 diet? (p.
53) ‘

I N .

$hiti T wish we had not induced him. . . I thought by
marrytng outS1de of my race that bad genes --; the
© diabetes on my father's side, the mental 111ness of
cousins ‘on my.mother's side -- oQUWd be eliminated.
Instead, I have turthér scattered bad.genes_ (p. §1).
Josh Greenfeld S concern about his son's delay and his -

- wife's denial of the problem is an example of how husbands and

ey . wives may adapt in different sty]es and @t  different pacesrto_\: ; .

~their--child's -handicap. -Differences in adaptation can place
: ] ’ “added - stress -on. Marriages :(Price Bonham~ and Addis»n, 197?); B K“\A\
Opportunities to effectively support one another 'may be
dimintshed if, for 1nstance, one parent is griev1ng and the
other 1s worried about the burden of care presented by the
child's Spec1a1 needs {Wikler, 1981) |
' The mpact that the child's handicap will have on the father
has been 1nvest1gated by several- authors and researchers.

© Cummings (1976) noted that becausé fathers are playing a Targer

i o o ’ A
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role with thejr children, "there is increasing 1ikelihood of
o-fafchers experi_encing ‘the handicaps more limmedﬁiatel‘y_ and
senfient]y than did"fathér_s only two generations agO"' (p. 247).

His survey"of’ fathers v‘vith- mentally -retarded children
revea]gd that fathers were often depressad and .preoccupied wi_th'
their"'chi),drén's special needs, rnanx felt in.feri_'or"asm fathers,
and many were dissa.tisfied -with their chﬂdren'and spouses .

Fathers have also been found to pprcewe the1r hand1capped
. 'cﬁﬂd as a threat to their self concept.  Fathers who view their
handicapped ch_i.ld'as an extension'pf the.ir egds are apt to .
‘become more _iso_lated and to reduce or withdraw from soc1;a1
interactionar(Call, 1958;'I]-Hngwnrth._]%?; Kohut, 1966).’

The sex of the handicapped child appears ‘to have an effect
'“on the father. TaHman (1965), Farber ‘:(1972), and Farber. Jemne
and Toigo (1960) found -that the chﬂd's hand1cap had a greater
~-~1n1t*ra4 }mpact on tﬁe 1"a'che|r~———vtL the -retarded- child- Was -3 boy.
_Fathers may also be especially vulnerable to extrafauyha]I
influences and social stigma caused by the child's handicap
'.(Tallman. 1965) . I |
" The | d1f iculties éxperienced by fathers may have
second order effects on ather. famﬂy members. PSevenal auth«ors'
have suggested-that the father's attitude may set the pattern.
_for the attitudes that other fanily members' in the home form
\:ﬂ}p{t the 'hanldicap” (Prige-Bonham ‘and Addi':;dn. 1978;“chk and
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.Stephens, 1960). Farber's_ (1972)' tinding that parents - of a
retarded boy show a l‘ower_'degree of marital 1ntegrat1on than
parents of a retarded girl 'supports this® notion (Peck and.
Stephens, 1960; Turnbull, Brothereon,_Summers, and}Turqbullt in
press). The greater impact on the father by the tetardedtsoh
w111 affect the coup]es marital 1ntegrat1on. a

The father S react1on to d1agn651s W111 influence the impact
of the ch11d‘on the marriage. Tavormina, Ball, Dunnﬁ Luscomb,
and feylor' (1977), in an unpublished hanuecript‘ as noted by’
Gallagher, Crose, and Scharfmen”(lgel), suégest that there~5he

: four major parehta] styles fn adapting7to the crisis of having a ‘
.hancii‘capped child. | :
- The father,-divorcee himsetf froh the child, absorbing _.
himself-in'work or outside activities, 1eeving the mother

ent:ielz/respons1b1e for the ch11d

u—--Both parents- reject the ch11d - who is often

1nst1tut1ona11zed as a resu]t.

. The ch11d becomes the center of the fam11y S un1verse,‘and
~all fam11y menbers.subord1nate their needs to accommo@ate
the hand1capped child. o

- Both parents Jo1nt1y support the child and each other///

| wh11e ’ma1nta1njng their -1nde1dua1 1dent1t1es and a?’

approximation of normal family life, -
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3Di§proportionate1y high desertion” rates by fathers- of

’ handicapped chi]dren have ,been reported (Réed and’ Reed, 1965) as
we11 as high d1vonce rates in fam111es w1th hand1capped ch11dren

(Tew, Lanrence, Payne, ahd Rawnsley, 1977). Some researchers

(Schufeit and Wurster, 1976) claim - that,. when matched for “”,

‘social class, the d1vorce rate for families with mentaﬁiy

?

“ retarded ch11dren does not differ s1gn1f1cant1y from' the rate

1]

for fam111es with nonhand1capped cb11dren. Turnbull et a]. (

press) attempt to reso]ve the m1xed research results by

5uggest1ng that for many marr1ages, the impact of a tchild's

handicap can be the "straw that breaks the camel's back." (
. ; Conversely, many families c1a1m that a ch11d s hand1cap has
.. strengthened the1r marr1age and brought the fam11y c]oseri |
together. Gath' (1977) study - showed that while negat1ve |

measures were h1gher for a fam11y w1th ch1]dren w1th Down

syndrome, this group a]so had h1gher pos1t1ve measures when

‘compared to families w1th nonhand1capped ch11dren Almost ha]f

> of the families felt that their marriage was strengthened after
the birth of the handicapped child. .

It is 1mportant to note that each parent s reaction to the
“d1agnos1s will be un1que and will depend, in add1t1on to other
factors, upon the supports- avai]ab]e; the sever1ty -of; the
infant's handicaps, and the chi]d's prognos1s. - These

1nterven1ng var1ab1es will be d1scussed later in the chapter.
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STAGE FOUR: FAMILIES WITH PRESCHOOL CHILDREN.

——A-—famity-with—a—preschooter will"devote considérable “time
and energy to encouraj?ng +heir child's development. puvall

(1962) outlines many of the deve]opmenta] tasks requ1red of .a

preschoo]er : " - S
1. Settling intq.,hea]thfu]uv_ daily routines of rest and
activ1ty. |
2. Mastering good eating habits. |
30 Developing phys1ca1 skills appropr1ate to his stage of
_motor development. | A -
4. Mastering the basics of toilet training.
5. -Becoming a part{oipatingunember of fhe family.
6., Beginning Eo’ master his impuﬁses and to conform to

_others' expectations. ¢

7. " Developing -healthy, emotional expressions for "a wide )

variety of experiences.

o5
%

8. Learn1ng to commun1cate effect1ve1y with. an 1ncreas1ng . K .
number of others. _ | |

9. Developing an ab111ty to handle potent1a11y dangerous
s1tuat10ns. _

10. Learning to be an autonomous person w1th in1t1at1ve and
a conscience of his own.

Although ‘these significant developmental tasks .always

rgquire some parental guidance and encouragement the‘

¢
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» nonhandicapped child's acquisition of these skills iS'much more

- | indebendent“thén’thétrbf the handicapped child. A developmental
| d1sab111ty will often have s1gnificant effects on all of the

¥

ch1Pd“s deve]opmental tasks. Consequent]y, 'some deve]opmenta]
tasks wi]] qot be accomp11shed<ﬂhhring :the child's preséhpol-
'~ years, and others'may never be acdohp]ished ' Nonma]]y trying
per1ods, such as the so ca]]ed "terr1b1e twos" may -extend for
. several years.; Deve]opmental m11estones that nonhandlcapped
chi]dhen'achieve with re]ative:ease will require extraordinary

* . encouragement from the handicappea'child'S'parents and teachers.g

-

The child's delayed development will have an impact on the
parents during this stage of the famity's' life cycle. Because
the per1od of ﬂntense nurtur1ng wh1ch occurs: dur1ng the child's

infancy and-preschoo] years must be sustained for a family with .

-

2 deve]opmenta]]y dqsab]ed ch11d the need for one barent

usua]]y the nwther -- to be home and ava11able will also be

o _extended (w1k1en, 1981) For fathehs, the usual _roles of

| playmate or model for - their ch%]dren wial bef diminished or

non-existent with chi]dreh who *are ‘mOQerately.‘to severely
handicapped_(Ga]]agher, Cross, and Schahfman,'1981).

< + It is during thts stage that the.child's disabilities will

‘~; . 3 become 'more;'obvious. When the child does not ettain normel

A . deve]obmenta]v'mi]estones, parents are at risk for increased

stress.® Two of Wikler's (1981). five <predictaple " crises

r
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;resu]ting from a discrepancy in ,expectat{ons »of 'thea child's

“tmvelopment'bccur doring this -stage -- when the chiid should
have begun walking (12-15 months) and talking (24-30 months).

'These poignant reminders of_.their child's  disability may.

reawaken the parents' grief for the 1oss of their fantas1zed

normal ¢child. Further, Wik ler confends that as the d1sabi]1ty \\

)
becomes‘ more apparent parents w111J experience stressfu]

-

st1gmat1zed social’ 1nteract1ons. . ‘J.?

The Ch11d's Impggt on Parent Roles and Concerns, 'Because'of

 the -Etigmae or physical evidence of the child's handjcap,"
fathers ano "mothers may - face "hostile " stares, judgemental
comneﬁté, Murmurs_Of'pity,'and‘intrusive requests for personal
information whenever'they accompany their child to the store, on

the bus, or at the park" (W1kler, 1981, p. 282).- Fathers, more

S0 than mothers, are’ affected by the phys1ca1 child of a child's =~

d1sab111ty and are more sensitive to how tha ch11d may -affect
the family's soc1a1 \and commun1ty 1mage (Pr1ce-Bonham and

Add1son, 1978) Fathers of hand1capped preschoolers will need

1nformation on how to answer qUestions from re]atwves and .

_ strangere, encourage. thejr chijd! ‘ deve]opment%‘ and obta1n
additional infornatidh on_the disability itseTf-(Meyer. Vadasy,‘-
Fewell, and Schell, 1982). : y

| SeYera] authors have noted that féther§ express more concern

than ‘mothers over future problems, such as economic and social

:
, \.
;
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dependency, an.'d legal “and educafiona] matters (He_r"sh, 1970,
Love, 1973; Meyer, et al., 1982). Liversidge and Grana (1973)
.report that at a meeting, fa,thers‘bf deaf préschoo] ers 'w'ondé'r«ed ¢
aloud “"Will “she bé happy?" "Will he have. normal chﬂdren“‘of . ':.
his own?" and "Will he be able to earn a Hvirig?-" B .
.fathérs' orientation tgwards the child's future is a
function of traditional parental roles that méy be intensified
.when-a_handica’ppe;:i chi‘ld.is present., Fathers, according to Gumz
“and Gubrium ‘(1972)., have a tendency to pérceivég"fheirjn méntaﬂ.y
'retard_ed ?chﬂdre'n in terms of an i'nétrumenta_] crisis, meaning
tiey are eSpeciéHy concerned about t!1e cost of providing for.
the child;.whether the child will be succeséfu].; "and whether the-
‘child Awi]i be able to support herself in the future. Mo‘thers,q
conversely, have a tendency to 'experience the Birth of a
handicapped chﬂd" és;;:an expressive crisis. This means that
mothers will be especially éoncerned with the emotional strain
of caring for the retarded ‘child; the desire that he get along
wéH with- othe\?s; ~and be happy regard_]ess of .academic
ach‘ievement or job success. |
’wh'ile"parertmta,] roles énd concerns appear to be somewhat more
defined in families with handicapped children,=wthey are by no.
means exclusive. - Gumz and Gubrium found that a high percentage

of mothers were concerned about the high cost of -raising a

retarded child, and fathers of handicapped children were also

PR
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© concerned with‘the daylto-day concerns oi‘raising a chiid With
special needs. Fathers at the SEFAM (Supporting Extended Family
‘Members) Fathers program at the University of washington. |
frequently discuss the emotional 1mpact of the child's handicap» »
on the family and other typically expressive concerns “Such as
feeding and toilet-training. Said one father when asked if he ot
.had changed as many diapers " for ‘his oider._ non- handicapped |

daughter as he now does for his handicapped daughter”

No way." I think it's”more_the mon's role, but it
shouldn't be It's just the way society thinks. But
when you‘ﬁave'a~handicapped child, it can change your
whole outiook on iife. It's like someone dropped a
curtain in front of you -- you have to change. If you

'.had a’ normal kid, ~things would have been trompin®
along, and mom would have’ continued .chanoing tne
diapers. But when you have a handicapped'gid, you have
to start thinking about new ways to do things '-- that
means changing diapers and: stuff (Meyer, 1982). !

Like mothers, fathers desire 'to do something that will

ameiiorate their child's disability. However, many fathers --
as well as mothers -- are uncertain of what their role should

be. Gallagher et al. (1981) studied parents of young
handicapped children and found that

125
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Across - all groups there was general’ agreement' that

there .shooid be more father involvement with the'»
handicapped”chiid. The fact that this does not happen
or has. not happened iis an area in need of
investigation,” but there is no doubt that it should
ﬂhappen (p. 125. |

Fathers Program Needs. 'Parent involvement components - of

early intervention programs have the potentiai to faciiitate

. fathers' involvement with their handicapped chiidren. However, ) | o
'many so-called - parent programs ~are functionally ‘"mother
programs" berause they are often held at times inconvenien} for

fathers, and tend to reflect mothers' concerns_(Meyer, et al.,

.1982)." Markowitz's (1983)" expior;tory study reported several .
factors determining fathers' participation in .preschooi

programs. Interviewing directors of preschool programs for young

handicapped chiidren, Markowitz found that:
- almost 50 percent of the directors reported that fathens'
~ who had a traditionai concept of parents' roies were iess' “
Tikely to become involved in their child's education.
- 40 percent mentioned that fathers are more iikeiy to
become involved if the child has a speciai meaning to the

father (namesake, first born, first son)
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- Two-thirds of the directors noted that the fathers' work
schedule w111 influenee fathers' -1evel of involvement.
' 'They reported that fathers who .‘do shiftwork, "are
unemployed, _or have flexible schedules:'are voftenf more .
involved. :
- Over'50_percent of the,direptors'aiso noted that fathers
will be moreglikely'to be involved if the child'has a
“severe or - specific handicap . (such as Downv'syndrome dr
cerebral palsy) than if "the child has -a_:mi]d ;on,
unspecified deveiopmenta] “‘delay. *This' .suggests to
Markawitz that fathers may need or want more evidence of = °
. the ‘child's d1scoi]1ty than mothers to convince them that )
. their participation is 1mportant.
Markowitz also concluded that fathers who do participate areh
in their mid 205 to early 30s in age, and are more educated than |
thcse who do not participate. However, Crowley, Keane, and
Ni2edham (1982) reported act1ve 1nvolvement in a group of lower-
to middle-class fathers of deaf children in the economically
depressed South Bronx.* | N
Programs especially* designed. for fathers, reflective of
their often 1nstrumenta1 concerns, and’ held at times convenient
to fathers may be helpful. .SEFAM's Fathers Program has reported-

that fathers who had participated im the program reported

' 51gn1f1cant1y less stress,: gu11t and depression “than newly
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'enrolled fathers. Fathers in the progranu also- reported more
satisfaction on several ‘measures.  Wives of men who had
participated ' in ‘the program also reported less stress, ' S
pessimism, and depress1on, as well as greater satisfaction than
wives of newly enrolled fathers (Vadasy, Fewell, and Meyer, in
preparation).  This suggests that programs for fathers of
handicapped preschoolers may be valuable for fathers and prov.de
second-order benef1ts for mothers as well.

These benef1ts to both parents can be eSpeC1ally helpful for '

parents of handicapped children in the presohool.stage;of the

family life cycle. It is during this stage that the -child's o
disability can. deeply change’the parents' relationshipi' Mothers |

may expend prolonged periods of time attend1ng to the ‘child's

needs, and fathers may 'view the retarded child as. 1nterferr1ng

with his previously companionate relat1onsh1p with “his wife"
_(Farber and Ryckman, 1965, p.|l). Couples may go years w1thout

SOC1al1z1ng outside of the home (Ill1ngworth l967) Many-may

g1ve up activities they prev1ously enjoyed together, according

to Schonnell and Watts (1956), who also found that more fathers | : ;.

(26 percent) than mothers (18 percent) report having to alter

» their social life.
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STAGE FIVE: FAMILIES WITH SCHOOL-AGE CHILOREN
.Families 'with nonhaqdicapped chiidreq' use this stage fo
encoﬁrage the child's 1ndependence  and growtﬁ. According to
, Duvall (1962), ,chi]dren in. this ‘stgge will zgccdmpljsh the
| fo]lowing.developmentalatasks: o ° ' |
e, ‘Learning the basic academic, emotional, and 1ife skilisi
. required by, school children. =~ .
2. _.Mastérﬁng the.éppropriatg physical skills, R
3. Deve]obing:-meaningful_ undeféténding for the':qse of
| money. | | | |
4, Becoming-an active, cooperativgwfamily member .
l1'5. Iﬁ_creasing abilities to relate 'effectivel;y to .others, |
bcth peers and adults. . | | _

6. Continuing to learn to handle feelings.and impulses.

As with- the previous stage, a child's handicap wiil deeply

affect the goals that are expected of and'attained by a child at
this stage. |

Parent, will be at-risk for stress at the very beginning-~of - .
‘this stage. Wikler (1981) contends that the beginning of public .
' scﬁool -~ when the child 'éhtérs "a _speciai _edycatibn “program |

instead of kindekggrten or firstlgrade'-~ is a stressful peribd

for parents of handicapped children. They are. reminded of the .- Y
child's delay in a new way, and are further stigmatized. By

being placed in a.special education c]aSSrodm; the child, and

therefbre the family, is pub11c1y labeled as different.r
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Even parents who desire to have their  children
"mainstreamed" with other non-handicapped ‘children © may .

experience stress ‘when they ahe reminded frequently of the_

__d1screpancy l:etween their child and the nonhandicapped peers
'(Gallagher, Beckman, nd Cross, 1983) gccording_to_a review by
- Turnbul ,and- B]acher-Dixon (1980),  other aspectsi: of

.mainstreamin§ that.may be streestI for pahents are: shahing'the'-

) _handicapped child's Stigma; feeling a lack of common interests

with the other parents' worrying about their ch11d S social
adjustment .or providing support services necessary for the
handicapped child in the nonhandicapped school sett1ng.

As the discrepancy grows between the child's size and
developmental  capabilities,  Wikler says,u parents Will
experience .incheased stressful’ pdb]ic"ercounters.: ;Chronic
prohlems, such as a lack of feeding or ambulatorygahtlls, will
be more .burdensome ‘as  the ehild grohs o]derr and' larger.,
Handictpped chi]dren often have stressfu] behav1or, se1zure, or

[

health prob]ems that aré exacerbated as the chi]d grows older.

.we thought we wehe, for'the most part through with

the toilet cleanup details that nb'matter how much we

-rationalize and: :ihte]lectealize ~are  utterly
demoralizing., But last night Noah let Joose again in
his training pants -- his secend accident of the day

(Greenfeld, 1979b, p. 5).
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| Because of the difficulty parents often face obtaining_
: qualified baby sitters, respite care opportunities for family
.members may be decreased as the. child grows. . Another problem
parents of school -age handicapped children often face.-is |
obtaining adequate information_about copingrand'managing’daily
| living tasks for ’handicapped- children of this age. Nhen%
. available, management_ programs and books often address. the
.. problems- of younger -children i'nstead of the chronic,_proolems
| parents of older children may face. . o |
As mentioned earlier, a “father's expectations and acceptance
of the handicapped child often play a large role in determining
the family's attitudes toward’ the child.-Fathers: perceptions of
4the'handicapped child may,'however, be intluenced;by external
sources, such as the child's school placement..Meyerowitz (1967)
compared-three'groups of childrena moderatelx'retarded children
in a special class; moderately retarded children in a regular
:class; " and nonhandicapped children. in a regular ~class.
Meyerowitz reported thatifathers favored the retarded children
.placed in the regular class.‘, The fathers of the moderately
retarded children_inmthe special class'had a poorer estimation
of their A children's abilities and lower  occupational
‘expectations than did fathers ‘of moderately retarded children

¢

placed in the regular class, o o - "
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Wikler (1981) has noted ether ~ characteristics of a
developmentally disabled chlld that may also contribute to
parents' negative perceptions, These 1nc1ude an 1ncreased

Visjbility of the,déViance; decreased 1.Q. levels; increased age

Qf'a male disabled child (espec1a11y 1f‘over 9 years); ahd'first _

- born status. _ _ .
| Cummings (1976) stud1ed 60 fathers of school-age ch11dren -
1 h1th mental retardatlon. Using four se1f~adm1n1stered tests.. |
Cumhings ;soudht to assess | the ‘fathers' prevailing mood
(espec1a11y as it was /ﬂnfluenced by the mental]y retarded"
'chlld), their. self esteem (both generally and in terms of the
fathers’ evaluations of » their worth as fathers), their:}
‘1nterpersona1 satisfact1ons with fam11y members and others and
their attitudes towards ch11drear1ng. | _ |
when compared 'te an. equal number of " fathers ~of
nonhanditapped children, Cummings found that fathers’of mentally
‘iretarﬁed children showed significant differences on three ot the |
four variables. On the variabie of prevailing mood, fathers of
mentally retarded children were depressed and preoccdpied with
their childrens's special needs. The 1nt9reersona1 satisfaction -
variables revealed significant‘ decreases in the fathers'
enJoyment of the index child, and their eva]uation of  their wife
- and other children. Self—esteem variables revealed that these

fathers scored lower on exbressed self-acceptance and a sense of
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'paternal'competence; According to Cummings, this suggests that
these fathers may feel relatively inferior in their roles as

fathers, and in their male roles. -

vpsychological .stress levels than did fathers of younger (4-
years) handicapped children. 0lder fathers also showed slightly:f

lower ratings on depress1on, and higher on both enjoyment of

child and evaluation of wife._ .
These data, however, are 1ncon51stent with studies reV1ewed
3 by Gallagher, Beckman, and Cross. (1981), which suggest_that ‘the
child's increasing age is related to increased stress, due to.
the  -increasing difficulty of managing the older- handicappedt
'child and the greater visibilitx_of-the-handicap..~

STAGE 6: FAMILIES WITH TEENAGERS .

Teenage. years are a period usually characterized by the -

differentiate themselves from -their parents. . Again, the

experiences for families with handicapped children will be
cons iderably different P
| ‘Duvall (1962) contends that nonhandicapped teenagers will
need to confront the following devel0pmental tasks:

| 1) Accepting one's changing body and learning to use it

effectively. .

133

. When clustered by age, Cummings found that fathers of older o
handicapped’ children' (9-13- years) showed -slightly lower .

adolescents{ attempts to - establish their ‘own 1dentity and |
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2) AEhierng a Satisfying’and sncially accepted sex rolc.
3) Achiev1ng more mature relations with agemates.
ﬁ4) Achieving emotiona1 1ndependence from parents and other
Cadults.  » o - . - -
' {" . ~5) Prebaring for an occupation and:economiclindepenqence. B |
» 6) Preparing for‘marriage and family'life. . - :' '.,

A

.‘7) Dev'eloping a workable phﬂosnphyl ‘fof" life that_~mal;es,
o sense 1n today's world, | e o

In every 1nstance, the hand1capped adolescent s experiences .
wi]l be often disturbingly different\than the exper1ences of a | ) o
nonhand1Capped * teenager,, .cansing snecial concern . for the
'handicappea anoleQEent"- parents. ‘ whgle the handieapbed
‘adqlescent's body may change, the ‘individudl's .EOQnitive.

~ handicap may._lim1t~ his or her appreciation of the changes.

. o
Instead of.achieving more mature relations with age-mates, the

‘adolescent's 'developmental delay . may become increasingly'

apparent as his body approximates an adult's while his abilities
remain that of a much younger child, thus mak1ng it increasingly
difficult for peers to accept the ado]escent.

. Although a ‘handicapped adolescent may be preparing for a
future‘oqcupation, the prOSpectstfor economic indenendence are

usually dim. A mentally retarded son's"lack__qf vocational

&0

opportunity can be difficult for fathers. Not dn]y do fathers

s..‘*_?‘g' .

fear the. long-term financial support that might . be necessary
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(Hersh, 1970), but because a. mentally retarded son will not.
v achieve hlS father S aspirations, the father may feel deprived 'f\

of the satisfaction_of the-son's'achievements. The handicapped
- adolescent's emerging sexpality may be espécially troubling when
he or.shenlacks,the cognitive skills to be a capable, nurturing ..
_parent. | - _

- The onset of puberty, the beginning of nmnstruation in .a
girl and parental concerns over the child S sexuality W1ll

| - cause gtress for parents of: handfcapped adolescents (Nikler, ‘;

. l98l) " This: stress is stimulhted by the discrepancx\hetween the

adolescent s . physical appearance and mental and social

_ abilities. Compounding this-stress i parents' fears ‘that their’
. child will be sexually exploited. . |
Nhl]e this stage poses troubling problems for handicapped

teenagers and their families, the picture is not totally bleak.

Parents of handicapped children who sdfcessfully weather these
crises often experience great personal /growth. Rud Turnbull, . a
'tather of a teenage, moderately  retarded 'son and °a - Tawyer

specializing in_ disabiliti, law, ' demonstrates a father's |

fﬁr | potential for personal growth in this period:
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-+ Jay forces me t0 deal with paradoxes. abeut how the | o
. except1ona1 in-° llfe (mental retardation) beéomes )
L | :';6 unexceptional by reasoh_ofuits famtliardty, about how~a_
person's “disability (Jay's) cohtributes"to another's * - | | .
abitity (mine) by stimulatingfgrowth, and about how the ' |
mysteries of'ldfeh(Why:me?).are'answered, biﬁ“b§ bit,"

_ever SO certainlf, (Turnou]) et al., in press, p. 3).

STAGE 7: FAMILIES AS LAUNCHING CEN'[,ERS _— | .
Th1s stage typical]y' begins when a family' s farst child

" leaves home as a young adult and ehds when, the last child - " e

1eaves home, 1eav1ng the parents w1th an "empty nest " Young

v adults, during thns stage, .may engage in the "following
(deve]opmenta]'tasks' pﬂrsu1ng advanced - educat1on, beginn1ng a
career; 1earn1ng to appra1se and express fee11ngs of Tove in an' _ | .

adoﬁt manner; and choosing a marr1age partner (Duval] 1962).

For fam111es with a hand1capped child, th1s "1aunching"

stage may occur ear11er or much later than usual It may take*

_place much ear11er than usual for. fam1lies who 1nst1tut1ona]1ze

the1r hand1capped ch11d, and may extend for .the 11fe of the
ehild if the child lives with the parents as an adult.

" Fathers of children- with, hand1caps may ant1c1pate this stage

for years -before it actually occurs, Vadasy, Fewell, Meyer,

Schell, and Greenberg (1984) found that fathers of very young:

O
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handicapped chil‘dren are already concerned™ about the-ochiid‘s"
'fu_ture_:wei-i-being as an aduit'. - While fathers"of ndnhandicap‘ped"\ .
'chiidren‘ can look .forward to a time whenc' thei'r chii‘dren are \

‘ independent and their expenses‘- 'are- reduced fathers with
" handicapped chiidren may be required to support the more
dependent adult hah‘dicapped chﬂd. emotfonally and financiai-iy B |
(PriceZBanhan and Addison, 1978). This support“througho(:t the
child's . adulthood will ‘crystalize “ther reiationship a L

]

parent-chi]d status (Birenbaum, °197i) rather than ai'lowing the -

rei',iationship.to deve]op ~into a more ma,tu_re form. ' -
Wikler (1981) notes.that at this stage, parents may -face ' .

three signi'ficant crises: the chiids 21st birth'day; the |

question of placement of the handicapped chiid out51de of the .

home, and th_e- question of guardianship -and care for the

~handi capped aduit child. o | | e

The handicapped young adultts 21st birthday can, be an

especially troubhng milestone for families. For the families

1

wikier studied the handicapped child's 21st birthday was the -

s‘cond most stressfu] cris1s for parents, foiiow1nq the initial ,
diagnosis. The 21st birthday is a doubie crisis whiie it h
normaiTy symbolizes the child's independence, parents oi° a .
handicapped child will be reminded of the chﬂd's many needs ) R t
,before he or she can achieve indepecndence. Further, the 21st .

birthda, - 11 signal a transitional crisis:‘ §cNools will cease .
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to provide services after this age; and adult services are often
inadequate. 'Even when 'services such _as group- homes and
“sheltered workshOps are avai]able, parents will need to reassume'f
many of the responsibilities that school staff had assumed to
-asSure the child‘s well-being once he or she becomes'inelig1b1g
for educational serv1ces. | |
De Boor's (1975) study of a father with a nﬁ]d]y retarded
| 21-year-o0ld daughtep} finds him facing situations that other
. fathers may hever .faceé biils from uariOus agencies and
doctors; | his daughter's promiscuity,. immaturity, and her
inabilty to hold a job; and bureaucracies that are now seen as
adversaries rather than allies. The father is no more certain
of what will become of his daughter at. age 21 than he was wheh
she was seven, De Boor's . study supports Wikler's (1981)
content1on that for many parents, the responsibil1ties for their
hand1capped chi]d will 1ncrease instead of decrease w1th the
, ch11d‘s age, as will the burden of -care.
For ‘parents who decide to place their child outside of the

home, this stage mdy come unusually early. _Qecid1ng to p]ace a .

child outside of the home 1is never an easy ‘decision.
Twenty-five years ago, parents were often urged to
1nstttutionalize their retarded children (Caldwell and Guze,
1960); More recently, in a spirit oftde-institutiqnatization,

more parents are encouragec to keep their retarded children t |
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home. For many parents, especially those who havefchiidren.with
handicaps that demand almost constant supervision, the decision
to institutionalize or not becomes a Hobson's choice. -Keéping
the.Child at home can become an unbearable burden for a family;
yet they cannot face the prospect of placing the child in what

is usgdlly: n ‘inadequate institution. Two exerpts from Josh

Greenfequs_A Place for Noah (1979b) illustrate this:

,..I'wgtch Noah guardedly. It is only a question of
time béfore we will have to put him gway. He 'is simply
too retarded, too unabfe to take care of himself on‘aﬁ
elementary level. The decision will sohehow ‘make

-

itself... (p. 28).

Today we saw “the future, Noah's future., We went to

Letchworth village, a fifty-year-old New York State'

dnstitution in Rock]and"Couﬁty...when I came home I

looked at Noah. I had seen his fate - sooner or later

he wifl have to go to one of these places. T thought

about it and shuddered. My-“hnpression of Letchworth

was worse than my ﬁémory of a visit to Daéhau. I vowed ', o
1 would have to send Noah to a better place, one where |
he would not be irrevocably and irretrievably lost (p.

- 28"9) .
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* As Greenfeld discoveq§, adequate residential facilities are
‘.few and far between. waeve_r, even pjacing a child in an
~ épparently‘adeduate facility appearé‘%:f3¥73‘3p§ychiccost for
.parg,nts..l‘ Hersh's (1970) study of fami\f&;@ who pliced their .,

mildly mentally vetarded children (age rande 6-19 years) in a,

priva;e facility with an exéellent rgputation revealed that: IR °

Certain parental responses...were so repetitive as to
suggest a near pniversaliﬁy of response in the group

Studied. The central themes were identified as 10s$,

relief, guilt. and ambivalence, and ,fu]fif]ment and a

sense of well-being (p. 99).

?

The sense of 1loss " and relief,  the author ‘explains, often
promoted guil; or ambivalence. I;' the paren} was unable: to
prove that the institutionalized child was feééiving services -
the family and community could  not . provide, .the parental .
adjustment énd pl'acement were both in jeopardy. This study also -
. noted that when parents lose the option of maintaining an active
parental ro]é, it can cause them great anxiety. |
The 'inverse, deinstitutionalization, is not without its
. costs to parents. According to Gallagher, Beckman, and Cross
| (1983), deihstitutiona]izayion. is often associated with

increased stress to parents. They cite research (thheringham,
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Skelton, and Hoddinot, 1972) that showed "declines in family
functioning’ were associated with declines in the child's

inteLlectuaT development for children who remained at home but

not for children who were institutionalized" (p. 14).

" STAGE 8: FAMILIES IN THE MIDDLE YEARS

The eighth stage in the 1ife ¢ycle, according to Duva11~“

(1962), begins when the last chi]d leaves home, and continues |

_until the retirement of the principai breadwinner or the death

ofnone of the spouses. Typically, this is one of the 1ongest
stages (Duyaii estimates -an. average of .14.Iyears). This stage
may apruptiy end at a spouse's premature.death. Conversely, it
may be delayed indefinitely by the presence of a dependent. child
who continues to live with the parents.
Parents of handicapped children often fall into the iatter
category, especiaiiy if their ¢hild is living at home with them.v
Parents of older handicapped children cannot anticipate enJoying
many - of the activities available to parents of nonvhandicapped
children'of adult age (Birenbaum, 1971). Uniess they have other
chiidren,’ they cannot ipok forward to the special joys of

becoming grandparents. Parents of handicapped children will not

be able to enjoy the freedom normally associated when. children

reach adulthood. Bob Helsel (Helsels, 1978), a father of a
30-year-0ld man with cerebral palsy and mental retardation,

states:
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... (I)f seems to me as I approach retirement age and
would Tlike lots of -personal freedom, (my -son) will

- present é.problem in Timiting my ability to:go'whére I:.
wént when I want. I,doh't'kﬁow whethér a solution will
be found to give me the freedom that I would like to
have or whether we'11'vjust continue to be somewhat

1imited because of Robin. . . (p.:107).' ' w.

As the handicapped child and his,‘pabents grow older;'.the
handicapped child --,now*hn adult -- may be ‘even more difficul;"
to mana§e~emotionally as well as physically. Bob Helsel conveys

his inability to maké-his'son'happier. '

n

. v . 1 feel -frustratio-n in that I can't."reHeve his
frustration, so my feelings, about Robin _and my:

attitudes toward him:are'ceftainly different than they

'were when he was young..'Simply, as he has. changed, I

have changed; not in a way that makes me less

accepting. A§ 1 just mentioned, I feel more frustrated B 3

Qith Robin now than I ever did before. . . . I wish i |

could heip him- recapture the kind of attitudes he _ - -
displayed as a youngster. I wish I could relieve his

frustration, 1 wish I could make him a “happier
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person. But I don't know how to do this and I don't -
Know whether anyone can do it. It just bugs me; it is

- a constant thing (pp. i054106).

STAGE 9: -AGING FAMILIES

The- final stage of tne tami]y 1Tife cycle begins witn“,
v retirement,\continues througnlthe death of -one spouse, and ends
with the death of the second spouse. The,challenge of this age,
Duvall .(i962)' contends, is maintaining, ego integrity and
. avoiding the despair-which may darken the final years, The'goal
rfor this stage of the cycle is successfu] aging through
continued activity and comfortab]e d1sengagement. o
The deve]opmenta] tasks an aging father may confront are:

1. F1nd1ng life meaningfu] after retirement

2. AdJuftdng to the income of a retired worker
3. Making satisfactory_]iving_arrangements with his-wife
.. Keeping well and.maintain1ng physical health |
5. | Maintaining social contacts and-regponsibjlitiee S
6. Findings emotional satisfaction in"intimate4 contacts
~ with his ioved.ones,
7. Facing the possibility of death in constructive Ways. .
‘During these years, a handicapped adult <child may pose
special problems for aging parents that their peers will not

have to face. Now, with the orospect of death looming larger in

l
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théir' lees. than evgr"befqre,'iparenES' W111 worry about their
child's care aftér'they dié. Bob Helsel (1978), the father of a
mentally retarded, cerebra1'pa151éd adult son notes:  , |
. I suppose this jélthe biggest worry that a parent of a
severely handicapped dhild.has - what happens when [ |
:dié?_ And there is no answer to that. As far as I know,
there is no way fp brovide properly for hjm in the
evehtuality.- at least I don't know of any « ... You
. can't amass .enough capitd] to set up a.private que for
1such ﬁ person. There-:ust isn't an ahswer or'a.way to
provide properly for such a chiid'aftér your'deafh'_(p} |
06). h .

Dﬁring this stage, parents not .only uéualTy- expect to
,provide_iess and 1e5546arg to their children, but aging parents
offen re]y“on their adult children to care'for,them'whenikhéy'
_ become too old or too sick to care for themselves. Unless the§e -
are also nonhandicapped children'in the‘family, 5arents will not
be able to rely on their héndjcapbed child for care or support.
However, the presence of a handicapped chld {ﬁ~the famijy:
can. actually Benefit some aging families by continuing cfo
provide parents with meaningfuldroles. Bob Helsel's wife Elsie,

offers this perspective:
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| My husband and I will not'have'a'footloose,.carefree,
‘romantic retirement lifestyle, but we will have
something else - we will. have the_bpportunity to feel
needed as long as Bobin-needs us (Helsels, 1978, p}

" 100). e

“When ‘oider parents who have cared for their adult
handicapped child at home are denled thlS sense of purpose,
either through 111ness, a spouse's death, or “infirmity, it can

be espe01ally,hard on them, Josh Greenfeld noted 1n his journal :

Last ndght~I;wentvto a meeting of the:board at_Noah's
school. At the end of the meeting I was talking to the
" board prestdent when an elderly man approached. "How's
' 1t-go1ng, Jim?". the president asked. Jim replled “I-; |
.-miss him someth{ng awful." The president explatneddto
 me: “Jim's wife died during the winter. And Jim s00n
| found he couldn't take’ care of h1s twenty-three-year-[
~old son anymore and had to put him away!" "The house,“
Jim went on saying "feels awful empty" (Greenfeld,

1979a, p: 173).

A similar situation occurs in the cinema verite documentary

Best Boy. The film chronicles the experiences of a mentally

?

/
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retarded .adult (the director's cousin) and h]S ag1ng parents.

At thé director 3 insistence’ the parents enrolled the son in a

day activity center for the first time and p]aced him. in a group'

“.home, all in preparation for the parents' eventual deaths.

Surprising]y, the son makes the transit1ons quite easi]y. They

Vare far less diff1cu7t for him than they are for Hhis parents,
especia]]y his woather who during_the'course of the' film loses

the two men in her life - her husband to death, and her son to a

group home. In the end it is the mother, not-the son, for whom

S

the- viewer feels the most compassion. At the end of the film,

the viewer learns that the mother died a year after the film was

: made. 'Giren the. ease of the son's transition to a life'apart

from his par'nts, one questions, in retrospect the timing of

the son's placement. The f11m suggests that profess1onals, ‘when .
recommend1ng placement of a hand1capped adult, out51de of the
' '_home, not on]y consider the ch11d's dependence on the parents,

but also the aging parents' dei.andence on the handicapped child

as.a reason for living.

IMPLICATIONS FOR SUPPORTING FATHERS OF CHILDREN WITH SPECIAL :

NEEDS.

Intervenwng Var1ab1es and Mediating Factors

The impact of a child's- disab111ty and the experiences the

" father "has will depend on a complex interplay of intervening

4
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variabléé and mediating factors that 6ften transcend the fami]y A\
'1{fe cycfe. Child charaétqristics are gxamples of 1ntervening
' variab1e§ fhat:'Wi11 -account for °a"’range of exper%ences -and
__Iévels of"streés felt by fathers.
As the ljfécycie literature review sdggests, the age of the |

child §én be a variablé_jn}determining the amount of stress

father will experience..'As;the bandicappéd child growé, he may

.ﬁecome more -difficult to manage*and his difference Will become

more4§pparept,.fncrgésing stressful situations for his_parents.

(Farber, 1959; price-Bonham and Addison, 1978;)° In addition, -

. parents of older children with méntal retardation often - feel
‘mdfe isolated, leSS'Qupported, and more in need of services than
paréhté 6f.youn% chiid;en who are retakded_(Suelzle aﬁd Keenan,
1981). | | - ;N

The sex of the child aisb influences many fathers.. Grossman

¢ : ' : - :
(1972),repoﬁted_that fathers are more accepting of,daughter; who
are mentally retarded than they are of. sons Who are mentally
retarded. Similarly, a son who is mentally retardéd appears to
. o . _

have a greater emotional impact on fathers than does a-daughter

who is mentally retarded (Farber, 1972). . o : .
Type ahd 'seyerity of handicap appewrs to account for

“differential paternal egperiences. Cummings (1976) noted th;t |
” fatherg_of mertally retarded children, when compared to- father's

of chronically 111 children, experience a greater negative
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y
-‘impact Parents of children w1th autism reported more overal]
rstress, when compared to parents of - ch11dren with Down syndrome
) and children 'Who were served by,an outpat1ent psychiatric clinic -
n (Holroyd and McArthur, 1976). As chi]dren with outtsm grow '
oider, they are more stressfpl'and fess likely to-find'edequate
services-and community acceptance (Bristol end Schopler: 1983);
The extreme stress fe]t'by fathers of autistic ¢hildren is/
~evident 15, the writings- of  Frank warrén (1978), and Josnf
Greenfeld (1979a, 1979b). A father of a teen-age son with
autism, Warren's frustration with 1n2dequate soc1al responses{to
”‘his'child's'needs-1eads him to beliere that socia1 system'ﬂare'

subtly, but very. effectively, k1ll1ng his child Greenfel ,» Who-

comes to- refer to his- older son Noah as be1ng brain fdamaged

rather than aut1st1c, expresses s1m11ar frustrat1ons 1n finding

' adequate educatlonal medical, and res1dent1a1 car for his
‘demanding son. In order to dramatize the ptht}’of children

“;,like his son, Greenfeld (1979b) made nat1o'a1 television

Vappearances advocating mercy k1111ng of ch11dr Tlike his son,
‘,contend1ng "that if a society does not care/rt might as well
ki11, directly and swiftly and kindly, r ner'thon 1ndirect1y
and slowly and cruelly" (p. 159). 'wht}é?it'is'uncertain how
many other fathers of children who - 9%2 autistic or otherwise
handicapped agree with Warren and‘/breenfeld that soc1ety is

! methodically killing their children, the two fathers speak
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strongly and. clearly about -the  stress, frustration; and rage
felt oy many fathers -of severely han'dicappe.d' chﬂoren' towards ‘
society and a social service system ostensibly designed to help

~ their children.

( Mediatiog Factors
Throughout the family's life. cycle, the severity of a ~
. fam11y s reaction .to reoccurr1ng crises will be ‘mediated by the
family's 1nterpre€at1on .0f the stressful events,” and their

resources to manage those crises.

In order to successfully-COpe with- stressful- events, fathers

. may re1nterpret--or reframe the event. - Turnbull et al. (in

" press) exp1ains:

/. . Reframing involves both the ability to jdentify
" conditions ‘that ‘can be successfully altered and to
initiate problem SOlving; and-the ability to identify

cond1t1ons beyond one's control and ‘make attitude

adJustments to live w1th them constructwe]y. It is’

based on a positive perspect1ve rather than a negative |

one (p. 7).
. |
As ‘the name implies, reframing requirés adjustments in ‘a >
father's personal philosophy. .

1
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- It's ironical: If Noah has -proven debilitating to our’ |
« dreams, he has also provided the material for a k1nd of
realization of‘ ourselves., It's not the realization
~ eijther of us ant1c1pated or wanted but then one cannot
| predetermine the scenario one is destined - or doomed - |

~to act out, either (Greenfe]d, 1979b, p. 286).

Other fathers speak of new values and personaf growth as'a_

_result of successfully coping with stresses,\assocjated‘ with’

handi capped . children. Said one father: “Before Eric. came along
1 ‘was -on—what you might call the corporate fast track. _That's
‘not so important to me any more. My family is more important to

me now." ’

e

Given that fathers may set the pattern for a.°ch11d's‘

acceptance,or rejection in the.home (Peck .and Stephens, 1960;, a

. father's ability or tnabi]ity to refrahe'stressful events can
1nf1uence the fam11y 3 emotional climate and the role the ch11d
will play in the family. . B

Still other fathers reframe their situation by providing
support to'other parents ef handicapped children, often parents
of newly diagnosed children. This reframing not only provides

needed support, it also fosters a father's own personal growth.

' Being available to fathers and  sharing ‘experiences and

information. allows a father to transform a negative experience

into a positive contribntion.

o\
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Parenta] characteristics and access ‘to rgsources can help

fathers’ manage stressful - events relating to their child's

handicap. Farber (1960), Grossman (1972), Moore, ' Hamerlynck,

- Barsh, Spieker, and Jones (1962), and Rosenberg (1977) have
| found that class,. education, and income are inverseiy re]ated to’

stress in parents of special chi]dren

lnterpersonai supportive resources have been explored by

- Gallagher, Cross, and Scharfman (1981). Their data suggest -that

A major source of strength was theiquality of the husband-wife

L}
]

o

: relationship. Fathers of 5ﬁodenate1y to, severely handicapped

'preschooiers reported ‘that support from . their wives and friends"o

is very important, ,while support from. neighbors is lessv
important. In the chapter by Vadasy and FeweH the authors
note that mothers of’ severe]y handicapped “children aiso rank

spousal support as" most important, both. when the chiid was\young

" and when the chi]d attains adolescence.

/
AN ’

. Implications for Intervention

. There 1s ‘a growing - realizatuon among  parents “and .
professionais in spec1a] education that more is needed to be'

done to address the ~concerns of fathers " of handicapped -

- children, Cummings (1976) observed that fathers have "fewer
“opportunit)es to ,do -something, directly ‘helpful for their

handicapped child, something which provides concrete evidence of

)
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their Toving, caring, and benevolent cohcerﬁ" (p. ?537. Because
organiz%tibns fgrlpparents'and handicappe_d‘chﬂdren offer féwer
seﬁviceé for fathers, and keqpest and obtain less participation
from them, fathers have fewer Opportunities to share their
concerns and reduce their stpess than mothers do, Cummings adds.
One approach to correcting'this neglgét of fathgrs %s to try
to increase their 1nvo}§emqnt in exisfing programs developed
with mothers! neédsr-in mind. However, encouraging-‘increased;/
:-father attendénce at meetingé primarily atte;dedAby mothers may
not be beneficial for either parent. 'Nhen--Markowitz (1983)
-asked'~representatives- of eariy childhood special education
- programs how mothérs behave around fathers when they mboth-
participate- in prog}ams; almost half described .mothers as
quieter, "taking a back seat," intimidated, or self-conscious
comparedr to their pehaviors when- fathers do not participate.
Only 13 percent of interviewees rgported a positive reaction,
such as“increased maternal comfort, to the fathers' preserice.
Acéording to q]most half of the program representatives, fathers
" who do attend acti\)ities or meetings are quieter and do not
share feelings, information, or experiences as readily as
mothers. It appears ‘thét in - the interest of providing an
opportunity for pdrents %o openly express their feelings and
obtain information reflective of their often different concerns,

fathers and mothers may be served better in separate programs.
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A few 'programs specifically designed for fathers of
handicapped children now exist and, according to preliminary
repofts, appear-to bénefit the participanté and their families.

Cnbwley,'Kgane; and:Needham (1982) reported on a program“for
fathefs of profoundly geaf children in the South Bronx. The b
over§11 gdal_df the program was to improve the qu%k*ty of each

| fathengs involvement in his deaf child's school and home life. f
Segﬁndary goals included helping fafhers “learn more  about

| deéfnéss and cobe with their feelings .aﬁd -éttitudes. These
gﬁa]s were achieved through 'topical discussions, and informal
discussions of attitudes and feelings. |

While nd data were presented, the authors reported that
fathers fdund the informafion presented to be helpful .in
understanding and dealing with their deaf children. They found
that fathers after one year of involvement in the program .were
more objective in observing their children's behavior; were more

\  willing to participate fully in all aspects of their children's
- development; solicited advice from group leaders and other

| - fathers for ways of dealing with behavior p?bb]ems; and were -

. less apt to compare their deaf children negatively to siblings

or hearing peers than the year before.

A program for fathers and their handicapped preschoolers

that is examining the benefits of participation upon parents is

AN

i Supporting Extended Family Members (SEFAM) at the University of

/
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ﬁ | ° Washington., SEFAM, a Handicapped Childrens Early Education
| Program (funded by the Department of Education) is an outgrowth
of a pilot Father, Infant, and Toddler\Program which ‘has been
offered at the University's Experimental Education Unit since
1978 (Delaney, Meyer, and Ward, 1988). ”Baeed on the pilot
effort and a review of the research' SEF AM staff developed
program activities that encourage a father to:
- learn to read his child's cues an&\interpret his child's
behavtor; | S ) |
- develop an awareness of activitjes, materials, and
experiences suitable to  the chi]é{s current stage of
development; / |

- practice his skill as the ch11d $ primary caregiver'

- learn more about the nature of the child's handlcap,

- d1scuss his concerns with other fathers in a similar
\\

situation; N

- develop an awareness that he, as a parent, will be his

child's primary educator ang advocate;

- explore the changing’ role\xef the father in today's
society; and | \‘ |

- examine the impact of the child's hendicap on the entire
family structure (Meyer; et al., 1982). |

SEFAM activities are built around three majoh components:

support (father to father), involvement (father and child), and
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edUcation (the father leafning more about the'implications of
his child's disabﬂity). At bi-monthly meetings co-facilitated
by a father of a handicapped child and a ‘special education
teacher, fathers share concerns, Jjoys, and information during a
"fathers' forum"; learn and enjoy activities ‘with  their
children; and obtain _‘mfor'mation - from guest speakers that
reflect the par;ticipants‘*'concerns. | |
Delaney (1979) studied the pilot Fathers and Infants Program
(later called simply the Fatheré Prograni_ as the children grew
older). His research révealed that duf‘ing free play sessions
participants showed a significant‘ decline in ignoring behaviors
(both in terms of frequency and duration) across seven

sessions. He concluded that by ' increasing the father's

~awareness of his ‘child's development it was possible to

significantly reduce the amount of the father's ignoring

behavior.

Vadasy, Féwe]], and Meyer (in' preparation) compa'red-fathers
whd were newly enrolled in SEFAM's Fathers Program to fathers
who had particiated in the program for at least one year in
order to determine whether a father's social supports, stress or
sé]f-esteem. might change over the course of a fathers
1nvo]vem§nt. In addition to this treatment - no treatment
comparison, they also retested eleven .participants one year

later to obtain a pretest - posttest measure. It was further




-62-

hypothgsized that fathers® participation ~in the program might
have second-or'der.effects upon their wives, who would experience
_in;reased support in their role. Both mothers and fathers were
ther.efore askéd to participate in the evaluation.

When controﬂe.d for child's age and parent's edgcé'tilon and
- 6CCupation, "parents. who had participafed in the progra , .u'vhen'
compared to newly enrolled fathers and mothers, reported several

benefits. -

General stress - Fathers who had_participated i

program reported significantly less stress than did

enrolled fathers (p = 0.04). Fathers also rfegorted they
experienced significantly less stress due to their child's
limited capabilities than did newly enrolled fathers (p =
'0.02). '.The wives of the ‘met; who had been enrolled in the
program experienced less stress (p = 0.04)" resu]tfﬁg' from
their chi]d"; personality characteristics, suc‘h as acting
out, than wives of new enrollees. After fathers had been
enrolled in the program for one year, 'their wives reported
less stress (p = 0.05) in dealing with "problems than wiQes

of new enrollees. \

\

- Self-esteem - Particip@tion in the program appeared to

have a pbsitive effect upon both '.mothers" and_'fathers'

perceptions about themselves. Fathers who had participated

in the program rated themselves as successful significantly
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, | , \
more often (p = 0.04) then did newly enrolled fathers, ‘and

perceived their families as having significantly fewer

problems (p = 0.03) than newly enrolled fathers. ;
~ Social supports - Particaption in the program’appeared/to

. have a positive effect upon fathers' satisfaction with other

i-

'extrafamiiiar supports.. Fathers in the  program repprted

significantly more satisfaction (p = 0. 03) with organized

religion, and a simiiar trend was evident in their wives (p

= 0.11). Veteran fathers were significantiy more satisfied.

(p = 0.03) with the type of persons with whom thdy shared

their problems. ‘ /

) Supportive trends. Although not significant, veteran

fathers were also more satisfied (p = 0.10) with/the amount
of sharing they do with others. Wives of veteran fathers

reported greater satisfaction (p = 0.06) with medically

related professionals, as well as greater satisfaction (p =

0.17) sharing their“happy moments with others than wives of -

newly enrolled fathers.

Fathers who had been in the program also reported less
disappointment with themselves (p = 0.09), less guiit'(p =
.0.03), more heaithy-appetites (p = 0.07), less fatigue (p =
0.06), and less depression over’the future (p = 0.06) than

Ay enroiied fathers. aThe'wives of the. .veteran fathers
reported less pessimism (p = 0.10) and less depression (p =

0.11) than wives of newly enrolled fathers.

Ex
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While Vadasy et al.'s (in preparation).findings should still
be regafded as preliminary, they support parents' and
professionals'’ o-pinion that more needs to be done to- address
fathers' concerns. | |

MarkoQitz'sA(1983) 1ntérviéws-with ear]ykchﬁldhobd special
education progrgm'representatives revééled that, when "asked how
a father's involvement affects family functioning, two-thirds

observed one or several of the following positive trends:
| improved family cbmmunication;'reduced sﬁregs and tgnsidn; more
sharing of bufdens and‘responsibilitiesﬁ enhanced fami}y suppdrt
system; increased acceptancé of the 'chtldg more consistent
discipline; and more harmonious family functioning. , .

Markowitz' (1983), Meyer et al. (1982), and Turnbull et al.
(in preés) have‘ made recommendations for &ro'grams: which involve
fathers., Thé fo]lbWing points, madg by these authors are worthy |
 of review. T

Staff attitude towards fathers. Special. education, 1like

psychology, has for too long 1gnored,the "other parent.". Of the
attention that psychologists have~given to father, Parie (1981)
has written: '"we_ didn't just forgét fathers- by accident; we
ignored them because of our assumption that fhey were less
important than mothers in.influencing the developing ghild".(p.
4). Programs will not be successful in increasi&g f&éher

participation unless staff believe that fathers’ are important,




expect them to be involved, gnq treat them as gqua\ parents
(Markowitz, 1983). This willmmeép‘addressing correspondence to

both paﬁents, not just mothers; adhpting"program qdvertisements,

4

brochures, and newletters to appeal to fathers as well as
<#~mothers; and providing male staff m%mbers in order to facilitate

//{ fathers' comfort (Markowitz, 1983).. \
- | \

Flexible scheduling.. Evidence | of a program's attitude

towards fathers w111 be reflected in\its staff's wi]]ingness to -

“
4

mamtam a flexible schedule -in order to accommodate fathers.

| E. Mavis Hether1ngton made a telling remark about psychology
- that is applicable to special education: "A major reason -
fathers were ignored (by psyéhologist§o Wa;'that ?athers-Were
inaccessible. To observe fathers you have to work at night and

" on weekends, . and not many researchers like to do that" (Collins,

¢ J)979, p. 49). As Hetherington 5uggests, a father s work
schedule may interfere with h1s ihvo]vement in a program, and
increasing father 1nvo]vement may require flexible program
scheduling, Two programs that have &eported' succegg “in -
" attracting fathers have either met.on Satyrdays (Me}en et al.,

- 1982) or during evenings (Crowley et al., 19@2). ‘

Programs for fathers. As previouély menRioned father§ wish
to be 1nvolved with their spec1a1 child yet age often unsure how

to show their love and concern for their child (Cummings, 1976 '

Gallagher et al., 1981). Fathers alsq-have fkwer opportun1t1es

| |
159
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than mothers to share their experiences and special problems
related to the special child (Cummings, 1976). However, as.
Markowitz' (1983) data suggest;_increasing fathers' attendance
at so-called narents meetings (which 'are; in effect, mothers'
'meetings) may not benef1t~either_fathers or mothers., ,
This suggests a need for programs that are designed fdr and | : t_
reflect the interests of fathers. These -programs 'shou]d
comp]ement programs for ‘mothers and ‘the child's educat1ona1
.,. program. Due to the novelty of this concept, the ideal mode]
~for involving fathers has yet to be determined. SEFAM's Fathers

' Program shows promise, especially in urban communities. It has

vyet to:be adapted for rural areas or for low income or minority
pdnulations. | ‘
Regard]ess of the model developed programs that wish to
address fathers' needs wi]] help fathers if they prov1de fathers
w1th the opportun1ty for: .
§gggg[t.~' By prov1d1ng fathers an opportun1ty to d1scuss

- their concerns with

her fathers in a similar situation,
programs can help decrehse thetr sense of isolation and 1ncrease
the social supports available to. them. Through discussion,
_fathers can examine the impact the handicapped child has had on
himself, his wife, and/his entire tami]y.' Fathers who share
their family's experiefces with other fathers can increase gach

other's understanding of\gelatives' needs and how to help their B
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family mempers cope with their individuaiized stresses. Fathers
of handicapped children, iike many fathers, are explorino the
new roles and options available to men. Because most men lack
models for the role. of male caregiver, fathers interested in
being'nurturing parents need a supportive environment in which
. to gather information, ask questions, and share their’ thoughts
about child development, discipline, eating habits, and other
typical child-related concerns. b In this respect -a fathers'
program is a men's-group-ésupporting its members ‘in ro]es that
differ from traditiOnai sek roies--as well as being a parent'e
group. In order to provide fathers w1th a positive model, as
well as’ to insure fathers' comfort these programs should’be 1ed
. by a male staff member,- ~ umodel™ father, or preferably be

co-fac1litated by both.

Involvement. Programs that actively involve the father with'

f the handicapped, child can expand a father's know]edge- of_
suitaole activities and_experiences that will be‘enjoyable for
both - father and child. Invoivement‘in.activities at the program ‘
can foster 'increased“father-cnild- jnvolvement outside ‘of ‘the '

program,  Given the father's importance as at child's play

partner (Clarke-Stewart, 1980), increcsed - father-chiid-

involvement may contribute to the child's cognitive and social

development, as well as fostering attachment.
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Programs for . fathers and children' provide fathers with an
c\opportunity' to' practice caregiving skills.  As ..research
| suggests, (Kotelchuck, 1976; Ross.'Kagansizelazo and-KOtelchuck,
1975), 1ncreasing caregiving has 1mp11cations for 1ncreastng
father-child attachment, as well as increasing the respite care

that js available to mothers. When programs 1nvo]ve fathers and

children, mothers have respite durtng the hours ¢hat the father .

and child are in the program and, as the ¥athers becotne
increasingly comfortab]e at providing\'care for “the special
child, mothers' ¢hances for additional respite are greater.
Education - Studies by ders¢h (1970), and Love (1973) have
shown that fathers - more so than mothers - are concerned with
thein handicapped ch.ldren s future prob]ems, such _“as

-educationai, vocational, legal, and economic matters. Programs

for fathers can provide information that will address these ‘and |

other paternal concerns. Information may be. written, presented

.by staff or guest peakers, or shared by father participants.-

An educational component complements stafi efforts to

provide fathers with support and involvement. Studies comparing
“the relative superiority of parents groups that are primarily
_ supportive_ wi‘h those that are primarily educational are
“inconclusive. Honever,' it is believed that' a program that
combines educational andfsupportive approaches has. the most to
~ of fer parents of handicapped children (Selignan and Meyerson,

1982; Tavormina, Hampson, and Luscomb, 1976).

162
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Servic%s for Fathers Across the Fami\y s Life Cycle

Thd research that has been reviewed makes clear that fathersd

of chi?dren with handicaps have needs .that change over the

fami]ids' lifecycle. While programs for new fathers of young,‘

handichped chi1drenA can provide much needed sorvices to

tradit1pna1]y underserved family. members, programs that address

fathers\ needs and concerns are needed throughout the fam11y A

: 1ifecycTe. “parents of older children with mentaT retardat1on
| ' : ‘

report veeling 1ess supported, more iso]ated, and more in need

of expaTded services than fathers and mothers of young mentally

retarded children (Sue]ze and Keenan, 1981) 4
KnoM]edge of predictable crises across the fam11y 11fecyc1e

allows 1mterventionists to be proactive rather than reactive in

a]]eviathng family stress due to these crises (Wikler, 1981).

Know]edge of fathers*® needs a]]ows interventionists to develop
programs | that reflect fathers' un1que concerns., By expanding on
these. two bases of knowledge, programs can be developed for
~ fathers that para]lej programs ‘for mothers and that are
| available across tne child's 1ifespan. By providing programs
for fathers overvthe child's 1ifespan, interventionists can not
only insure that fathers have access to support and 1nformat1on,
they can also make 1t possible for- fathers, 1n turn, to better
support their wives' efforts. As fathers pecome more informed

and ‘supported,- more available to thefr‘ wives and their

/ .
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_handicappéd child, the entire. famﬁy's functioning is enhanced,
enabling '"the_m to adapt to changing needs they will experience
across the family's lifespan, S ;
I.-
] .«
J
) ' “ A . |
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Supports frpm Re]igiouS'Organizations

and Personal Beljefs | o /

Rebecca R. Fewell | : A

When a 'person ,i§ born lwiih -an impairment, incurs a
debilitating. accident or 'filness, 'or, in theijcourse of '/ |
development, fails to develop to a' level where he or she. can/’/ |
fully participate 1n society, many difficult questions gné
'chailéndes éfise. The person and his or:her_famijy must Eyy to

_answer the question why this has happened, and the_famin must '
- find a way to meet the increaed needs of the impaitgé member. |

In some cases, family members will assume responsibilities that

will last for the remainder of their lives. Family members who
take on these roles are seldom prepared to do so. 'They, as
well as the. impaired person, . will need various kinds of
support,' dependina on, the handicapped fami]y member's ,néeds,
their own needs, the resdqrces avai]ab]e: ~and many. other
factors. Support fovlimmediate family members Wi]] often come
from extended family members, such as maternal and paternal
grandparents, other;children, friéhds, and peighbors. -Syoport
may come from 1nsf1tutiohs such as the schools, churches,

medical centers, national or community qrqanizationé such as

the Lions Club or Easter Seal Society, and government agencies

that -provide Spe#ial services for the handicapped. Some-

, /
persons’ will derive important support from their inner

! ,
} .
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resources, personal belief systems, and religious affiliation. ,

. /
Theorists and researchers have provided a rationale for

examining how beiiefs.iparticuiariy reiigious beiiefs, are used
by parents ‘of handicapped children to help them cope with /the
added stresses they experience. Findinqs from severai studies
o wiii be reviewed and the two types of support familjes are

found to derive from their religion will be discussed. .
. Support from Religious Beliefs

Theorists in family interactions, Folkman, Schaefer, and
- Lazarus (1979) Droposed a model of hdw individuals cope with
stressfui situations. The theorists feel an individual's
successful ..appraisai of a situation' is based on the
" availability of five coping resources: uti]itarian'resources,'
heaith/enerQY7moraie, sdciai4 ) supDort,i problemesolving -
abilities, and generai and spec1fic beiiefs. The .category of
general and spec1fic beliefs {includes reiigious beliefs which
help 1nd1vidua1s face unexplicable questionsL
In a study of mothers of rétarded ! 7hiidren, lFriedrich :
Cohen,'and W1iturner (in press) examined iocus of control and
religiosity, two variables they consider%d_to be included in
Folkman et.ai.is category of general and snecific beliefs. The

investigators used the term "religiosity" to describe the role

reiigious beliefs play in one's adaptation to 1life
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e&periences. ‘The researchers found/'stronq' evidence that
reliqdosity serves as a “buffer® -to ‘many of the stresses
associated with raismq a handica:yﬁed child, particularly for
y0unqer, less educated \moth7rs. According to  these
researchers, a. variety of /ﬁeliefs, are <\assoc1ated “with
religiosity. Two of these be]ﬁefs are that a supreme being has
a reason for selecting the "parents to ra1se a ch11d with

special needs, and that thfs .being is aiding theﬂr coping. The

resedrchers 1dent1f1ed ocus of contro] to be an 1mportant

moderator variable,'a mothers who had more 1nterna1 Tocus of
’control fe]t more os1t1ve about themselves and had .a wider
- range of cop1nq ly sources avai]ab]e to them than mothers with
,'tess. locus of/ control. Of particular interest - to the )
researchers was, the findiné‘ that religiosity -and locus of
control mere not correlated (r=.01),; yet both operate "as
buffers/of stress. Parents and families, they concluded, use °
different resources"zahd styles for copinq' with stressful ’
events, and these may vary from one time in the life c&c1e to
another time. - , | o
Further information ahout the';nature of religion and the
role of oeliefs in the lives of parents of retarded children
comes - from a studyarecently-qomp]~ted bm the eothor. In’ an
effort to investigate the types and amount of support available
to parents of. handicapped ohi]dren: the aythor and her

colleagues develppeg the Ouestionqeire on’ Fam11y Suoport




Systems (Fewell, Belmonte, and Ah]ersméyer, 1983). The 14-page

- questionnaire was composed on six subscales, including one on

religious organizations and beliefs. An analysis of the
responses of 80 mothers to fhe-questions on this subscale is
Dresented‘in this section.

- The subjects were solicited from mothers of children with
Down syndrome who had written to the Model Preschool Center at
the Experimental Edycation Unit, University of Washington for

information and resources on the education of ‘y0uhq children

with Down syndrome. . The mothers had written in response to an

article that appeared in Family Circle maqazine (October

1982). Questionnaires were mailed to 135 mothers living in all

areas of the United States, and responses were received from 80

~mothers. This represented a return rate of 60%, a rate that

' @

exceeded the estimate of reasonable rates (10-50%) anticipated

from mail surveys (Sellj Wrightsman, and Cooks, 1981{( The
mean age of th mdthefs was 31.5 years. Thé'mean age of the
children with Down syndrome was 2 1/2 years.

The original Religion Scale (see Table 1) includea 13
statements. Two subscales were subsequently -formed. Six
statements (1-6) were determined to be related to the church as

a supportive organized body of. persons, and six statements

(7-12) were related to aspects of one's personal or spiritual

beliefs. One additional question in the original scale was

judged to be ambiquous for purposes of subscale classification;




it was deleted when reéoonses‘ on the two subscales were
considered. In the questionnairg, these 12 statements were
ordered randomly, and theré was ino indication as to which
aspects ofvreligion the que%tions tapped. Mothers were asked
to assign alnumbef from d to 5 to each statement, indicating

their agreement or disagreement based on their aqwn experience.

The scores were as follows: O-nof aﬁplicable; 1-strongly
disagree; 2-moderately disagree; 3-neitheﬁ agree or disagree;
4-moderately agree; or 5-strongly agree. Table 1 includes the
pefbentaqe of responses that were classified as not applicable,
agree (strongly and moderate]y); neither agree nor disagree, or
disagree (strongly and moderately). | | |

When we compared mothers' responses to the first six
questions on support mothers perceived from their church
organization to their responses on the six quéstions on support
from their spiritual beliefs, we found that mothers felt very
different about the support they received:  from these two
sources. Means, standard deviations, t - values, and
probabilities are seen . in Table 2. Mothers reported
significantly greater support from their personal or spiritual

beliefs than from.their'reliqious organizations.




Comparisons of mothers'; responses within and across the two o
sets ‘of statements offer important - information on the - -

difference in support from religious organizations andépersonal

beliefs,

First, as seen in Table 3, thg mean percentage ‘of responses
-'which indicate agreement or disagreement with the statements on
'organized religion ag a support reveal only small differences. ‘L-

As many mothers agree as disagree, and only a few less mothers

indicate a religious organization is not applicable as a source
of support in their 1lives.

The mean percentages of mothers' responses to the

statements related ‘to spiritual beliefs as” supports reveal a .
very different pattern, . with the mean'percentaqe of agreements

beinq over seven times the mean percentage of responses
ref]ecting~disdgree;ent with the positive statements; and six )
times the mean percentaqéy of responses indicating statements ‘

wére not app]icabie to them. These differences 1ndic§;e that

siqnif{cantly more motheys find their spirituq] or personal

beliefs to be sources of support and applicable to their daily

n
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lives than mothers who do not perceive support from their own
u spiritual be]iefs.. - 9.
o ' Comparisons across the two\ sets of std/ements provide
further fnsight intp sources of support. The mean percentages
" of mothers responding that sGE;ort from their organized church
was not applicable to them (24%)~was twice the. percentage of
mothers who indicated that support from their belief systems
was not app]icab]e (114). Thus, 89% of' mothers were able to :
re]ate to the questions about oersona] beliefs and could
indicate their feelings about these statements, whereas 24% of
the mothers - d1d not feel statements regarding support. from

réliqious orqanizations were relevant to them.

Comparisons of agreements between the two sets of i tems
also yie]ded differences. . 0f the mothers, responding, - 66%
responded positively Laboot support_ emanating from their
beliefs, whereas only 29% of the mothers responded positively |
about suooort'they experienced from their oroanized‘reliqious o
group. These findinos "indicate the support these ‘mothers

derive fromltheir_belief system was extremely important to them

as they un'derstand and cope, with the exoerience of having a

child with Down syndrome.

| Comparisons of disagreements also yielded very different

o

results. While 31% of the mothers . disagreed with the positive.
statements of support from the church organizations, only 9%
disagreed with the positive statements of support from their

beliefs.




Finally, when we' ekamined "the percentage of mqthers who
neither agreed nor'disagreed Wwith these positive statements oi
squort,.slightly more nothers were indecisive about organized
religious support compared to mothers.who were indecisive about.

. the support they derjved from personal beliefs. L

The results of this study suggest a theme that will be
ce ' further discussed in this chapter. It appears that a,parent,s
| formal re]igious affjliation Jand the .parentis spiritual or

b

personal beljefs are separate systems of support that can “be

considered independent of one another. The resuits indicate oo
‘mothers: of chiddren with Down'syndrome experience siqnificanﬁ
sreiiqious 5upport'in their parenting role, particulariy from
© their personal or spiritual beliefs. These are be]iefs that. -
. are closely a]iqned with faith, with belief in a spiritual | ‘ ®
: beinq;_ and with the efficacy of prayer. .For some mothers,.
reiigious organizations have been a source of strength, but
fewer mothers indicated they derived support from this source.
The findings of this study on ‘the "importance of personal

t

N _ beliefs in a spiritual beinq support the finding of Friedrich

l

et al. (in press), and of Vadasy and Fewell (see Chapter __)
that religious beliefs are a sunrte of support for .parents of‘
children with handicaps. Belief in‘a spiritual being appears
to hufferastress and enables mothers to cope on a'daily basis.
'The distinct nature of these two types of religious support
makes it important to examine each in more detail in an effort

4

to understand how they benefit parents. o | : ¢




.SuDDOrngrom Re]iinUS'Orqénizations

Religious organizations offer many different benefits to

their memb&?é, and individual members 'may takg away quite

_different types of support from ~ any one of these- -’

o~

organizatibns. Membership in a religious orgaﬁization may

offer parents of handjcaéped children sever&] different kinds
of supbont,‘includiqg: g) jnstrumental support, b) emotional
"jor soc¢ial support, c) eduéationa] support, and d) structqral

support. , e

.,.: Instruhenta] Support ‘

In -aescrjbing " support 1nd2viduals derive from'<soc1a1
networks, Unger and Poweij< (1980) uss the 'term_‘instrumental- -
support - t6 refer to material goods and services provided to
a]]éviate ffnéncja] ard " economic crises, A major‘missi%n of
many religious organizations is to provide instrumental support
for their memgers and éthérs in need. Members of religious
organizations ofivn believe that . he provision of. this
instrumental support is more iﬁnortant for the giver than it is
for the'receivef. 'éy pfoviding food, ﬁedical'supplies, money,"
and other forhsvof gqo&s and services to those in qeed,'botﬁ'

wjthinf and outside of their groﬁb, - members of-',cqyrcﬁ

_organizations are able to put into action their beliefs.

4




Emotional or Social SuDDort
W1th1n many reliqious orqanizations. there exist strong
o bonds of support between members. These bonds'develqp through
members frequent. associations, and their commqp embrace df
church doctrines and. causes. Members of some -organizations o
~view theirnfé1iow.parishionefs as members of an extended tgmiTy.
or a caring Gommunity (Ball, 1983). Membefs suppbrt one
§nbtherﬁjn their joys 4nd sorrows. For examo]e. a'red rose may
Be included at -a church se}v}ce to signify ~the church
community S ce]ebrat1on of the b1rth of a.child for the ch11d‘
. family. Members who may no» know a new family may nevprtheless
“participate in vows to help the family nurture thewr chi]d_gn
the common faith of tha organization. “The social support'tﬁapc i
church members -can_provide for peers is captured so well by;

N
N\

. * . " Rabbi Harold Kusher (1981) who relates a story told by Harry

' ' . _ ' '\\ S
-Golden. _ : : : .

! . - " N\ o
When he was young, he once asked his father, "If® N

-you, don't believe  in “God, why do you go to
syﬁagogue so reqularly?" His father anSwered,
"Jews go to synagogue fo; all sorts of rgasons. : . ' o Ai
My féiend. Garfinkle, wh; is Orthodox, goes to

r

talk to God. I go to talk to Garfinkle." {p.122)

. | 7186
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within other re]igioue bodies, supportive relationships miy
be experienced quite d1fferent]y. 'whﬁn queried about support

provided by members of her urban par1sh. a mother of a chi]d

with a serious impairment said: . -,
. 1 have never felt any support from th® members..
- I kea]ly doubt thaf they know- whowe_are\. We

worship in the saﬁe.;hurch, but we don't know

. each other.

. This statement. is from a mother who. attends church

&

- reqularly and who reports her religion to be an 1mportant
‘source of support in her life. She experiénces this support .

)
although she does not, seem to obtain support of a social nature

¢
from her church, The notion of religious support and what that
really means 1s c]early a complex issue. 'z |
Whether or not a fqmi]y finds support- frem a religious
) organization appear§ to _be greatly influenced by many
wwariables. Certainly, the history of the parficu]ar
congregation ,1s one determinant of its present behavior. The
doctrines of the religious orqan1zation may be another factor;
some groups fostering a more active m1n1stry among members than
others. The members themseives also bring their personal

hisiories, strengths,A'and needs to the organization; These

attributes shape what happens to the group as a whole, and
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affect the 1ives of individual members. Church members are, in -

turn, influenced by each other and by theiﬁ transactions. The

church leader or pastor -may set fhe example for the rest of the
conqreqation. Ball (1983) descr1bes five ro]es that a pastor

should be prepared ‘to play to foster effective church-commun1ty

11nkaqes. It is clear that not all church leaders are 'able to.

~ be as informed a resource.or as effective an activist as Ball
describes.  Some fami]ies will encounter church léaders who
assume ‘an advccacy role, aithough other families may nct derive
this benefit frop their church or may-not even desire it if

»

eupporfs from other sources are adequate. ,

Other factors that could contribupe to the emotional or
social support a:family might experiénce from a local religious
_ group. are the size and location of:the group. In Very large

groups which meet infrequently, . persons .may have . few

obpbrtunities to get to know each-other. In small groups where

A

~members may have to contr1butv more to the onqoing funct1ors,
(i. e., teach in the church schools, usher at services, work as
missionaries, visit the sick) there may be more opportunities
to know and support one another. In some areas of the country,
religious organizations appear to be more central to the 1ife
of the community than -in other regione. For'example, inwche
" South, a very high percentage of families are members of
.'religious organizations and participate actively in the

functions of their institutions. Likewise, in rural areas
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El & . .
churches serve as gathering places for persons in the area,

these organizations. large extended fémi]y networks . may

thus supporting the social life of the'community. In some of

1

characterize the makeup of the church membership, thus

re1nforcinq both church and fami]y groups. Many re]ibious
’organ1zations h;ve estab) ished. procedures- for responding to
cr1ses in the lives of their members. Church leaders and oftén
individual members visit one another to express the1r-concehh
and sadness. | Fellow members attend - important services to

participate in rituals of particular value to_another"membgr.

.\

religious groups may offer valuable support to. the .new parents
and fam1jy. : | \

While members of a religious Jrqanization may phovide the
family with sypborﬁ’at the time of a crisis, such as the birth
of a child with severe ihpafrment55 the lonq-term support
churches prov1de such families may ‘be far from 1dea1. Turnbull

(1983) describes her family's experiences:

'Rud and I have not ?et found a church that had a
systematic  plan for  including handicapped » ~
children in the church . school proaram .;. 1
longed to have the church school d1rector

approach Jay and 1nvite him into a program or

One such crisis may be the birth of a child with a handicai

into the church community, and members and c]erqy in some .
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e2p1ain options to me on how he could be
1nc1udéq. This, however, - has neve7'happened (p.
14-15). “

Educatioﬁa1 Support

| Re]igious-grqanizationé provide tra1n1n§ for their members,
regardless of age. This does not; obviate the need for fami{fes
‘within the organization to assume this -responsibility; it
sihp]y supports fheir efforts._ Nhile fhe organization expett;
‘parents to provide religious training on a Jaily basis, the
organization provides the more formél'_inst;ﬁction, “usually
* through a church school or through classes or training.

At tiqes, ;religiqus education maf"provide.'very specific
sq;pqrt‘in an'attempt.td provjde chi]dfen with a framewofk for
.undefstanding 11fe'sﬂtraqedies: "Rabbi Kushner (1981) was asked
to explain to neiéhborhood' children and nursery: schpo]
p1aymatés why one of their friends ‘had been killed in an
accident. He provides a detailed account of the explanation he .
offered to thesé children. AdditiohaTiy he reminds readers of
‘phé care with which such explanation pust bé given to
chi]&nen: "Children are particularly susceptible to feelings
of §ui]t'.;.. A wrong® word, even By someone try1ng‘tp be
helpful, will serve to reinforce the feeling that it was, in

_ fact, our fault." (p.101).
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Parents of c¢hildren with handicaps seek two kinds  of

educational support from their re]iqiouﬁlquies. first, they

|

‘want their handiéapped child to have apéropriate opportunities

to part1cipate in the orqan1zat1on S lgﬁrvices. Turnbull's

!

previous quotes "and remarks i]]ustrate thqt desire, as do these

/
further remarks from her: B : '

| n
Nheréas we ‘could a]wayé make/fhe‘assumption that
there would be a program for -Kate and Amy, we
could not'makerthe-same‘assumption for'Jayr It
has not been that our churches have tried to
exclude Jay; however, they ;have not resbonded

with appropriate alterﬁatives for him (p. 14). //

. L LI
- e itimia PO e imiim m e o = = e /

A/ - T

.A second educational need families have'is,for guidance in
how they might, carry out some of their own_respbnéibi]jties to
their handicapned-child.4 For example, they may seekfhe]p in

L P

how to explain to their child why he will not be able to’

_barticipate in events his siblings experience. * Or,fbarents may

!

need help, in explaining .abstract religious concepts such as

- "God," the "Virgin \Mary," or. the "Holy Ghost" to a mentally ,
retarded child. '
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“Structural Shpport
Re11gious : organizations, 1ike schools  and other
1nst1tutions, provide a framework | for he]pinq persons adapt to
new roles and responsibilities as they mature.' This framework
bara11e1s the different mtlestones, stages, or events,in'Fhe
“lives of church members. Another fdrh of structural support is
that offered.through thedritugls andkhracttces of the corporate

community. - “ \

" The Developmental' Milestones in Church Life. A]thouqh

,re]iqious organizat1ons define these steps different]y, these
| events share common meanings’ and have finctional roles in the
]

B . . ‘

| lives of re11q1ous communicants. Each pf these steps has a
|

'} specia] meaning for a chiid ana for the\fami]y as they grow,'

—_——e—

. the ]arqer church family.

O

. [J

both in the1r-re1at1onship as family membwrs, and as members of

o~

Baptism. Short]y after 11fe begins, arents who want the1r/

newborn child to follow the re]1gious trad1t1ons of . the1m

{ family w111 seek the blessings of the re11gious body for their
k child. This ceremony of 1h1t1atnon 1nYolves .thejiclerqyman.
members ‘6f the extended family, - and .dften"members qf’ the -~ o e
religious body. It is a, time qfor perents and other,/family
members to make a commitment to provide religious training for
““the child, and fer the child to he welcomed into the care of

the organization, | ‘ / ,

AY 4 .
'
.
. ' . '
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parents, the child,. and the reiiqious orqanizations,

representatives fee] the child is ready to make a personal
,decision to follow the creed of the organization, the child
becomes a comrwnicant or' member of the church body with the

-

fui| respon51\bﬂities of an aduit member. This initiation

"

unique to the

biiy OCCur‘i at a ceremony{that includes certain rituals

‘articuiar reiigiou.s body. Fors many it is a ti’me

for- the "first communion." :It represenis a full sharing of the

organization's beliefs. Other cere’monies’"o'f full membership.

1ike bar mitzvah and confirmation acknowiedge the ability of

the young church members to fully comprehend, embrace, .and

defend the tenets of the religion. | e | |
'Marriaoe.~ As children mature, hey;"odt more;.distance

between themsei"ves" and -their parents. f "

home, they iearn :o enjoy the companionship of - agemates, and

they enjoy their own independence. The maJority decide to make

,a new famiiy with someone they have come to iove. Many persons

/ seek the blessings of their reiigious organization in this.

union. M reiigions have rituais to consecrate such unions’
and to provide for the entrances of new members into their
denomination. Again, famiiies tu;? to their. reiiinus
orqan,izations at this miiestone, and together they help their

children effter th'iS\t"l%! life stage.
A

= )

Membership, After a period of reiiqious education, when - -

They spen} 'I'ess_ ‘time at

Y
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Death, The goal of most religions is to prepare 'théir .
members for death and ‘an afterlife. Thus, 1t is natural that
o o fe]iqiou5< or%anizations have developed ' often  elaborate
| ceremoniés and rites of passage to support the dying person and
the per§on's fami]ylgnd friendi. Last rftés mark the entrance
of the dying oerson'idto this final stgqe, and these rites help
family and friends cbpe with the death of their loved one, as
well as contemplate their own morta11ty. |

« The major life stages marked by the church ceremonies of

baptism, full membership, marriage, and death, are not unigue

to the experiences of persons who are members of"religiOUS

. organizations, but are stages that'are closely afiqned with the
beliefs, doctrines and missioﬁs of these-groups. AOrganizations
and families use these geremonies to observe these changes

“across the 1life span, and religious organizations have
developed ceremonies and rites of passage that epab]e members .
andﬂtheir families to celebrate these joyous milestones, and to
accept.and unhderstand. the meaning 6f the sorrowful ones.

When a child is handncapped he or she is often unab]e to
part1c1pate fully in these ceremon1es, or participation may be
delayed. In this respect, these re11g1ous milestones may
reinfbrce the parents' sadness and .disappointment that their

«

child cannot fully enjoy all of life's opportunities. Yet

these ceremonies may also offer comfort, as when the child is

+ baptized and welcomed into the congregation without regard for

the child's disability.

N y
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Rituals: and Corporate wOrship. ée]igious orqanizations

have predictable patterns: to their formal meetings-~the

‘ Catholic Mass, the prayer meeting, the church oF temple

service. Members often come to expect the rituals assoéiated
with church services, and 'fﬁequent]y are perturbed if Ch‘urch
leaders deviate from the traditional forms. Many rituals take
on symbolic functions vand are peréeived Q_at times as the
experience they represent. Y%hen thé'ritual is not a part of

the worSﬁip se.'vice, the "experience" for some members did not

occur. When asked about her.attendance;at'church;'one mother

said: "I don't feel guilty when I miss, but I do miss it."

* When queried further, she explained "it" as "the rituals." She

said, "It doesn't matter which parish church I attend, I will

. get the same feeling--1 derive strength from the rituals."”

Rituals ‘and group worship experiences embody a form of
supportive structure that some people find meaningful. For
many it is a tie to the past, and through participating in
events that were a part of their lives as chi]dren; they

experience a comfort, aptly referred to in some circles as

"mother church." :

Support also comes from a religious organization's stated

principles or beliefs that are central to the organization in
) .

the forms of written scriptures, creeds, and doctrines. As

noted earlier, these principles are taught tb members and are

/
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reflected through prayers and rituals. The beliefs prbvide the
' organization's 1ntgrpret3tion of the nature’ 6f the universe,
and offer exp]anafions. forA what happens to peép]e and why;
This framework for understandind thé world helps members answer
~questions that seem to many fo be "unahswerable." Members can
recall the séripfures, for example, to compare Jhow another
person Pesponded to a difficult situation, and to find an
example  to fo]low; Members can derive comfort through
'acknowledging. or cgnfessinq mistakes and violations of the
rights of others. -Llikewise, members can feel thankful when.
good things happen to them, as their belief system hasAtauqht
them how “to interpret such experiences and how to make
Vapnrqpriate ‘responses under such circumstances. For many;
thes% creeds are acéepted on faith and therefore they need not’
:be qdestioned. Armed with the comfort of these answers, one

may not have to seek other explanations or answers for life's

happenings.

. Beliefs: Their Sources and Suppert

Throughout the life span, human beings strive to understand’

 their  existence.  Age, mental prowess, .environmental
stimulants, cultural and physical conditions, and a host of
other variables contribute to the questions and the answers

that emerge in this continuing search for meaning, which is not

196
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restricted by culture, space, or ti'e,'but is inf]uenced by

.these elements. The outcome of this search is the conviction'

‘ i that certain. th1nqs are true or rea]. These beliefs may be
‘unformulated assumpt1ons about how and why things are as they

- appear to be, or they may be highly organized in creeds,
doctrines, or tenets of faith that are set down in both written

and verbal forms. As discussed earlier in the section"on

~ religious orqanizations, beliefs can be so highly personalized

that an individual may not acknowledge that others share them,
or beliefs céh be'W1de1y held tenets that'nne holds in commcn
: with many others. | -
Beliefs,: whether they are 1nd1v1dua1 personal values or .
tenets one shares w1th others, p]ay an 1mportant ro]e 1n one 's
life. Beliefs provide 1nd1v1duals with a framework for living
and for understanding.]ife.' Beliefs he]p/persons determine how
they wiil 1ive, what they will do with their lives, how they
will spend the hours of each day, whqt and when they will eat,
how they will relate to-other.human beinqs,{and }n some cases,
be]iefs determine where one will 1ive«ahd die:‘ Man{ unlike
other species, has the ebi1ity to think, to analyze, ' to
experiment, and to learn from expe: iences. Man is not simply a
passive recipient of environmental experiences but is a,dynamic
being, who contribute; to his own deve]onment,"_to the

development of others, and to the organization of the world

197
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‘ around him, Because beliefs are SO centra] to the formation of

_who and what man 1s, they serve as supports for the maintenance‘
of 11fe. |
Many factors contribute to the beliefs a’ person espouses at
e given point in time. Younag individuals are likely to aSSume
the beliefs of other family members. Certain beliefs about the
world may be transmitted across generations both in word.and in = S
deed.  Also -inf]uencinq: one's’ Be]iefs. Aare’ the’ social
insfitutjons .one- -experiences. The eQucqtiona]l system, the
religious 'o}ganizatjons, the 1n£eraction§ between neighbors, .

" the parents' attitudes toward systems, policies and people will .

. . have a definite impact on their children. | As . children move

across the  life span‘and become 1ndependent, they take more
responsibility for their own-belief system. For some; this may
mean a more clearly articulated profession of beliefs espoused
during -youth. . Others may come to embrace a system of beliefs
tnat is quite different from that they held Wwhen they were

young. Educat1on, exper1ences, and exposure to othéﬁ'persqns,.

doctr1nes, and soc1et1es are likely to 1nf1uence the beLnefs or-
personal values that emerge durinq the adult years.. ~n ;

Another important source " of beliefs is the specific

doctrines and creeds of - re]igious“ organizations. These

institutions usually have written documents that are considened

sacred such as the Bible or Torah. Additionally,

organizations have canons and other writings that embody

v p

‘{‘i‘?n\
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beliefs specific to the partjcd]ar“oeqanizations. Some members
of religious organizations strictly edhere‘ to all the\
orqaﬁization's be]iefs and use these be]iefs to 'answe;
d1ff1cu]t quest1ons about ex1stence, and to he]p them cope w1th
events in their da11y Tives. |

Many persons are gu1ded.by.beliefs that are not identified
with an orqanieed religious body, although these beliefs have ‘
to do with moral codes that are addressed 1n'fhe doctejneeﬂof
religious orqanizatfpns. These.spiritpal or Dersona]teeliefs

often are influenced by the religion an individual was exposed

v to at an ear11er life stage. Ind1v1duals who leave a cnurch

. group may cont1nue to live bysthat religion's code of be]1efs.

which continues to represent the person 's convictions about

life and orderliness in the world. For example, an individual
may- continue to believe in a spiritual being and to turn to
that being for strength and_comfort without acknowledqing the

relationship between that source of support and an organized

L)

rel1gious body. : ' . | _ .

) . . ‘e . ‘
Thus, there - are many ways in which personal belief}

function asqeiﬁeeme1y imeortant sodrces of‘supnort'for'persons'
in;their daily lives. ‘When stressfgl'events occur, beliefs,
particularly those that are spiritua]ﬂor re)iqfous_in nature, |
seem to be especially valued. Some persons deeive additiona]‘

L4

_ §upport from a religious organization .that includes persons
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with similar beliefs. As Fewell's study indicates, these two
‘types of support ‘may not overlap, and edch can stand alone as a

coping support. v

Beliefs As a Support for Parents of Handicapped Children
N\ h o

, Beliefs, reqardTess of their origins, appesr to be '

particularly important to persons who face stress due to events’

they did not .expect, or can not . easily explain. As Fredrich et

al. (in press) notéd, the stress created by a menta]fy retarded

‘child can beAmediateduthrough religious beliefs. This is so
often seen ‘Ey professionals .as parents grfpple Qithv the
personal question of Lwhnyid-this haDDeh't6 me?", Given fhat
almost all parents of=handicapped children face this qﬁestion,
it is approbriate that we explore what‘f%'means and how sbmg

parents have answered it.

Invariably one of the earliest questions-parents ask when

. they ‘learn. their child has a serious impairmeﬁt is "Why.," If a

natural cauée-efféct ré]ationship exists Dbetween the handicap
| and _some identifiable event? some parents may end their -
' questipnjng. Many parents, ﬁowever,~w{1f cbntinye‘to'ask‘“whyh

even after they have fouid a cause. Sooner or later, -the more

. , ‘ ®
general "Why" quespion becomes more personal: "Why did ‘it

happen to me?" This question represents a shift' in the

parent's perspective, as the parent moves from focusing solely

h
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upon the:impact ot a hahdicqp on thé «child to questioning how

that handicaptreflects upon the parent, and the'effect_it will

have over the parent's lite. ' | | IR o ’
Kushner (1981) ref]e;ted on what went on in his mind when

the doctor told him end his wife that their child had progeria, . . )

a deqenerat1ve condition character1zed by premature aqinq ‘and

death. What he was facing contrad1cted everything he had been .
taught about God. He said:

1 could only repeat over and over again in my

- mind, "This can”t be happening. It is not how

the wor]d is supposed to work." Tragecuies ]ike
this were supposed to happen to selfish,
dishonest people whomfi, as a'rahhi, would theh
try to. comfort‘ by assuring them “of God's
forgiving love. How could it be happen1nq "to me,
to my sqn, if what I believed about the wor]d was

true? (p. 3). ‘ '

The parent who learns that his child -is impaired will
1nevitab1y ask these quest1ons, just as Rabbi Kushner did. If,
a parent beiieves in_ a creator of 1ife, a God, or God er
spirit, then the quest1on evqptua]]y becomes "Why did God ‘give

me this cnild?" - _ A .

2C1
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” For many parents, the answer to this question -is that the . Ca
& i _ .
ch1]d s d1sab111ty is a form of punishment for a parent's sin. a

This_type of answer ref]ects a certa1n understand1nq or theory

11 4

.of the world and how it operates. If 2 parent beheves that
bad behavior resu]ts in bad consequences, the ch11d‘s hand1cap
may be seen as a pun1shment. The parent S reason1nq is, "I_
have done something very bad." This conc]us1on can come\from

one's personal belief system, gr from beliefs espoused by one's
. 7 .

‘religious organ1zat1on. o . L | . ST

Whether a parentcunderstands the wor]d in th1s manner or © ‘. . , .Ql
not, this perspect1ve is so w1despread that a family member,
~friend, or stranger with wet]-mean1ng'1ntent1ons, is -1ikely to
imply. that the ehind's hanotcap must beisomehow'the fault, of'
the 'parent. dosterveen (1979), a ohap]ain and parent° of a’
 retarded son, ﬂptes, "I have heard it too freqpentlyl to. be - .
amazed any 1onger when parents te]] me. their friend or neighbor

- has urged them to ‘'repent, so God can forgive you' and heal your S

child'"-(p. 22) . - S
Th1s is one type of thoughtless response parents dften | o .

\.

. exper1ence from pesons “who regard the ch1]d S hand1cap as"
somehow the reflect1on 'of the parent 3 s1ns. Parents often
encounter another response from - 1nd1v1dua1s who attempt to,
comfort the hurt1ng parent by explaining that "God on]y sends "
special chi]dren to special parents." One parent related such

an experience to the author.

»
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" The first words out of our parentsr mouths when . LT LN
Ph111p was born was something to the effect "It's '~ | ' B

God's will you have been chosen, and we will pray
for your streggth."
. . . ; { ) '.,
Particularly d1stressfu1 are poes . that’ are ﬂcirCulated
among- parents of hand1capped ch11dren that have -as the1r theme
‘ the idea that the hand1capped en11d and fam11y were se]ected by
'God . Oosterveen and his wife. 11ke so many parents of
hand1capped ch11dren. received gthe fo]low1ng poem from a we]] S S
mean1nq person who probably. be]1eved the sent1ments expressed,

{ _,' _ - d»"
- in the poem would console the parents. S

) .Heaven‘s'Ver§ Special’Child . .
(by Mns@‘Jéhn A, Massimi]]a:;as ctted.inrbsteryeen, 1979)
A meeting was held quite far from earth.'n °
- ;- "}t‘s time agajn fom another birth" T B ‘ Ce
~ The.angefs said to the Lord above. . . ) o Pf: )
?fhfs'dear little child wi]]’need much 1?ve;- ‘
His progress on earth may.be quite-slow;
Accomplishments qreat he;may’not show,

And he will requ1re some extra care ) ,gf o

From the fo]ks he meets on earth down there. -

He may ngver run, or lauqh or p]ay, " . - L e
& d f . f
‘ : H1s thoughts may seem odd and far away. B o, . .
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In var1ous ways he wgn 't adapt, ’ : i R

1 /

And he will be k;fwn as. handicapped. S
Please, Lord, fiAd sdme’ parents for,this child ‘

‘4

Who'11.do this work.as unto You.
They'11 not understand ?t r1ght away,.

The d1ff1cu1t role You have them play; r .
9 . . .

But with this dear child sent from above
. S . A . [ 4 . ~ v J"
Comes strength and new faith and richer ‘love."

And soon they'11 know the privilege given o

To care for this gift: that S stra1qht from heaven. )
" This precwous young charqe SO meek and mild’ |
Will always remain Your Spec1al Child." | R
Oosterveen, speaking from his backdro%nd as a theo]oaian,ﬂgoes . ' - S
on to expla1n his deep conce'n w1th.the sentiments expressed in
- the ‘poem,. no matter how well 1ntended* “"Besides violating
';biblical teachings under the gu1se of poetic. license--nowhere | v‘,f o
~ is such a meeting descr1bed, nor does Scripture perm1t us to
assume hand1capped children come to us from a dnfferent p]ace ‘ "~
or through a different process than norma] children--the poem
~ abuses parents at the very time they suffer what may eas11y be ° - n
. the most traumatic experience of their 11fe (p. 22).

Another m1n1ster of the Mennonite Church, whose son Scott

" has Down syndrome, -also received chree copies of _the poem. He | :

L
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has also spoken'out on the gtereotypes of handicapo%o children
S%

the poem contains, and how. Tittle it helps parents

o .
, . . understand why this has happened to them,
. P St . LY

-

o

In dea11nq with. our personal circomstances we 1‘ ‘
.have come to be]1eve that God- does not will the ,'3
traqtc birth of ch1]dren 1ike Scott & [whoseﬁ ‘

part1cu1ar hand1cap is ‘dug to-a genet1t d1sorder
‘yhﬁch.sc1entists cannot fully exp1a1n yet. we do
not believe that God- shbuld be held responsible oy

for this‘ genetic: "malfunctioninq“ beyo d the

natural laws - of genetxc deve]opment which he

QCreeted _ b t wh1ch were, in Scott s .\case,

ﬁ .
ey violated. We be11eve that God cried with us\over p

the‘ unexplamab]° m1staﬁe‘ that occurred .tn
Scott s prenatal deve]opment In this resp ct,
‘the 1dea expressed by the poeb that Cod and his -
angels come toqether t6 pjck- XScott's'
parents is %nconceiveble to us and, with all due
respect, slightly offersive (K]asseo, 1984, p\

. '50).

oo
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The idea that a parent has been especially chosen for this

role permeates the reasoning of one mother interviewed for this

chapter. This mcther of a séVerely handicapped child expressed

_____her family's perspective on the handicapped child in their

family:

"My parents feel that God has chosen me to.have a
~ handicapped child as a’challengé tq my religious
beliefs’ and to rem{nq our entire c]ag\to stop and
take stock of how ver good God has been to each

and every one of us.

She added later, "If 1 didn't‘have my vreligious base to keep me

going, I'd be nuts by now." Two things 5re'clear from her

respcnses. First, the role of parents and extended family |

members in helping “one "understand" or answer -the "why" o

.question is apparent. Many new parents fﬁom yegrs of habit and
experience. éontinué t6 1obk to .their parenté'-fdr .wisdoni and
answers.  The idea is that "If one's parents say it, it must be
true." Second, this mother . has apparently accepted aﬁd
incorporated that answer into her belief system.A and . that
system'is helping her cope.

If the frgmework of the chosen parent 1s'hot one that is
acceptable to a family, then what might foster understanding

. and -value clarification? Honest and cautious admission that

b
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"some qugstiOns have no answers" (p. 25) is suggested by ' i
” Opsterveen' (1979) to members of his own faith who wishj to
comfort parents and'ﬂelp them cope witp théir adveirsity and
suffering: “... strong faith énd deeply-rogted religious -
' habits are great assets, but no'guarantée that parents [of the
handicapped] will escrpe the feelings of deprecfation, failure,
and shéme“ (p. 24). The experience always makes a difference _‘:v \
lin one's life--one is never again the same. The struggle and

pain 1n Oosterveen's mind "lead to a cha]lenqed and changed

~view of God and his dealings with the world." (n. 24)
Ih gr;ppliﬁgiwith the agony of understanding why a.loving,
. all-powerful God allows bad things to- happen to good peéple,‘
Rabbi Kushner also came to a new understanding of Gou. First,
he had to let Qo 'of an image of God as’ responsib]e for all "

. things that happen. He says:

' B {
The conventional explanation, that God sends us
the burden because He knows that we are strong.
enough to handle it, has 1t‘a11 Qronq. Fate, not

God, sends us the problem (p. 129).

u!

&

He goes on conclude:

God does not cause our misfortunes. ..Some are

caused by bad 1luck, .some are caused by bad

P
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people, and some are simply an inevitable
consequence of our being human and being mortal,

living in a world of inflexible natural laws (p.
134). 3
%

By stopping to regard God as the cause of misforthnes.h
.Khshner did not.have to feel angry at God for Havinp betrayed
him; rather he. could turn to éod for help, strength, ‘and
perseverance in dvercoming his.hurt and anger. " This enabled

him to move on to a more relevant question:

AN

Now that this has happened, what shall I do about
it? ... Not "where does the tragedy come from?"

' but "Where does it lead?" (p. 137).

In addressing the why question, the answeré'that-005£erveen :
and dehner give reflect strongly the support they experience
from both their religious orqénizations ,énd their 'Dersona1t'
beliefs. Of particular interest ;re the changes that both
members and teachers of church 'orqanizations experienced 1in
their belief systems "In both cases, it is apparent that ‘their

beliefs have provided valued support }in:‘copfnq with these

" stressful events.

©
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Conclusion

In this chapter we have examined the support religious
organizations and bersonal beliefs offer to._ parents as they
cafky out their parenting respoﬁéfbilities for a child whpse '
abilities and potential are auite different from what  the

: Darénts had anticipated, resulting in greater stress for their:
family. Théunature %f re]igfoué orqanizafions and of personal
belief systems suggest why these supports are so highly

 r va]ugd{ oth types of ag]igious Suppoft help persdns deal with
the fundameﬁta] questiéns of Tlife. éy providing. answe;s, -

Bregardléss of their specificity or truth, these support sourcesf

* help parents_tofget,on with their lives,ftohqttend to -other

things besides the stressful experience, and to discover new

things about themselves ‘gnd, their world. For some parents,
reiiaion provides'support directly re]ayed to thé paren*'s role
as a pemﬁer 6f.a re]igiou; group. For. other parehts, support:
comes from-both the contributions of thé group and the beliefs
which groupcmembers-share. ‘Yet for other parents, support is
provided- by their personal belief systems. One thina, however,

is clear: for far too long, professisnals who work with

families .of handicapped children, including = professionals

assoctated with religious organizations, have failed to
understand . and realizé' the importance of these sources of

religious support. Althcugh neglected or rarely taken

209
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serjously by professionals, it has not been over]ooked' by -

parents, and from these sodrces they,bften derive much of the

_ strength they néed to nurture their child with special needs.
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Tab]e i

'Re]iéiod Scale

Items S 7 . "Cateqory - 0 10 20 30 40 50 60 70 80 90 100

. Our'clergympn was he]pful.tb us when our | . N/A ' : - | 34.2
" handicapped child was born, -  hareed AR
| | ° | MNefther 7.6 |
Disagree 16.5 k
2."we'are_§at1;f1ed with availability of - .KN/A , | ,‘ , 29.5 )
~religious instruction for our handiéapped % eree . S .: 32.0
chitd, . - o : . Nbither N
| Disagree = | 6.7
3. We are more active in our church since our N/A \\ S ~19.5
“handicapped child was born, | Agree ] ) 130
Neither ‘ o 26.0
‘Disagree R ST

211 212




¢

"~ tems EE - ' Cateqory 0 10 20 30 40 50 60 70 80 90 100

If we had problems associated with our

handicapped child, we would seek help

)
and ‘quidance from members of our _church

or clergy.

The éhurch has been more supportive to

N/A
Agree
Neither

Disagree

N/A

18,2
37.7
13.0
31.2

21.5

us thaﬁ_other agencies in our commun ity
by providing the help we need as parents

of handicapped child.

Most of my social activities involve

members of my church.,

Qur reTigion has helped us to understand

~and accept our handicapped child.

213

Agree
Neitnher

Disagree

N/A
Agree
Neither

Disagree

N/A
Agree
Neither

Disagree

13.9
25.3
39.2

20.3
32.9
7.6
39.2

15.6

10.4
7.8

66.3
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Items

10 20 30 40 50 60 70 80 90 100

_‘Catéqory 0
8. We are satisfied that our religion is N/A 12,7
'fu]fii]inq our family's spiritual heeds. Agree 59.5 | ; .°  .
Neither 16.5 o o |
Disagree 11.4 T
9. Having a han(ilginped_chﬂ_d_has_.brnu_qht us ~NJA 1043 S
closer to God and our reliqlon. Agree 55.2 . h
Neither 28.4 . |
° Disagree 10.2 _
10. We seek comfort through prayer. N/A 7.7
Agree ©75.6
/‘Neither 9.0
| Disagree 7.7
11. Our faith continues to be a source of N/A 10,3 L
ihelp and support in coping with our Agree ¥ A 105 e
" handicapped child. | Neither 11.5
| " Disagree 7.6
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Percentage of Responses to Questions on Support

"+ -from Organized Religion and Personal Beliefs

_ o
Nejther
"Not - -- Agree or

i " Ppplicable Disagree Agree Disagree.

Statements Indicating, o 17 29 .31
Support From Organized |

.

Religion

I

Statements Indicating no 14 66 9
' Support From Personal

Beliefs

220




/

41

References

Ball, q.R. 19813. .Pastoral help for .families of handicapped
children.” .In J.L. Paul (ed.), The Exceptional Child: A
Guidebook for Churches and Community -Agencies. Syracuse

University Press, New York.

Fewell, R.R. Sources of social support for mothers of children’

‘with Down syndrome. In preparation.’

Fewell, R.R., ' Belmonte, J., and Anlersmeyer, D. 1983.
.. Questionnaire on family support systems,. . Unpublished .

manuscript, Experimental’ Education Unit, ~University of

Washington, Seattle, Wash.

v

1 .

. Folkman, S., Schaefeg, C., and Laiaras, R.S. 1979. Cognitive

processes as- mediators of stress and coping. Im: V.

kS

"Hamilton and "D.W. Warburton (eds.), Human Stress and

Coanition, po. 265-298. John Wiley & Sons, New York.

‘Friedrich, W.N,,. Cohen,.D.S., and Wilturner, L.T. Specific

beliefs as moderator variables'lin maternal " coping with
me;tal retardation. Iﬁ*preparation. |
Klassen, M, 1984. Specially selected parents? Down's Syndrome
News, 8(4): 49-50.
Kushner, H.S. 1981. When Bad Things Happen to Good ;;ople. |
Avon Books,'New York. ,
Massimilla, Undated. Your special child. _
Oosterveen, G. 1979, In §upport of parents with handicapped

children. Christianity Today 23(24):22-25.

22D




] . )
Sellitz, C., Wrightsman, L.S., and Cook, S. 1981, Research
Methods in Social Relations. Holt, Rinehart and Winston,
. . _ 'NewlYork. o ‘ | -
Tu.rnb"ul-], A.P. -1983. Growing'with'a handicapped child in the
~family and compunity: A parent's perspective. In: d.L.
éau] (ed.)‘, the Exceptional Child, pp. 119, Syracuse
University Press, New 'York. |
 Unger, D.G., and Powell, D.R. 1980. Supporting familfes under
»-s-tr&ess;»--m»Th-e-r-‘r-ole ~of .-so;:.'lal. networks. ~Family- Relations |

24:134-142,

222




A HANDICAPPED CHILD IN THE FAMILY

o~

REBECCA R. FEWELL © °

|
) * .

IN: FAMILIES OF HANDICAPPED CHILDREN:

NEEDS.AND SUPPORTS ACROSS THE L IFESPAN
| L . | ‘
| P’epobl\cabmrDmFt -
| | o .
| 223 - . \
L _ o ; “




A HANDICAPPED .CHILD IN THE FAMILY T
Rebecca R. Fewell |
A basic premise underlying this book is that familiesmare
“the most appropriate agents for transmitting basic human ot
competencies to their children. The authors in this volume
-wgw«Wattest fo*the“important Fole’ played“by extended family members
and community agencies to support the primary or nuclear family
in carrying out their caregiVing tasks. These assumptions
remain - true regardless of family members” economic status,
cultural preferences, political leanings, or their-'physical,'

mental, or emotional states. When families haye members with

‘very special needs, all family nmnbers and community agencies
will be _affected. There is no fail safe plan. which a family
should follow.' Each situation is unique. Nevertheless, ~much
.information exists on 'common concerns and problems, and the
processes and solutions that have enabled ‘families and agenc1es
to support the handicapped person in reaching hlS or her fullest

) 'potlen.t,ial. | ,. . 'Q*-\‘_w::;;v’ |

THEORETICAL\PERSPECTIVES ON THE ECDSYSTEMS OF FAMILIES

Throughout history and across cultures, theffamilx has been
the. primary agency for 'survival. - Although the forms of families

vary, the tasks are universal. “Parents or ‘parent surrogates
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\ acEOSS'all-cultures assume "the responsibility for transmitting
| to their( offspring thg competen;ies hrgQuired by  the social;‘
economic, and political forces of fheif épciety or social group. .

jFamily_ members do nof ’operatgA in vé;uums.‘ Memberé"are
influenced and ..;hangeda hy".other mermbers, 4:;nd by the
circqmstanées-in which they exist. lIf society's goal -is to hélp. |
families carry out their carégiving tasks, thgpliiéis nécessgry
_that -we underétand the'iﬁfluences that fahilyfmembgrs'and,their
énvironments have on one anothér; To do tpié, it is helpful'tpf :
examine. theories -of family infefabtions--thdt “include an
eﬁo]oéical perspective. The ecosystem approach 1is broad- based
and includes,family; peers, and all pefsohs having a éigﬁificant |
efféct on a child's behavior (Salzinger, Ahtrobus, and Glick:
1980). | | I

A ndmbér of Aﬁheorists' '(Belsky and Tolan,' 1981;
Bronfenbrenner, 1977,'1979; Sameroff and Chandler, 1975; Thomas
and 'Chess, 1977) 'Have described mode]s to . convey how family ”
ihtergctions evolve, and have included.their pérceptions of fhg
‘impact of a family  membgr with: special needs. Sameroff and
chandler’ (1975) and Sameroff (1980) describe-the transactional
model. that reflecfs a linkage between risk’ factors._and R
developmental oufpoﬁe, resulting "from a continual. interplay

between a changing child and a changing“environmentyag the -child




i entered higher levels of cognitive and social functioning " (p. .
345). In this ‘model, the environment " is the oniy accountabie
reason*for deviance in the more mature levels of.functioning.
Sameroff (1980) notedda'caution concerning the limitations of

 the transactional model for studying certain situations such as
those in which ‘a major restriction or physicai deViancy exists.

.i‘Such aberrations are unusuaiiy strong factors . that .produce

’impacts greater- than_'many- environmentai variabies, 'and as 'a '

result, iustify the‘ use ‘of a “singie factor. or interaotionai

\nmdel Examples of such powerful single factors are deafness,

blindness, and other handicapping conditions. He summarizes,

a transactional model is needeq'to explain development”
in 'environments' that are sensitive to _and ‘can
compensate "for early deviances so that they are- not

transformed into later deficits. However, when the

range of environments is restricted, either: through

ignorance or choice, outcomes can be found which appear

" to be additive or produced .by single risk factors taken

alone (p. 346). ' '

If we use this model to examine dyadic transactions involving o
parents and a chiid with an impairment, a parent's actions are

seen to influence the child's behavior, and the child's actions
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change the parent's behavior; however; thevcontribution of the
impairment to the transactions between parent and child may be
S0. strongly influenced by the impairment that this single factor
accounts for the quality of the transactions between the parent
and child The conclusion drawn by Korn, Chess and Fernadez
(l978) from their in depth study of 243 children w1th rubella
syndrome and their families supports this assumption. "The :
impact of the child on the family appears to be more related to
the characteristics of the: rubella children, ,with their ‘wide
‘*Zvariety and number of handicapa, than to the attributes of . the
. parents" (p. 324). | |
A s1milar paredigm'has been described by Thomas and Chess
'(l977) as the "goodness-pf- fit" model for adaptive development.
This relational, person-context match model permits the examiner .
to predict'outcomes. If a child' _ individual characteristics.
match the demands of a particular setting, adaptive outcomes
accrue. In contrast mismatched children, whose characteristics.
are incongruent_ with the setting, can be expected to develop :
alternative ouicomes. This model helps_”explain why childrenb
withh very similar conditions have extremely djfferent.outcomes.
| Likewise, Belsky-and Tolan}(l98l) subscribe to the principle
that; under nost circumstances; development is-the product of'
the complex’ and continuous interaction between an ever changing

organism and his or her environment However, like Saméroff and

I's
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Chandler (1975), Belsky and Tolan feel under certain conditions‘
"(e.g., severe anoxia in the post partum period), it is likely
"  that some developmental possibilities (e.g., normal intellectual
| functioning) will -be foreclosed" (p.. 310) In- such cases,
ﬂsubsequent behavior is a reflection of these ear]ier experiences.'
.The concerns . of Sameroff and Chandler and of Belsky and

Tolan about the 1mpact of certatn conditions are reflected by

WOhlwill (1979), who describes developmental continuities and

,discont1nu1t1es \ﬁs dependent upon the_ cont1nu1ty and .
discontinu1ty of *he env1ronment. These concerns have been L
clearly demonstrated in the'studies of Naters (1978) and Vaughn

et al. (197g).-' Naters'-observed marked _stability in the
attachnent (to mother) ratings of So'tmiddle;cJaSs tnfantsr
.between 12 and 18 months of age..‘However,'when Vaughn et a]. |
- : : examlned a larger sample of lower-class infants, the resu]ts

were not replicated. Internal analyses revealed that the

infants who showed unstable attachment classificatjbns across o

W the 6-month period were 11ke1yvtd£have undergone several major—

environmental'disruptions.

From these perspeettves, ‘development, Both hiological and
social, is seen as a process of continual.adaptation due to the
eonstant states of change in . the individua1s and the

| environment. The accommodations of individuals arei-always

short-lived because of the'progressive and transactional nature

208




-6

of the process itself. While changes and ‘accommodations are
1nev1table and indeed essential, extreme s1tuat1ons -and events

can create a discontinuity that affects the entire ecosvctem,:.

~ requiring a closer examination - of - transactions in order 'to

'support families'in their predestined roles' Fortunately, many j

ecosystems are 1nhab1ted by per sons with remarkable plast1c1ty,

from whom far. more is poss1ble than can be dreamed, particularly

when they face_ the challenge of_car1ng for a vulnerable child.

The Nurtur1ng Mission |

A un1versal .role of fam1l1es is to nurture the young child.
The fam1ly prov1des for the child's phys1cal needs, and fosters
the development of an 1ntegrated person capable of l1V1ng in

soc1ety and transmitting culture (Dav1d 1979; Lidz, 1963).

Parents foster the child’ S competence, defined by Ogbu (1981) as .

"a set1o£rfunctional or instrumental‘skills"A(p. 4l4); derived
from culturally defined'adult tasks. Connally and Bruner (1974)
distinguish Between specific and general competency skills but

stress*  the \\1atter. Generall skills - reflect operative . -

. intelligence, the" \"know1ng how" rather than simply "knowing

that," wh1le other general skills are related to emot1onal
llnguast1c,»and pract1cal cons1deratlons. These sk1lls make up
what the authors have descr1bed as the "hidden curriculum in the

home® (p. 5) and are those skills essential for coping with
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existing real,1t1es.- A person's abiiity to'functi.on“.is related
to how well he or ‘she masters these competenc1es.

These theoretical perspectives suggest that some chﬂdren
faﬂ to develop appropriate competencies for later success 1n
society because they have impaired systems and their learning
ap11.1t1es. are not safficient to enable -them .to “achieve the ,
societal expectations.' Other. children fail bacause the parents‘ v

fafled in their child-rearing tasks. At  times, . _parents’

failures can be traced to the lack of support avaﬂable to the |
parents .-from ~ their extended «famﬂies or -their .community
. agencies. Success or failure does not have to be limited to :one
" cause, but can be due to a combinatioh of faotors tranlsacting at |
a given point in time, a testimony to the~‘co,mple'xit:y of the
human situation, - o -
The nurturing mission of adult family menbers for _their o
-« young is difficult yet Joyous." The presence in the famfly of a
child with, special needs requires more effort from the other

amﬂy members; yet in . giving more,. famﬂy members become

eligible for more 1ntense exper1ences -- of pain as weH as

pleasure.

‘Family Supports |
To simpry our wr1t1ngs throughout this$ book we will assume

that a family is a.xgroup of two or more people that, in our

4
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case, includes et least one pérent or parent substitute, and ‘one
handicapped . child related by blood, marriage..'or adoption.
\ - These persons -constitute a family system by virtue of the fact
that they bear a definable relationship to one another (Geismar,
1971). The family is great]y influenced by persons outs1de the
immediate nuc]ear group., Extended family members aﬁd other k1n,
netghbors, and co-workersh.are support1ve agents. Add1t1ona11y,'.'
support 1s also rendered through less persona] connect1ons such
.f'as 1nst1tut1ons, agencies, and governmental po]1c1es. Unger and-
fPowell (1980) described three types of ~support provided by
social networks: (a) 1nstrumenta1 support ?Bﬁ emot1ona1 or -
56;151 support .and (c) referral . and 1nformat1on. Networks |
. provide d1fferent types of support.- In th1s seetion we descr1be L

three social support systems, and exam1ne the types of support

each prov1des when a-nuclear family has a hand1capped child.

Spousal Support. In a recent. survey of 80 mothers; of

chi]dren with -Down -syndrome, mothers indic;ted spouses to be the -
l .
most important of 19 possible support persons (Fewell, Belmonte,

and Ahlersmeyer, in preparation). Similar findings on thé¢ same

scale were réported by Dunst, T. 'ette, and Cross (in press) in

a study of Appalachian parents.' Vadasy and, Fewell (Chapter )
report similar findings when mothers of deaf- b11nd ch11dren were
+, = surveyed. Crnic et al. (1983) in the1r study of mothers of

premature infants found that 1nt1mate, support had the most
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'pos1t1ve effects on nnthers"attitudes and behaviors. 'Spouses
share 1n the emotions; the physical care, the. nurturancg, and . '.“,
the- concerns about the future. They can. 1dsten to one another

cry, laugh and - play together." The mutual support that parents
provide each other 1s hnﬁgrtant, 'since 'there is evidence- that | .
the presence of ‘a handicapped child affects marriages one way -orf |

another. Gath (1977) studied marital stress by comparing 30

parents of - children with Down syndrome to 30 matched parents of

normal chf,dnen Nhile a number of d1fferences were noted in " D
,mthe 5-year study, marked differences were present in the quality . |
- of the nparents' marJtalv relationship. Marital breakdown or

severe disharmony was found 1n nine of the families with .

children hav1ng Down syndrome. but in none of the controls. Yet
* on the other hand positive measures were also higher in the I o
"fam111es that I1ad Down syndrome children. These parents felt

‘drawn c]oser together and strengthened in the1r marr1ages by
"their shared tragedy, a view also reported by Burton, (1975).

On the Other hand,-in D'Arcy's (1968) study, 73 of 90 mothers of

children with- Down syndrome claimed their marriages’ rema1ned'.'

happy or unchanged after the child's birth., Friedrich's (1979) .

finding that marital satisfaction was ,the single best predictor

of a: family's positive coping behavior when reariné a
handicapped child supports the '1mportance of the spousal
relationship to total family adjustment. . ) .
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*.Support, from Other Children,’ Fam111es report the1r other
p : 2

@ L/

children "are very important to them in the care of their

handi'cappe‘d ¢hild, : 01der daughters are apparent]y gwen more

- responsiﬂbj]titi’es 4n caretaking roles.. Fowle (1968) 1ike Gath -

(1973,, 1'974)' found the co'dest female to' be more 'adversely

affected by the presence o‘ a retarded child in the home than

4

. was the Ao]de_st male s1b11ng In the'ir study of.. mothers of- .

deaf vbh‘nd ‘qchi'ldren (Vadasy and Fewell, Chapter !), mothers

most" often ‘vndicated that their daughters were the second-most

important source of support while sons were 11steo as the.e'

third-most 1mportant source of support by 10 percent of the

5

.respondents. PO ~ . i

Kinship Networks. ~Grandparents p]ay very 1mportant ro]es in

the lives of grandchﬂdren, both in terms of the1r persona]. '
interactions with the handicapped child and ‘in -their 's'upport' to
. the child's parents. Grandparents 'are availab]e to help with
chi]d care, and prov1de material, psycho]og1ca1. and emotmna]“
support. " Uzoka (1979) ‘and’ Sussman (1959) have presented . |
eV1dence that k1nsh1p networks are actwe desp1te gFograpmca]-D
separat1ons. Extenswe 1ntergenerat1ona1 re]ationsh':ps abound‘

- across class and cu]tura] differences. Cap]an (1976) descr1bed

'

" nine supportwe character1st1cs of family and kin systems: (1,) !

) ,coHectors “and d1ssem1nators of information; (2) feedback and,ll

i

guidance; (3) sources of ideology; (21) guides and mediators in




-1

probfem-sol&fng;‘(s) source§ of practical service and toncrete
. a1d (6) a haven for rest and recuperat1on, (7) a reference and
contro] group, (8) a source and validator of identity; and (9) a
contributor to emotional mastery. |
~The kind bf.support an 1ndiv1dua1 derives from family may be
related to physical pﬁoximity, although face-to-féce contact is
nof required to sustain the relationship (Litwak, 1960; Troll,
11971).  Relatives who.live close to. each other.aid in the care
and subervisioh_of’ ;hi]dren'(tapléh{‘197é; Sussman, 1959) and
.house mafntenance tasks'(Sussmaﬁ and‘Buréhinal 1962). FResQurce

A

'éxchanges (e=g9.," g1fts, ctlothes, “household items, —and money),

shared social and recreational activities, anq psychological and
emotional supports commonly stréngthen bonds between kinship
network ‘members (Sussman - and Burchinal, '1?62).. Cohler ahd
Grunebaum (1981) found the te]ephdae to be an'impoftant 1inkage
between family m°ubers. Given the importancé of ‘kinship 4

‘ support, 1t is logical that a nuclear family will reach out to

- members of this network' when faced with a situation that is -

stressful or requires ‘more resources than thgy;haye at hand. A
Schell (1981) eloquently decribes the fhmily support’ that - |
enabled him and his wife to get a more stable perspective on
their emotions, integrate their feelings about their infant

) daughtgr who had Down syndrome, and beghi ; plan of aQtiqn to

optimize her develgpment. Schell points .out that often one
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member of the family ofﬁers-sbecial'support, ane in his case it
was a sister-in-law, "Aunt Cindy." Schell's worries and fears
about the future were significantly allayed by family support:
“Cindy‘s'remaining an,energetic force in our lives, as she was
before_Christina's birth, has he]ped us to feel 1ike «ny .family
with caring and sharing relatives® kp. 25). |
Friends, Ne1ghbors and Co-worker;

McAdoo (1978) exam1ned family support systems and found

friends ranked second in 1mportance behind kin, . Friends and

'ne1ghbors prov1de a 1mportant source -of - support w1th short‘termum—--'

" assistance such as babysitt1ng, meals during an 1]1ness, and

care of property in one's absence. Gabel and Kotsch (1981)

found that famiﬁy.;friends and 'babysittersﬁ ffequentty attendedf—

the bimonthly evening clinics the Family, Infant, and' Toddler
Project held. for families of handicapped. Turnbull (1978) te]]s

. of a surrogate grandmother relatiohship that developed between

her hand1ca»,ed son and a ne1ghbor. yet she also 1aments broken'

friendships with others due to her son's handicap.  The
. personality and sensitivity of the individual appear to be the

critical variables in detérmining who will be supportive.

&
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CJmmunity Agencies -and Governmental Policies

: \’“ ) . . . « -

. A number of agencies offer ‘informational support for
famﬂ_ies witn' handicapped children. Most notable of these are

;advocacy grohps such as Associations “for Retarded Citizens,

Easter Seal Society, Parent-to-Parent grourp;,/. Lions Club, etc.

. These organizations often offer emotiorjal of material supbort as'
well, As Fewell describes in Chapter __, churches and other
religious organizations are also important sources of support

for families with handi capped children.

Schools, educational agencies, day care centers, and health -

agencies _alsd provide support that. is ""prigarﬂy informational,
Public laws such as P.L. 94-142 and numerous court cases (e.g.,

Armstrong >v. th’ne, 1679; Pe_nnsyl'van,ia.__Assoc‘iation for Retarded

Children- v. -Commonwea Ith—of - Dennsylvania, 3*-&1—9?2)'» have-----p_‘ayed--

critical roles in supporting families with handicapped members. -
\

l.egislation and Htigation have opened school 39.0!”5 to all
handicapped children, lowered agés for entrance, and provided

for parent'particip'ation in educational decisions about their

child. Ihis'kind of support is widespkead and long lasting, -

enabling bargnts. to plan for the future /with é,greater degree of

L]

' certainty.
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CHILD CHARACTERISTICS THATlAFFECT FAMILIES

" =14

A child's particular needs at a given point in the child's

Tife will have an impact on fami]y and community responses. ‘In

this section we will consider three major variables . that
influence the -faﬁi]yis ability to adaptig the “type  of
impairment; the severity of the impairment; and the age of the
child which is as‘sociated with characteristic critical periods

of family adjustment,

Types of Impairments. |

Handicaps can be described.as conditions that cause persons'
to be perceived as"different from :what others think to be
appropriate."According ta th‘s View, what'iscaﬁhandicap or  who
is handicapped is in the eyes of the viewer, and is in reaiity a
value judgment made, from the viewer S perspective. Persons wilT

differ in their Jjudgments based on their cultural heritaoe

(Edgerton, 1970), tneir experiences withasimiiar'conditions, and

" their personai value systems. (Pickarts and Fargo, 1971)

Mentai retardation. When parents first iearn that their -

’chiid is mentaiiy retarded, they are usually devastated. This -

is normal, expected, and appropriate. Long-nurtured hopes and |

dreams vanish and are»repiaced by fuzzy ahd distasteful images

t

based on often negative past encounters with retarded persons,

Mentai'retardationf\probabiy the most dreaded diagnos#s a parent,

1

/
t
1]
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~ can receive, carries the'stigmaiof'a static condition resulting
in - a  social  destiny  of 1So1ati§n, dependency, and
fnStitutiona}izé;ion. o |
Mentaiftetardation is also a histqricalrand a social :concept
thaf _sets"individuals apart from others. _By- performance
standards, thé. menta]ly' retarded . person. 1s,.judggd inadequate
“and, aq;drding to Sarééon and Doris (1979), "thié jnageqdacy is
suffjﬁientlyv troubleséﬁe to those in that context to warrant
actions ,td achievé three purposes: to dkeep  performance
standards intact, to reduce or eliminate'tﬁe discomfort of those;
who are troubled by the individual's inadequacy, -and--to be )
helpful. to the individual as help ' is defined by the
. morgl-éthicai‘ values of .that social context" (p. 38). .In
-.deseribing society's perspective, these 'aufhors indicate "the.f
retarded child has always been .a segond-c]ass_humaﬁ,being'for
whom one ﬁhould have pity, and,toward yhom one shopld be human, 
but for whom society héé no use" (p. 977). The sociétal
definigion of mental retardation has changed dramaticallxyqver
the past 15 years. Through scientific research,, we. have #2@

| evidence that Vrefhtes ‘past assumptions about limifations.

Through political advocacy, Q@ have legislative and 1itigative

reforms, and emerging is a new social awareness of the meaning

of human behavior.
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Behavior that is viewed by some to be different at a point
in time in a given situation may not be viewed as different by
others, whiie the discriminatory nature of the label. is now
deplored, society has yet to agree on what constitutes mentai
retardation. _It is defined by the arbitrary criteria_of a given
individual's behavior at a point in ti e, and is.reiiected in .
~the viewer's actions.® It is viewed only in the context of a
h transaction between an individuai .andf his or her, ecoiogicai-
milieu. Fortunateiy. the concept of mentai retardation is
elusive in time and space, and in the view of many (Gliedman and |
‘Roth, 1980; Sameroff and Chandler, 1975; Sarason and- Doris,” - -
1979), it must be discarded entirely. Braginsky_and Beaginsky

‘(1971) are adamant in their position: ' mental retardation““has.

‘no scientific vaiue whatever,_merejy serving to obfuscate and
distort the meaning of the behavior of the rejected child" (p.
- 176).  The 1label. is particuiariy - tragic for famiiies who

subscribe “to cultural definitions of success. which inciude high

expectations for intellectual perférmance.

Hearing 1mpairments. About 0.075 ‘percent of ai] school-age-

“¢hildren are__deaf. and another 0. 5 percent are considered
hard-of-hearing, ~ Among the 1eading causes of severe hearing
impairments  are heredity, maternal .rubeila. prematurity,

| neningitis.' and biood incompatability (Moores, “1978) Only”

between 16 and 30 percent of deaf children have deaf reiatives
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(Reis, 1973) This has imp]ications for the efforts family
members must make to learn to communicate vnth the deaf chiid.

o~ Hearing impairments alone will not delay a child's motor or
\c\ognitive .development. However, reduced language. experiences -

e

affect performances on achievement tests and on some c¢ognitive
measures. Deaf children are often socially less mature than
.th'eir hearing ‘peers,. and _they.are more than .twice as liikely to

have emotional probiems as hearing children (Graham and Rutter,

1968; Levine, 1960). Family members are expecially likely to
experience the effects of -these" associated de]ays and prob]ems,
as the child" grows older., |

Visual impairments. Blindness or severeiy. limited vision

can be caused by genetic conditions, infections, diseases, or

traumatic events.i A visu«] impa irment of genetic origin may

result in b]ame or gui]t on the part of a parent, or it may
h result in a- parent 3 understanding and acceptance because of the
| parent's previous experience ‘with the condition. Adventitiops

blindness permits the  natural family bonds. to develop, yet |

places stress on families to adjust to a permanent change that

has far-reaching consequences. .
Unlike many handicaps, visual impairments fare meaSurable,
‘ and services are’ likely to be based - on legal defi-nitions.' "y
However, the most important factor in determining the effects

 the vision loss will have on the individual is the individual'

oy
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functional-nse of sight. The presence of some useful vision
makes a big difference in the impact the impairment.nas on the
child and the family. B | |
| B]indness from birth. resuits in delays in the development of
'certain sensorimotor. schemes, and in the acquisition of abstract
concepts- (Fewel], -1983; Fraiberg, - 1977; Stephens, . 1972).
.HoWever; _Higoins_ (J973)' examined the performance of olind.x
- children 5-11 years of age .and found no evidence of a gemeral
.'developmental lag. 'Developmental lags and less efficient ,
movement characterize the motor development of biind children
from birth .through adulthood (Adelson- and Fraiberg, 1974,
Norris, Spaulding, and Brodie, 1957) Blindness does not lead.
to language deficits; however, the b]ind child's language may be
characteristically different in the_eariy years (Landau, 1983;
'Miils; 1983;'Urwin, 1983; Warren, 1977). There is:evidence-of
delaved and eberrant ‘social skills among the 'b]ind (Feweli,
1983). However, the_"way family menbers 'r-elate.to the young
blind child will.have.an important impact on the child's social
| snills and self-concept. - |
Blind persons are“ described -in 'the ,literature. seen on
‘television,'and:ore“encountered in our’communities. Blindness;
'may conjure images and memories of talented mosicianS'or oegging
street~vendors. Stereotypes of certain handicaps influence how

families ‘experience their child's handicap. However, far more
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- formidable in 'influencing the- family's 'reactton is personal -
knowledge of. a blind person.  Knowing that a blind person can
. think, co‘mmunic_ate, and carr; on the process of daily living

independent of others makes blindness appear less devastating

than other handicaps.

L3

Physical 1mpa1rments. A major physical, handicap is cerebral

4

palsy, a disorder of muscle control resulting from brain injury

" during the early stages of development. .The injury is likely-to -

affect seyeral areas of the brair, resu1t1ng in mult1p1e

. handicaps. Between 60 to 70 percent'of'children with cerebral R
palsy are mentally retarded 70° to 86 percent have .1mpa1red '}‘
speech, 50 percent have visual problems, and 35 to 45 percent , |

" have seizures (Healy, 1983). A]though cerebra] palsy may not be '
detectable' in he first few months of ljfe, .most cases - are |

~ diagnosed by 18 months. of age. . | '

Phys1ca]]y impaired children 3 movement act1v1t1es are most

obv1ously affected by their disab111t1es. L1m1ted movement is

likely to affect the -acquisitiun of self care and social -

skills., "The child's inability to move causes others to lower

_their ‘social expectations for the child, making the physical | ‘

disability a handicap. o B S i o ’
It shou]d be noted that many children with “cerebral palsy |

have norma] mental abil’iies, and can progress well in regu]ar

]

Classrooms if accommodations are made to enable them to
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‘participate in the curriculum and  activities. When \\\

Y
N

environmental adaptations are made, thése children are among the:
easiest to 1ntegfate into‘regular clqssrooﬁs.
Other-' physical 1impairments = such .as spina bifida,

hydrocephalus,'and muséﬁ}gr dystrophy occur less fkequently, and a

present entirely different,pboblems.' For example, in muscular
~dystrophy the child, ‘the“»family,‘.and friends often face the"
' chiid's 'grpddal degenefation. - Occupational  therapy ahd ) R
‘counsgling are impoftqnt services to help the child . remain
independent for' a; léng, as possible,_'and to ‘adjuét .to the

condition as abilities fade, :

~ Severity of ‘Impairments ., = | - e

‘The less sertous an impairment, the easier it is for an-

" individual to partitipate in,thé everyday activities with his,gr
her peers.7,More serious’ impairments. often'demqnd specialized
medical, educational, physical, and emotional assistance. The

[
involvement and concern -of families follow a similar course.

Because the sevefﬁty ‘of -an impairment affects the family's
reactions'and'ability to nuture the child, it is appropriate to
examine the impact of the severity of the handicap on the-childA

ana the family..

'Mild .impairments. The mild handicaps are often not detected

as. early in life as more severe and obvious impairments. This
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fact has several implications for the handicapped child and his
or her family. First, because the impairment may not be
‘recognized until. the child enters school, the family will have

| proceeded in their nurturingtmission as though their  child did
not-have special needs. If questions do arise, relatives and
professionals alike are quick to reinforce hypotheses that
involve comparisons to "Uncle Harry" or "all three-yecr -olds“
(Fewell and Gelb, 1983).

Second mild handicaps are more prevalent and consequently,

there are more services available L0 respond to them. For
example, speech C]lnlClanS and reading teachers are ‘common in
most elementary schdols. with_the.thrustjof ?.L:;94-l42, mildly )
handicapped children are. served in 'the}~least - restrictive
environment pOSSlb]e, and for many of them, this ‘is the regular |
classroom with serVices from a resource room, itinerant teacher,
or clinician, The presence of the mild problem may be known to
those children in the child's immediate education env1ronment
'but seldom known to others in the school or neighborhood setting.

" Third, parent reactions to a diagnosis of . a mild handicap

such as a learning disability are varied. Qsman (l979) reported

parents - of children seen_in her diagnostic clinic for learning

.«

disabled children go through emotional stages similar to those

experienced \after a severe loss or death in a “family. - The

ﬂnvariable set;ofnfirst questions can be expected. Osman refers

-
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to a learning disability as "a family affair," suggesting its

widespread effect on all famiiy members. The effects of such'

impairments are often 1imited to situations in which "the child

must respond to predetermined stimbli in set ways. when Tearning

disabled children are able to adapt solutions to their "own .

‘learning style, they are often-;ab]e to compensate for their

prob]ems, and others may be pompletely unaware a probiem-

[ : ,
eX1StS. In ‘the post- school years, mildly handicapped persons

are candidates for JObS that re.,not, stressful, given their
[ . .

limitations, and that match he expectations® of their age .

group. Once’ this oeccurs, pare ts and family members are~often
relieved of the stresses they e perienced while the child was in

- 'the learning environment.

Moderate impairments. Persons with moderate handicaps are_

sometimes perceived as "norm 1," and at other times v1ewed as

”abnormal " -pThe 51tuation 1 - context determines/.both the

. . performance of.'the handicdpped individual as well as  the,

. .
pperceptions of those surrounding the persont As Fewell and Gelb

(1983) have indicated, the. ambiguity of this situation has
implications for - both the handicapped person and for the
family, According to Stonjequist (1937), the marginal person is
" one who may ciaim.membe ship in two wor]ds, but who is not

completely at home in ejther world. At times the person seems

to beiong to the nonhafdicapped world, while at other times the

o
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person is grouped with the severely 1mpa1red This 'dilenma .
creates continual psychological stress, as both the handicapped. )
, person and his or her family must determine how the persons, in'-

—»—wthe—pant+cu1ar env+renment are—perce&v%ng—them, and -then ~choose

how to . adapt to the situation. | Gliedman and Roth (1980)

illustrate the “curse of marginality so poignantly in their

c]assic book, The Unexpected Minoritx, In presenting theustress

- this duality places on the handicapped pehson; they write:.

-

" Lurking behind the decision to ‘'pass' are its .potential

eosts--costs.cht sometimes include the possibility of -bad

- fa?th.. Passing- ﬁequires 'time and energy. ..It requires.

“ingenuity and usually ., subjects the jndividual to

considerable emotional strain; Most of those. who pass

successfu]]y live in constant fear of being found out--e [ AN

the chi]d with a reading d1sabi]1ty, the adult who has spent

time 1n a residentia] 1nst1tution for the m11d1y retarded, -

the eh11d with a chronic illness such as ep11epsy whjch many. .

consider to.be shameful,mthe adult with a cbnceaJab]e defect
or disease that exerts an tnfluence upon his fears that is
out of all propdrtion to able-bodied'jsociety's attitudes
toward the disability. Most crucially of all, passing
undermines the self's sense of authenticity and  genuine

" worth. 1.seem to be a regular .guy or a normal kid. Butis

.,
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thishable-bodied person, this careful -fabrication,(the real
me? And if'] must always dissemble’ to hide my°h?"di,ap,'who';"
is the real me?. Am I leveling with myse]f, or am 1 acting ‘f

- —-ip—bad—faith?- -wPassingn~iswea*wkind—-of"isociair-'white“"m?~

11e'--berfect1y understandable yet -unpredictablez'in thefi.
devastation it may wreak on an 1nd1v1dua1 S ab111ty to know- .
where ~the ‘mask Ieaves off and )ﬁhev true person beg1ns.
Insecurity, . rigfdity,' extrebe conformity, | anc f
overccamaciia%ibn_ of the role one assumes are among the

| occubatjoﬁal hazacds *cf__the -jneividual? who. succesefullyf_

_ passes (p. 85). o

)

o Parents of - moderately 1mpa1red children are 11kew1se faced
'w1th stress resulting from soc1ety S. view of their, child,
Parents will strive to help the1r hand1capped ch11d adapt to the
1mpa1rment and’ to society 's expectations of nonhand1capped'
persons, yet at the same time, they are members of the society
that coﬁdones the hand1capped person 's need for add1t1ona1"
supporé serv1ces.\ In recogn1zing and openly suppOrt1ng the1r

' child, family menbers are frequently viewed as 1f they too are

hand1capped, a concept described by Goffman (1963) a

"courtesy sigma." Turnbu]l and Turnbull (1978), Dar11ng (1983),

and Paul and Beckman-Bell (1981) cite 'many’ examples . of
situations in which parents .are made to feel as though' they too

are part of their child's problem. . ) o
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Severe impairments. Severe handicaps are usually identified

' much ear]igr‘in 11fé0than are mild or nnderéte'handicaps. Many
are recogn%zable at birth. The diagnosisAis always a source of
- gredt ‘sadness, and‘the hurt is felt by all the family, friends,
neiéhbors, indeed, by everyone who knows the :family. 'Roggn
(1955) has . noted that parents react to the birth of a-
handicapped child in a féir]y predictaﬁle' manner, and move
through the following stages of adéptation: awareness of a
~ problem, recognition of the prdb]em; searchffbﬁ a cause; search
for a curé; ana acceptance of the pfdblem. Roos (1963), the
father of a handicapped child, relates thé more 1ndividuél and
intimate emotions parents ‘experience, noting a | loss of
self-esteem, shame, ambivalence, depression, self-sacrifice, and
defen§iveness. While such negative reactions characterize hany‘
of the "earlier studies, it 1sAindeed encouraging to see more
recent studies examin%ng families" positive coping strategies
and reporting the gffectiveness of {ntervention in éignificantry
reducing stress, feelings of inadequacy, guilt, and increasing
se]f-esfeem (Vadas& et al., 1984).

while severe handicaps are initially shocking and a sourée
of ongoing stress, parents can benefit from factual information
~which helps them understand from the beginning what the family

and the chi]d will face. Accurate information reduces ambiguity

and enables parents to begin as ear]yv as possible to plan for

248




-26-

their child's future, as Schell (1981) described, Parents who | '
are thus prepared are less likely to'expekience the cénfusion |
created by the ambiguity of'many mild and'moderatéahandicaps;

It is cﬂear that the -severely handicagped child will need .

services; and will need them throughout his or her 1ifespan, - R

Parents;who accept fhis f;ct can prepare themselves to assume an
advocagj;ﬁrole. Parents of severely l1and1cépped chifdren will
need gb\blan more extensively for their child's future, as it
may Qe clear that independence is simply not_possible for the

child,

" Child's Age and'Predictable Crises

{ : A1l families §hare certain critical experiences as. their P

child grows up. Satir (1972) refers to these as major, natural,
and common steps that create at least temporary anxiety before

readjustment takes place. Wnhen the child grows and develops and

matches the cultural expectations associated with these periods,
fami]x'members experience satisfaction and associated tfeelings : R f
;of“aqtomplishment.' | » N

} Children with handicaps will be slower écéomplishing thesel

'milestohes, however, and some may never achieve them. xAs-the
handicapped child approaches these critical periods, the parents

may experience renewed sorrow and apprehgnsion as they compare

what is with what might have peen. Six events or periods that
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are often stressful for the family with a handicapped child are . : "

———

brief]yj descr ibed, as well' as some of the expectations that
handicapped children fail to meet during these crises periods,

and how the child's development contributes to family 1ife and

health.

Learning About the Handicap | ;
The nature of a handicap has much to do with when parents

learn about their child's hand1cap. When a handicap such as

Down syndrome or Tay Sachs has a genetic Vorigin, .parents are

usually informed within a few days of the child's birth. * -
- Deafness, physical impairments, and language: and 1eaqn1ng' |
.'disabilities ‘are examples of handicaps that may not bé'
- discovered until the child 1s older. The confirmation that

there is a serious and endur1ng prob]em is always a crisis “and

affects all family members.\>The immediate react1ons of sadness,

grief, and disappointment aréxnormal and expected. A]though,as

time . passes, parents 'bégin £0~ understand the meahing- and

implications of the child's handicap, pa1n 11ngers, and feelings

of confusiqn, anxiety, anger, avo1dance,\den1a1 and reject1on

often recur. For some families, this 1ﬁ1tdgl crisis may be

experienced as a time of sharing, support, and commitment from

family members and others.
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Al human infants enter the wor]d in a totally dependent
state. While physically 1mpa1red 1nfants may require some
additional care, their needs are- st111 V1rtua11y the same as
those of nonhandicapped infants. In many ways, this -is the
~ period when the family's care and treatment of their‘handtcapped
child is most normalized, and when society is least likely to
stigmatize or call attention .to the child's differences.
Mothers of handicapped infants' as well as’ mothers ;of
nonhendicapped infants share basic-caretakinglconcerns 1ike how
to prevent diaper ‘rash, what kind of pacifier to provide, or
what kinde of foode to 1ntroduce.- These common concerns' can
“help the mother of the hand1capped child feel less isolated and

apprec1ate the many ways in which her child is 11ke agemates.

Seeking Special Help: 'Early Childhood

- Once childnen can' walk, can feed themselves, are tei]et
trained, can verbally express their needs and fee]ings,-and can |
entertain themselves for brief periods of time, parents
experience relief, and a sense .of satiefaction at having helped
their child achieve these important steps towards independence.
If ‘a child's impairments- are such that these milestones are
coneiderably delayed, it is quite obvious that the caregiving
responsibilities of the family members will be extended in time,

and that increased physical and emotional effort will be
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required to continue thé"caregiving routines. Thé ‘task of
'_ diapering a 3;year7old is simply not as easy as it was when the

child was one year old. The larger. and heavier child requires

more energy’.tb 1ift and carry. The emotional burden is aiso

great: parents anticipate the end of diapers and two o'clock

Ly

bottles, and-when these things don't end, it shatters dreais and
invites questions% about the future. Featherstone (1980)
described this fear: -
© 1 remember, during the early months of Jody's life, the
anguish with which 1 contemplated the distant future.
Jody cried constanfly, not irritable, hungry cries, but:
heartrending shrieks of pain. Vafn efforts to comfort
him filled my nights and days. One evehing when
npthing seemed to. help, I went outside, intending to

escape his misery for a moment, hoping that without me

he might finally fall asleep. Nalking‘ in  summer
darkﬁess, I imagined myself at seventy,.'bent and
wrinkled, hobbling up the stairs to minister to Jody,
now over forty,:but-stili\érying énd-ﬁelpless (p; 19).

AY
\

For many families, a crisié'occurs when they seek, then find

" an agency that can provide their child with early intervention |

services. A crisis may ensue for a number of. reasons: 1)
. .
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parents see older children with the same impairment'and geﬂ\a
glimpse what their child may be like in'a fen years; 2) parents
become aware that the services their:child needs may present e
"financialidrain, or may~reqoire'time commitments or conditiomé
they had not anticipated; 3) parents who begin to share thehr

experiences with other parents may realize they may need to

advocate to get the services their child needs; and 4). parents -

“learn they are expected to be their child's primary teachers as -
well .as caregivers and nurturers. Parents may find/ that
professionals treat them as patients who. need trFatment
(Seligman, 1979; Turnbull and Turnbull, 1978) rather /than as
experts in-their own roles .as careproviders. As pareqts begin
to reaiize what education and therapy. services mean, ahd what a
maJor focus these services will be for their family for the next

21 years, they may_feel helpless and overwhelmed. -

Entrance into Public Schools: 'Middle Childhood | S
 When the handi capped child faiis to fit. into the mainstream

of the traditional educational system and requires special |

'schoo]s'or c]asses,_a separate transportation7system, and a very

special ;curriculum, parents are- again confronted withj theirv

child's differences and can be very sad. By the time the child

- is scinol age, more persons are likely to be aware that the

child . different. Siblings may find this to be a very
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difficult t1me.- As more of their schoolmates 1earn'that they

have a brother or sister who is d1sab1ed, s1b11ngs may acquire
what Goffman (1963) -has. called a "courtesy stigma." ‘They may be
treated as if they, too, are different, eSpecially if :both

children -attend the same sohool. ‘Parents who, are themselves.
high ach1evers and ‘who have h1gh expectations for the1r ch11dren

may have to sign1f1cant1y modify their goals for their .

handicapped child.

The School Years: Adolescence

Al] families exper1ence the series of adJustments parents

.and ch11dren must make as ch11dren leave ch11dhood and ‘enter
adu]thood. As children grow and Iaecome more. capable, parents
must continue the letting go- process and begin to appreciate
their child's growth;fseparateness, and independence. For the
handicapped.'-child, the bOdy:may mature while_the the mental,
| emotional. and social state of the child may lag behind., For
parents. this time may be diff1cu1t as they rea11ze the1r
child's long term and more acute dependency.. '

Adolescence 1s a time when peers have a major 1nfluence on

one another, and hours are spent in the company of. one S

agemates. Peer acceptance is extremely important, as one's self
‘acceptance is shaped by how peers, as well as how parents,

respond. - The visible handicaps can have an . important effect on
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- peer acceptance,  Other factors\ that may infiuence peer
acceptance are peers' previous experience with persons with
simiiar handicaps, and their knowlqege or perceptions of the
impact of the impairment on the individuai First- hand
Aexperience with a handicapped chiid is ‘a major factor in

Y _nonhandicapped chiidren s positive responses to ‘the handicapped_‘
chiid. Peer and" group acceptance is iTportant in this critical
- stage for learning appropriate social sﬁiiis which in turn will

“influence societal ‘acceptance in the years to come. As parents.

“observe their chiid during this period their anxiety about the

future may 1ncrease if their chiid is isoiated and Spends more
time with the famiiy than with friends. ,E §
The Compietion of Pubiic Education: AduithOOd

Pubiic education services, often taken for granted, provide
extremeiy valuable benefits for the famiiy of the handicapped

child. The system helps the child acquire independence and life

sk1lls. ~ It also offers respite’ for ‘the parents during the years

when their handicapped child receives services for 5 to 6 hours

a day. As the end of- the child's public education experience
approaches, famiiies face the crisis of the future. In
‘Chapter ___, Vadasy and Fewell describe th\- anxieties -and
.concerns reported by mothers of deaf-blind ci\iidren as their

children neared the end of eligibility for the s\\ervices they had
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 been receiving sihce. shortly after birth, It. is a .lime for
facing hard questions and making difficult decisions, and it is
usually stres.sful.: In some areas, and. for. some children, the
choices~may be extremely Timited. The child may be unable to
_participate in. the decision making ‘brocek;, again reminding
parents-that'they-must’continue td play a major role in ﬁhe life

'f‘\é , ~ of their child with special needs. . -

The Aging Family

-when a'hand%capped child becomes an adu]t; decisionsAmust be
méde_as to where the person will live, and the level qf:care he
or she will need. These decisions wi]l often determine how the
child will spend his or her adult life, and changes will~be -

relatively few during the ensuing years. The pakents may

continué to make decisions for their:child; or to support the

child although the child may not live with them. When the

“parents caﬁ no Tlonger perform ,thege' roles, ‘another crisis -
occurs: they seek ways to make sﬁre'their child is cared for -

when they have died. .The advice and assistance of .social'

workers and"other family members are extreﬁely.-important in

enabling parents to finally turn over all responsibility for the

child to others. This culminating crisis, when it is resolved
effectively, can result in the parents' feeling of satisfaction

and joy, feelings §imiliar to those ihey experience when'thé%r .

other children,marky or become independent.

R56
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| 'Althoughrfamily structure changes, families continue to be

the _mé,jor support units in the lives -of human beings. Older
menberfs -nutpre yoqnger__menber"s, and as the young mature, the
procesé reverses. Qutside of immediate family units are a host
fbf significant othefs who_also-subport families. When a family
has'a'handicapped child,.éll the actors in this support network
must adapt to the extended needs of -the handicapped member. The
\adaptationg -family members make-‘are often signifiéant, and
individual- destinies =may be determined by ‘the experience.
Fami]y'adaptétibns change As the child matures; the. stress at
various periods may affect family members differently, as much

depends on' the - contributions all family members and, the

environment make to the dynamic interactions of adaptation at a

given point in’ time.
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IMPACT OF THE CHILD ON THE FAMILY.

A child with special needs imposes demands which stress the
family's ability to function effeotively.” The: entj?e family
becomés more vulnerable to the influences, arrangements and

trafsactions of the environment. The child with special needs

can no longer be ‘viewed or""served in 'isolation; the myriad . .°

persons, agencies, and 1nst1tut1ons that touch the\ch11d must be

o inc]uded in a service plan. Hobbs (1980) descr1bed the unit of

service as "not the Chl]d but the child-in-setting," then
—referred to the system’ of service as "...ecological to \mke into
.atcount the 'situational, ‘developmental, the '°transactiona1
character of the demands on a service delivery system" (p
275). To be proact1ve participants in the ecosystem of a oh11d_
with special needs requires an understand1ng of the very complex
and dynamic interactions wi thin the system that:1nf1uence one
another, Before describing the  variables thit are within
family's structure, it is wise to be cognizent of McEwan{s
(f§75) -appreciation of family differences, and Speer's (1970)
reminder of the capacity of our knowledge. David (1979)
summarized McEwan{s,ooncerns: | |

"...each family has its own dynamics of formation,

Ngrowth@ matufation, 'fand dissolution, affected by

numerous - bio]ogical,n psycho]ogica1; i socioCultural,
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i
/ .
econoric, and educationa] variables...not a]] fam11ies

- have ‘

apperFa1n to each family for the whole of its natural

histoky (p. 305). - o

functions n every area and...not - all areas:

Speer  addresses our very' limited- knowledge of what ‘

" constitutes heé]thy family functioning, a warning also warranted

by the professional tendency to focus almost entirely on family

dysfuhcti n, when in truth, many families with hand1cappedz'

‘children cope effectively, and. some consider themse]ves
fortunate in their experience. Speer asserts: _"We know a]most
nothing about ‘the satisfaction, c]oseness; meaning-achievingg

.autonomy, ‘pfob]em-so]ving, communication, change, and basic
re]ationship~organizing procesées ' of exceptionally

we]]-functioning, broadly and deeply 'satisfied, fulfilled
fami]ies"pr. 273-274).- These' admonitions, should ancourage us
to view fa&i]ies in the context of their immediate ecosystem, to

appreciate %he role of each person's histdry,.and to anticipate

the impact:that present interactinons among fami]y‘membéhs will

have on the future well-being of all.

Described in thé sections that follow are family variables
~ that are influenced by ‘a child with specia{¥ needs. In the
remaining chapters of Part I, authors convey, in some detai],

{

the impact of .the handicapped child on immediate and extended
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family members, the persons included in what - Bronfenbrenner -
(1977 i979)' has described as the child's "mierosystem."
Authors in the second part of this book address the impact and
service transactions of persons, agencies, and institutions
within what Bronfenbrenner views as: the three remaining levels .
for analysis ef humaﬁ deveIOpﬁent, the "mesosystem;" the
"exosystem," and the,"mecrosystem." 'These enmeshed'systems_are

comprised in the eomplex ecosystem that must be considered to

plan successful intefventions.ﬁ S o
L - I o
‘ 'Interactions Between Parents and Chi]dren ’
' Before describing family interactions that are inf]uenced by ' ’
! f.one menber's disabilityb an understanding of what constitutes a )
family is needed. In the context ofithis book, a family -refers _ e

to those persons who »prbvide for the  handicapped child's
biological needs and nurture the child's development toward'\
becoming a person, capable of ganticipqting in‘societj to the
fullest extent'possible. | |

\ : . . 1

The 1interactions between a parent and a child are always

unique. Each child's birth is anticipated and dreaged 'abodt.

The bond' between parent and child that begins before birth
strengthens after birth as the dyad members come to know one
another in new ways. Klaus and Kennell (1978) describe the

‘early engaging interactions between parent and child, during

60
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which behaviors such as fondling, kissing, cuddling, and
' proionged ga21ng signai an emerging attachment. . The birth'of an
infant with impairments has an 1mmediate effect on these early

interactions. The‘_ family's dreams and expectations are

threatened by ‘the initial diagnosis. The. .information’ is

Ishocking and is never forgotten. Feeiings of'intense emotionai"

upset are described by parents (Allen -and. Allen,- 1979;

featherstone,‘1980 Murphy, 1981 Turnbull and Turnbuli 1978) .

With time, equilibrium returns, aﬁd the parent and child begin

-

to know one another.

CAN infants coptribute t0 their '°deveiopment _ The

parent, in responding ‘to the infaﬂt is changed by the fant,
and reciprocally, the 1nfant responds to the parent and 'is

“changed by the‘parent Infants wmth impaired systems have a

more difficult time communicating their needs, feeiings,‘,and

states. Thig communication _process can be frustrating‘ for

parents and can result, in 1nappropr1ate responses, to the.@hiid. -

.Learning to communicate effectiveiy with ‘the handicapped chiid

A
will take longer. Parent and chiid may deveiob 2 priVate system,

of communication that is not readily undenstood by,others but

that meets their own special needs:’

s
Y ' s 4 A
. v om
s -
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Impact on Siblings "

Each wnember 6f the family will have to make ‘special
adjustments to the.handicapped child's specié1 needs. Grossman
(1972) conducted the most extensiQe:study of siblings, studying

| 83=college'students who had a retarded brother or sister, and a
matched contro] sample with normal brothers and sisferé.

Grossman's data revealed the following findings: 1) A number of

subjects benefitted from the experiehde, in that they seemed to

be more tolerant, more goal oriented; 2) some subjects were
bitter and felt guilty “about their fee]ings ‘toward their
parenté, and many-feared that they too would bé defective; 3)
parental attitudes an& reactions to the retarded brother or
sister were the strongest sihg]e influence on the normal
“sibling's acceptance; 4) siblings from upper=-income families
experiencedflfewer burdens than siblings from lower-income
families as thgir_ fami]ies did not requirg as much he{p from
‘them in the caregiving role. Graliker, Fishler, and Koch (1962)
reported very positive effects after interviewing adolescents
ages 13-18.  Breslau, Weitzman, énd Messgnge} (1981) also
reported positive reactions, although their findings were mixed;
they found that older female siblings may be more at risk than
younger siblings. Featherstone (1980) reports maqy examples of

mixed reactions., Clearly, many factors interact to determine

sibiings' reactions, with their responsibilities fork the child
‘
262

s




S

P ~40-

being a pervasive element in theiir immediate and long-term
reactions. For more information on sibling interactions and

reactions to handicapped.brothers and sisters; see Chapter _ of

this volume. , | ‘ : -/
l ' . {
|

Impact on Grandparents and Kin
{ o .
It is often Inot appreciated how strongly the birth of a

handicapped bhiﬂd affects grandparents and other - family

relatives. Grandparents oiten ‘experience a dual grief--a

mourning for tmé‘loss of an expected érandchi]d who would carryf"

on the fami]y'tradi;ion, and a sorrow for the lifelong burden
- and reduced opportunities their own child faces in raising the

grandchild. F#rtunate]y, professionals are beginning to realize
|

that grandpari:ts are a potential source of support for

families. Gabel and Kotsch (i981) describe a program designed

\ | E
to help grandpakents and other extended family members éxpress
\

\

their support 1n\productive ways. In their studies of family

\ ,
supports, German ! and Maisto (1982) and Vadasy and Fewell

\

(Chapter ) both'found that gréndparents weré very fimportant
. sources of support fér‘parentg. ;_ o ~
The support of aﬁ aunt, uncle, or another relative can also
&be extreme]y'importanf\to'the hanﬁicapped child and the parents
E(Sche11; 1981). When'}hese relatives don't seem to understand
or enter into a suppor%ive role, their reactions to the child

can be extremely painfu1afor parents (Ferris, 1980).
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Members of ‘the extended family, although at greater remove
from the child, are also ‘affected. Kinship bonds transcend
space and generatigns, and these relationships can be the source
of important social sdpbort"for child rearing tasks; when these
~ family members do notirQSpond-for one reason or another, there

is a void and the family's tasks are more difficult.

Family Roles
Individuals fill a variety of roles, both inside and outside
the family,'and these roles vary across time and conditions.

Shakespeare described it thus:

All thé world's a stage,
And a1l the men and women merely players: -
| They have their exits and their entrances;
Anq one man in his time plays many pa;ts,
His acts being seven ages. (Shakespeare, As You Like It,

11, 7)

L]

In an interview with a father in the SEFAM Project at the
University of Washington, a father was asked the .following

question which explores the issue of role changes for a parent

. of a handicapped child:

264
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Interviewer: When you come to the.class, you have
to assume a lot of the caretéking ~jobs  that -
traditionally have been left to the mother, such as /E \

- feeding and changing diapers. Did you change a lot of
diapers with your (nonhandfc&pped)volder daughter?

Father: No ‘way. I} think it's more the' mom's
role, but it shouldn't bé, it's just the way society.
thinks. But when you have a handicapped child, it can
change your whole outlook on life. It's like, someone

~dropped a curtain in front of you--yoﬁ gotta chénge. )

If you had a normal kid, things would have been

trbmping along, mom would have continued changing the
diapers. When you have a handicapped kid, you gotta

start thinking about new ways to do things--that means

changing diapers and stuff.

This fathéf‘s reaction was instant and to the'point; a clear
indicator that family members will need to provide more support
for one—another and, indeed, take on roles that they had not

'antjcipated. Ofteh, the new roles are added to the traditional
roles which family members are expected to continue as they
mafntain their self-esteem, their integrity as a family, and

their place in the community (Turnbull and Turnbull, 1978).

265
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Vadasy et a].A(1984) investigated the roles df-mother§ and
fathers of 23 young haﬁdicapped children in the SEFAM program
and found evidence of the demands experienced by the parents,
particularly the mothers., The majdrity of the mothers (65
percent) reported they spent over 5 hours daily with their
specia] needs child, while only 27 percent.of'mothers_said_they
spent over § hours daily with the other children in the family.
While there was disagreement between parents as to who wés

" responsible for most _bf the. child care, 61 percent 'of the
fathers. and 57 percent of the mothers agreed that the mothers
‘were responsible for most of the child care. Thirty-five
percent of the fathers, but only 4 percént of the mothers felt

" child care was shafed equally. When these parents were queried
about housework, 39 percent of the fathers, but cnly 13 pefcent
of the mothers said the.hdusework was shared equally.
| Gallagher, Cross, and Scharfman (1981) also investigated
parent role responsibilities in families . with a young
handicapped child. The researchers compared responses ~ from

mothers and fathers on thev Gallagher-Cross Parent Role Sca]e,

For each of the scale's 20 role dimensions, parents indicate who

plays the role in their'family by scoring;items along'a 5-poiht

continuum, ranging from "father alone" to "mother alone." The
! researchers found remarkable agreement between mothers and

fathers as to who performs what roles. The data provide a
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portrait of traditionai family role responsibilities, with the

six roles directly related to child care being carried out

~predominantly by the mother. Further ana]ysis revealed fathers

felt they should participate more in family activities 1nvo]ving

- the handicapped child, and the mothers' responses concurred,

Role demands, particularly those experienced by mothers,

were poignantly conveyed by a mother interviewed'by,winton and

Turnbull (1981). Commenting on her desire for a break'from the

responsibilities of child care ducing school hours, she said:

“A lot of times I get tired of having a role--God, I don't want

to solve that«-I.am paying_you to take him for 3 hours and lady

R

Farber and Lewis (1975) are particu]ar]y sensitive to the.

tendency of educators to 1ose sight of the roie of the parent as
family member, and,to regard the parent as a teacher, failing to
appreciate, in their opinion, what is unique about parents'

roles:  "The .parents are then symbolically rather than

. functionaiiy used." The- authors provide en excellent: example,

$o common in ma.y prog?ams:\ "The parent ey be required to
imitate the classroom teacher in nié or her orientation to ‘the
child..." or "...act as a parapro- fes%ionai;.." (p. 40).
Parents who are used in such a manner are not penﬁitted te

fulfill their primary and unique ro]es "The parent role has

. meaning only as a component in a compiex of famiiy ro]es. In

267
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effect by undermining the special qualities of the parent-chitd
re]ationship, which is a highly personal experience involving
parents and sometimes grandparents, as well as siblings as
significant persons, these programs tnnn the parents into just
another group of school bersonnel, another group of adults

- trying to be helpful" (p. 40)

As we noted earlier, siblings can a]so be asked to take on
'more of a careproviding role. than they would have ord1nar11y.
Older s1sters appear most likely to be asked to assume a greater :
role in .caretaking, a f1nd1ng in stndies by Farber (1959) and-

Grossman (1972), and discussed by Seligman (1983). For many,

£

these extra roles have had'a direct and positivelinfluence on
' their futures, as in the case of this sister of a severely
| handicapped sibling: “"The cnetee of-'a- career then ~became .
obvious to me, - What' better way was there to serve others. than
.to. enter the field iof Specﬁal educatiqn _Where -T could help
people like. my brother lead more fulfilling Tives" *(Helse]s,
1978 P 132). For some, the added respons1b111t1es mean that

the sib11ng must sacrifice-other social, athletic, or school,

_activity in wh1ch the s1b11ng w0u1d otherw1se part1cipate.

Fam11y Time
The time demanded to provida help, support, and care for a

child with severe impairments c¢an amount to an intensive,

Lo
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exhausting, never -ending: 24-hour care routine (Lyon and Preis,
1983), Parents may feel they must give all their time to their
handicapped -child, and may fai] tp take time for themselves}'
Klein (1977) reported that severa] sets of parents of deaf-blind'
children sa1d they had never been ‘on a vacation a]one, and
seldom went out on weekends ﬁecause of the difficulty 1n-finding
‘a babys1tter. _ | |
wh11e many of the time demands originate w1th the ch11d
(e.g., the. extra time it can take to help the child eat, drink,
toilet; travel time to school and community serv1ces), community

agencies can also demand a parent's time, Parents who have the

responsibility for 24-hour care of a child with special-needs |
sometimes need a break; they'may not hant‘td'have to work in the
ch11d's c1assroon| once & week or nore often in some 'cases.
Parents” may not feel comfortab]e admitting these fee11ngs,'

particularly when’ they are first searching for serv1ces. At '

this time, the parent is particular]y vulnerable, and often_

'feels unprepared. for the task of parent1ng ‘the ch11d. Parents_,

often feel great re11ef and grat1tuue when they first . locate ) g
services or a program for their child. Contrary to what they
might have expected, once the parents 1ocate'profeesionals who
apparently have the skills: to help the child the parents may‘
find that the agency profess1onals also want some, of the

‘ . . parents' time. . Caught between their child's needs and their own
P % R [£4 v
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3
desire, and need. for. relief and respite, the parents' often.
succumb to the professional's 'demands 'for' fear of. being
perceived as uhad" parentS"if-they are not willing to.give the
extra time tojthe class. The demands-that parent'participation

programs often make of parents are viewed by Farber and Lewis

(1975) . as "representative of the kind of’ innovation which is

. characteristic of . the ) enterprise model of educational

organization and function," and Horejsi (1979) has commented on

 the higher social and psychological price" that parents’ of .

handicapped chiidren must pay “for 6 hours of reiief during the °

school day. The.benefits of parent participation are often more

clear 'to professionals than _to parents. The practice s

 cost-effective, and if the children do not shqw the heralded

benefits, "the managers have a built-in scapegoat for explaining
fa11ure~-the inabiiity or low motivation of parents to act as
teachers or .tutors to their own chiidren" (p. 39). Thus the

¢

parents who go a]ong with an agency s demands against their own

instincts&'and who fail to ask what alternatives .are available

av find themselves both used and “abused in far-reaching ways.

_While parents' experiences will vary (e.g., Jablow, 1982), 1t

behooves agency perconnel to be sensitive to parents and their

 needs at a given point in time; circumstances will change, and

needs will also. Maybe later a parent will want to be in the .

classropm almost daily, but perhaps not for now.

U
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Family;Finances

lr‘

Responding to a child's special needs w111 be cdstly. Added

expeases are s1mp1y a fact of life, be it a re]atwe]y mmor

¢

“expense like eye glasses, special ,hoes,.or a hedring aid, orf

. _
major expenses that will be experienced across a life span, -such_

as special living - arrangements, special services, or adapt1ve
’ &

equipment fbr movement in the community. It will cost more for

~

famiTies and for. commun1ty agenc1es to .proyide for individua]s
w1th special’ needs.' Commun1ty agencies are accustomed to
providing special services, and‘are‘thus aware of the costs of
adding a new person to tHé{r rolls. sTheir budgets are designed
to absorb the' expenses’, - Families seldom ant101pate these
expenses, and they may be overwhe]med by the costs. The

| financ1a1 .d1ff1cu1t1es of prov1d1ng for the <child's spec1a1

needs are reported- often .(Blackard and Barsch, 1982;

_Christ-Su]iivan, 1976; Dunlap and Hollinsworth, 1977; Morciey,
' ’ L Y . .

1981). VYet families manage to find ways to continue the caring

function. Moroney reminds us that "large numbers of handicapped

children are living with and being cared for, by their

relatives--far more than are in institutions" (p. 194). Yet,

Moroney continues, "we have not developed a netWork of

supportite services for these families" (p. 194). " He (Moroney;

1979) has pointed out that our know]edge of how to 5ubst1tute

and take  over for fam1lies is much more deve]oped than oqr'
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knowlédge of how to support families ég primary caregivers. He
'éngeststhat professidnals view families as needing resources
“to carry pht ;heir'resbpnsibilitigs rather than viewing family

4

members primarily as resources themselves.
Family Relations with Society

Throughout this book, the OMErriding’concern of'authors is
to faciliate understanding and support for families of children
with special needs. &b their chapters, the authors share their

- insights and the insights of others, and they suggest strategies
‘to help families respond to .exceptional néeds._ It is one thing
to work“with the persons within a handicapped child's immeéiate
~and extended fami]y'to plan and provide servicegfandffespond to
" needs; it is more difficuli to identify and tg rally supbort for
 thesc human needs from socie;y at 1arge: It isn't that
“mgociety" doesn't .care. The issue is far more complex. ft
involves §ocia1'poliqy for the handicapped, underlying attitudes
abou£ the “role of the handicapped in socieﬁy,~and assumptions
about family responsibility. Families with Spécia] needs face a-
numbér of obstacles in their efforts to help their handicapped
members fit into society and -to obtain needed resources.. Family

and social vaiues are discussed briefly in this section.
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Many attitudes towards handicapped persons are derived from
historica] references that as51gn handicapped persons to the
roles of heggars, freaks who were ‘placed on public display,
court' jesters whose \uncontrollable ‘movements were.‘regarded as
entertainment for others. Always, handicapped persons were.
cons idered ]iabilities to their families and.society (Lowenfeld,
]981) Even the word "handicapped " derived from "cap in hand,"
conveys a negative image. -

More recent]y,.society has.come to define an impairment as a
medical condition to be "treated." Society provided what became
* known to many‘as'“state:hospitals" or places where persons.with

mental and/or emotional prob]ems‘uere suppnsedly "treated,"_butc
were more offen "uarehoused" for the remainder'of their Tlives.
Recalcitrant children were often .threatened with banishment to
such places, or of causing their parents to succumb to dreadfu]
destinies such as their ‘death. The stigma of the handicapped
person is one of shame and -inferiority (Wright, 1960), which
marks the person”‘asf tainted and discounted (Goffman, 1963).
Such views are not /consistent with normal societal roles of
friend, lover, co-ﬂorker, or autonomous adult. (Gliedman and
Roth, 1.80), and society is re]uctant to change its views.
hile attitudes haVé changed and the handicapped are no longer
ostracized or warehOused the current use of ‘the medical mode] d

in p]anning services often means that we lose sight of the
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person behind the handicap. For many handicapped individuals - e
and their families, the most devastating consequences of 27ing
4 . handicapped are often not the direct physical or mgntal results
of impairmen¥ itseif, but rather the attitudes and reactjons of

‘those who are not handicapped. Georgie Miller (1981} conveys

ucohvincineg her feelings about society'élattitude:

© 1 detest the thought of anyone saying, She's bljnd. It

makés me, madder than anything, becgyée I am not blind.

I'm.visually impaired, or visually handicapped...A lot ‘

of people automatica11y'stgft treating me like a piece

of china, and I detest that. "I am-a person, and I

don'f need to be handled 1ike I'm going tg break. I'vee e,

always'fell;that way (p. 152).° f
The value society places on persons wjﬁh{impa;rmehts.is ales

reflected in whether persons with impairmenté are given entry to

everyday rolgg and\qstivities, or are kept!;t a distance. Thiso

teﬁdency to distance ourselves from ﬁhé_  handicapped is

i]lustrated in our answers to questions squ‘as Would you_rather'

be deaf, or blind, etc. The less obvious an impairment, the

more socially acceptable it is. Moderately handicapped persons ' //

can often. fit into both the nondisabled world, and the world of

the handicapped. Yet, the ambiguity of moderate conditions. is S

)
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'3“ ’ -

it may also be a stigma that will do far “greater damage to. the

person's ‘self concept, ', " -j‘v

fa11s to consider serv1ces the family needs to function.

Fortunate]y,-professjona]s are beginning to recognize'the irony

L

deinstitutionalization and commun1ty p]acement. Ife fam1]1es are
Aﬂ’to provide care, they must be supported in their efforts.

¢« . The fam1ly S ro]e is made easier when members receive

B and soc1a1 support for their efforts. These latter intangible
) _supports, which provide 1mportant psychological bengfits to
ifem111es, depend qpon socia] att1tudes towards the handicapped.

Mertha Jablow (1982), a mother of a’ hand1capped daughter,
understands why-persons “squirm, fidgit and change the subject"

o (p. 172) when.retardation is'mentioheu. She pinpoints the fear
that prevents many from see1ng $he person beh1nd the handicap.

In her en11ghten1ng and mov1ng book Cara, she also expresses

hope for change with future generations:

A
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itself a parédox- it permits one to part1c1pate in society at .
, Certain times ,and under sone conditions; at _other t1me§ and -
under d1fferent,cond1t1ons, the person 1s leear]y excluded. So |

that, while the label may befa;usefpl tool to obtain'servioes;

~«finally, another problem with relying upon a d1agnost1c "

1abe1 to prov1de services for the hand1capped person is that it

. of this sftuatfon in" light' of' social policies which stress

. appropriate econom1c supports and services, as wel] as emotional

Yy

It
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I understand thib discomfort. 1 have felt it myself.
whileswéiting for a frain, I was approached by a young
man who sat, down next td me and began a conversation
about his friend who worked in a pet store. The young
man was clearly retafded, his speech understandable but
repetitious. I/Qould just as soon have been somewhere
else, - Bdt I thought of Cafa and hoped that a stranger
at a train station would be a patient, cordial- listener

if she initiated a chat. I recognized -in my first

reaction to this young man the unease that causes many
people to fear the retarded. And I wondered how much
of that fear is at the root of mahy people's reticence
to integrate the retarded into -their “Fommunities and
schools.  Until - future generations Dbecome more
accepting of their brothers and sjsters wifh handicaps,

uneasiness about the'subject will continue (p. 172).
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"They Became a Substitute Family":

The Effect of Professionals on the Family of a Handicapped Child
Kathleen Tooley Moeller

-

OUR FAMILY'S INITIAL EXPERIENCES - o

k% . <

1 am a parent. Anyone who has ever approached parenthood
knbws well the antiqipation and small fears that cross your mind
as you await the birth of your child, I fu]]& expected that my °
third child would be born beautiful and healthy, and would have
just as briiliant a future as our first two sons. ~The very,
@orst; I ever expected from my' third pregnancy was the
disappointment fhat I would have anofher son rather than the
daughter we dr;amed of having. |

Our'child was born beautiful and healthy, with ten fingers

and ten toes. Nothing was missing, including the _magic that

3

disp]iced whatever - disappointment I had that he was ‘another
boy. I was soon shocked, however to learn that our géeminglf
normal, healthy, beautiful child, because of an extra
" chromosome, "number 21, "was a]so a statistic--one child out of
750 who is born with Down syndrome. Our precious baby had not
been in this wqr]d but 5 hours when this shattering news wés

delivered by a genetic specialist, a person who to this day I

would not recognize if she stood face to face with me. When I.
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received ‘the news, I secretﬁy prayed that the genetic specialist
would be a victim of human erroe: Even when she .announced. the
diagnosis, 1 insisted that she explain to me just how SURE she
was. She explained ‘that based on her expertise, she. was 98 : o
percent certain of her initial diagnosis. I clung desperataly
to that small 2 percent of uncertainty, but somehow in my heart
felt a loss, bé'cause I"knev&:_.she was right. The Jjoy we f'elt'
briefly as new parents was $tolen away by ‘a pers_brt who never
even bothered to introduce herself to us by name. My 1ife, my
husband's’ life, our marriage, and the lives of our children
gou]d never be the same again. From the moment we received the
eiagnosis, we would never be a "normal" family.

Once we received the chromosome test results . that confirmed’
our 11tt1e Matthew did have Down syndrome, tr1? y 21, there was

no. 1onger a shred of hope that the doctori c,ould possibly be

mistaken. Our 1nst1ncts then_ drew us together as, a fam11y.
Stranée doctors, 1nc1ud1ng the nameless genetic specialists,
outsiders to our tami1y, had just given us the most brutallhews
possib]e,'wounding our fami]y.in the most intimate way; To us,
their clinical language and impersonal talk of statistics were
weapons that tereatened an innoceht baby~--more importantly, our”
precious baby: We huddled together to protect oursetves against'

the intense pain and grief we were experiencing.
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It's difficu]tw to give a time or date. when the hurting
stopped, but in its p]ace came an enormous strength " The pain
rem1nds me of a chronic badoback. You never know when it's
going.to f]are up -and suprise you, and remind you how vulnerable
you stilT are. | believe inside all parents there resides a |
“strength that is borne out of love for their child. ' The more we
got to knbw our son and become knowledgeable on his disability,
‘the more the pain eased. When we fell in loye wﬁth him, we came
to the realization that no matter‘What, we wou]d survive,'and
then the pain all but disappeaged The grief we felt  for the |
loss of the perfect baby we wanted diminished as ‘we rea11zed
that Matthew was our real ch11d and we ceased to compare him to
the_1mag1nary ch11d we thought woo]d be born to us. The pa1n
returns occasiona]]y, but once'oaﬁénts come to ternstwith'their
’ “child's d1sab111ty, they ‘take the f1rst step in ‘the process of
| putt1ng their lives back in the1r own contro] Each time the
pain ‘brings on. the fam111ar feelings’ of sadness, fear, and
doubt, we as parentS‘draw on our most potent reserves, the love .
~ we feel for our child. | | |

Our next step in protecting ourselves from further pain was
to become informed on our child's disability. This information
not only protected us from the fear and confusion we experienced
in Odr encounters with medjcal professﬁonals, but ‘it also made

us feel a sense of control. We read everything possible on the
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.eubj_ect. | We prepared ours”elves with i-h.formatioh on the very
best we couad expect for’ our- son's life, and the very worst. As
we “broke the news to frf_iehds and family, we felt we had B
suffici"ent information to answer any and all of their.,questiohs.

Th the time just after we received the diagnoaSis, we tried .
to use s_pecia]- fami]y members and very close friends as -a
5upport‘systemto alleviate our painful grieving. We e>‘<pected
that our-pain__wou]d' d’imihis‘h as we'shar'ed_ pdr ‘grief with 1ov»ed

ones--that their strength ‘and love would ease our burden. we'

were, however, fr'ustrated‘ when this-. sharing ,did not ease the
pain. In fact, the more we talked to‘famﬂy and friends who
- were close to us, the more we tended ‘to take on their shock ,‘
pein, and upset at our situation. We 'were, as »'we soon
discovered. creating a vicioue circ]e of -grief! - Their Vpatn
. added to our® pain, and as a ’-sult, our entire “ﬁgmﬂy f]oudered ,
.emot1onaHy. We needed to step outS1de this vicwus circle we '
had unknowingly created and draw some strength and gmdance from
others who were not caught up in the emotional- experience of

Matthew's birth.

. It was difficult and discouraging to come to the conclusion

that we could not find the -freedom from our intense emotional

pain from the people we loved and trusted most, inc]udin“g each
other. We Mew we needed support from others who had been where b2,
we were now, gropmg for bits and p1eces of information that

l '
somehow'enabled them to survive,
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The ﬁrofessiona& and Pérént Support Netwd}ks

At this p?int we were fortunate to behput in contact with a
variety of professionals who, as”it turned put, would inf]uenﬁe
eyery aspec; of our chi]d'§ ﬁife as well as ouf own reactions
and ability to help Matthew, As these experts slow]} entered
his life and the lives of everyone in the fami]yjﬂwe began to
absorb their hope,_their honesty, and fheir encburagehent, and
to regain our strength as a family. | |

The doctors with whom we had been in:cont&ct when M;tthey.
was,stii] in the hospital led us to be]ieve'phgt wé should feel
Tucky that people with Downvsyndrome now have lifespans that are
a]most_ as long .aS‘ normal, and that the} .ake no longer beiﬁg
instiédtiona]ized. ;Lucky“ was ‘no; how ;0ur family '?elt,
howevek, during those first few days in the hospital. We were
soon fortunate to meet a very kind.nurse from the hbspitai'who
referred us to a parent-to-parent "support group. The g%amiiy
uoordinﬂtoé and head of the group, Ann, called me, and before
long, seemingly worked miracles. She had a grownl child with
Down syndrome who was actually 1living fdn' her own! This
wonderful woman gave.me tangib]e'infdrm;tion, and I clung to her:
every word. .Anh,helped me understanq our“child's disability in

ways books could never relate. 1 learned that my child could

learn almost anything if someone took the time and patience'to

-
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teach him. He would be able to attend regular 'schodls. .11‘ke-my
other two ~hildren, and get appropriate schoo] éervices. in a
"Special education program, I"'glan'oed down ;a'tdmy tiny sleeping
b-aby knowing he too would one day wa\(e'gc‘;bvdt;ye' to me, 1unch‘pa1'1_
.in hand, while climbing on board a big yel;low' schoolbus. That
knowledge somehow seemed so important to.rﬁe that I cried fea"rs
of sheer relief, Thi/sv .:_Sther mother- had convinced me that our
famih];y, could look forward to 1fving a full, happy life with our
) hand'i.cvap.;-)éd chi]d. [ 1isfened eagerly as Ann went on to feH me
that her daughter even 'kept track, of hér own checking account,
and Ann said she: knew of'a- few- adults with Down s yndrome , who |
' actlxa].]y had their driver§ licenses! I have aoterribl‘e’time
with.my checking .ac'coun't, and_.had '.just recently had to retake my"
____drivervw'_s‘ test. Ann gave me hope and the_strength to face the -
world. We shared a certain common bond, 'becaus_e_' she knew
without a doubt exactly the feelings 1 was experiencing. [ was
one of over a hundred mothers with a .disabied child that she had
}:oun“seléd, but because'o.f her understanding, ‘my family‘ and [
will always have a Speci;a] place for her in our hearts. She
helped us to feel hope, and a]thbugh we reah’zed it was ' 'just the
'beginning, we saw that we would be able o survive.

Ann ‘also put my husband in touch with the '_‘1ea,der of a
wonderful program designed just~ for | fathers and ' their

handicapped children. The man to whom my husband spoke was a
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teacher of handicapped toddlers, and also the 'parent of a

preschooler with Down syndrome. Througﬁ'this program my husband

" also began to feel the f1rst of many fee11ngs of solace. This

fathers program offered a series of informative 1ecture< dea11ng.u

o

w1th every aspect of our ch1Jd S 11fe, from 1nfancy_ to

. adulthood,, The Tlectures provided unformat1on on med1ca1 and

°'1ega1 - issues, and sibfing and- fam11y problems. The fathers

1earned how to* offer: emot1ona1 ‘'sustenance to the immediate

family, as well as- to help extended fam11y members adJust to the

. handicapped child. My husband speaks very h1gh1y of the two men

who run the program, and feels a certa1n unspoken intimacy and
sense of gratwtude towards these men, whom he feels put him back

a4 i

in touch with reaiity. : .

I feel a lot more relaxed about fhe 1ove 1 feel for- my
son. - I rea11ze now that the whole fam11y does not have
to sacrifice - their lives for the 4sake° of the
handicapped . child., Having a lfather who 'has a
handicapped cnjld head the fathers program definitely

gives the-proqram credibility. He knows: how I feel’

Qur Child's Infant Program

When Matthew was an. infant, we enrolled him in an early .
intervention program in ‘a university setting where he.was seen

by & -special education teacher, as well ,as a physical




therapist. This marked the beginning of our relationship.with a

_great many professionals who would enter our lives, through their

involveément with our son.

When 1 placed Matthew into a strange woman's arms on his

first day in the infant poogram, I was quite unsure of what she

~hoped ‘to accomplish with my 4-week<old baby. I watched heér ‘as

she checked his reflexes and cqnferred with the therapist. She

cooed softly to him, and smiled proudly when he accomplished -

certain tasks, sucn as fol]owingran object?with his eyes.' [ had
~no idea thaﬁ’ first day of what 'tneir'°expeCtations .Wene for
~ Matthew and myself; all I knew was that I began to fee] safe in
their presence. I trusted thenm, and I sensed .rom the start
fhat'.instead_ of fhe negative - and cr1t1caL tone of our

conversations with doctors, their- observations and comments

seemed. to have a more positive note. In those first few weeks,

I was mesmerized as I watched the teacher and the therapist.

They would hug my baby and'praise him w{tﬁ sweet baby ta]k’afte?'

a "workout;" As the weeks and months passed, I sensed my baby' s

“growing attachment to his teacher, and his response to” her ‘

Al

obvious de11ght whenever. he "accomplished -a new feat. I, too,
unconsciously formed my own attachment to her. 1 began to share
with her small anecdotes about his cute or funny-behaviors at

home, my feelings abouir his handicap, _problems with. his

IS
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brothers! reactions to a new baby -- even confiding to her the

new-found closeness I was experiencing in oyr marriage since

Matthew's birth.

b

[ soon found myse]f 1ooking forward to the sessions with the

teacher and phys1ca] therapi~t. I felt I ffnalTy.found a place

‘where my chiTd and I cou]d rea]]y feel safe. Other mothers to -

whom I spoke shared the sawge feelings, and as.one_mother put it:

L 4

‘ L A
I found myse]f fee11ng proud of my ch11d Her teacher‘

>

was so thrilled to hear of everyth1ng she did-at home,
- and was aTmost. as de]ighted to learn of her first:
‘4tting . up as we were! We called and told her before
we €ven to]d the grandparents, we felt she had a right
to be one of the first to know. | "

~ . o

These sessions were a-pJace whére my child was not judged on

~

what he could not do, but rather on. what he cou]d ~and would
eventua]]y-be able to do. It was clear that we were all work1ng

together to make him the very best person he cou]d possibly be.
.

When' I later asked the infant téacher how she was able to make

new parents,, who were often quite devastated and still in shock’
o

feel so positive about their°child, she replied:

I'd

¢
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In the very begxnn1ng, I realized that I am that baby s

S L)

deal of pain. So I keep stressing pos1t1ve,statements

about the t)aby, as a way -of comforting the parents.

a L ~

" Every baby has potent1a1 and 1t s 1mportant for

1

parents to know that right away.

3

Professionals who work with tami]ies in the early months of the

ch11d s life can have { profound influence on parents. Aftmother

~may héar the f1rst hopefu] words about her child from the

teacher'on,therapist. And those @9rds and assurances can become
the basis of strong’ attacaments, acknowledged _or unrealized,

between parents and'program staff;
PARENT AND PROFESSIONAL ROLES AND RELATIONS

The F1rst Parent-Professional Re]at1onsh1p ‘

The schoo] terms went by, and my child was soon assigned to
a new-teacher and a new therapist. I guess I was emot1ona11/
unprepared for this change, because I felt devastated and bitter:
that these people who had spent so much time w1th eur~baby, as
well as w1th us, could desert us. I def1n1te]y felt an
emotional void in my life, and 1 could see Matthew was confused

as to the whereabouts of his -0ld friends. - It was difficult to
. .. ‘0 B

-
L]
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remeqber that "these people did not drop out of the heavens into . 5

our lives only, but rather were trained to do .a certain job.

“When they had finished theirgwork. they would refer my*child to

™~

,the next set_’éf professioﬁéis who would ameet hig changing

' ,%éeds.t-lt'wéé'equally hard to»k?ep in mind that these people

“ HWbrked,not only with my child,. but with-a qoien or so bhbfes a
week.. I had a conversatidn with one mother and I'was réiievéd
to hear her say -oqt' lToud the same fée]ings I had secretly

. R .
" \

- harbored.

. . . - . .
‘j o i had to éh}nge my aiughter's.therapy session because
c)“she had begn &iﬁk; so I énded up coming on'a different . P T
day than‘usﬁal. I waikeq in the Foom and Was so taken
aback to see hef.(tgacher)AWith another infant;, holding o k
and talking ‘to him‘jﬁst”aé shq,didéﬁy childld, I wﬁL - 1
'crushe'd.t‘ I thought we were .her _fa;{drités == T was

. actually jealous.

Evéry mother I interviewed, Qﬁen asked, ‘expréssédA tﬁg, séme ‘
feeking. We all had attached durse]ves so steadfastly to thés@‘
first teachers and tﬁgrapists that it was diffjcult tp realize
‘they could have similiar feelings for all- the babies they Saw.
As one of the mothers interviewed by Winton and_Turnpdll (1931)

has described, -they became a substitute family, for usy ahd we

: | 3t1 -
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felt as posse551ve about thenr neT’t}onships with our 1ndiv1dua1 N
. “children as we: would fee]ﬂif an aunt ‘or uncle took on a strange'
ch11d and- showed the ,ame love and affe tion they haﬂ shown for
_their nieces and' nephiews. My son's . first teacher, "who
understood the importance of the‘ebild‘stirst.teacher in the
.. parents’ lives, has made a faw ground -rules for her student

teachers to protect everyone's feelings. »
, .

I infist student. teachers work in the classroom for at
‘Teast two quarters becauae thé trans1t1on for parents,
'to have ' teachers switched more often, is just too
difficult for them -emotionally. | : , .
This emotional attachment is also a two-way street: teachers and
therapists also become emotionally invo]vedlwith the; children,

L3

and sometimes much more than they anticipate.

I used to worry late into the night about a particular
baby I was working with, or a family that [ felt wasn't

coping well. I'd become preoccupied w1th the emotional

‘well-being of everyone concerned with that baby.' I'
soon - found that I, didn't have a 1ife. outside of my . ,l
job. I had to draw the line in order to eurvive as a |
person. . .1t was a painfulx learning. experience, not /

something they taught.us in schdo1. E ¢




.. S ‘
I have tried to reflect back to the, time of my son's infant
program, and reoonstruct how this atteohment_between perent and«
teacher - formed I remember ny first year -in the eariy
. '1ntervention program; whtle the teacher would be working with : \
my*child 1 would talk to her and ramble on and on about one .
thing or another con%erning my son S disab111ty, mostly about‘
o how we, as 2 family, were or were not adjusting. I remember
that she used to glance’ up at me occasionally and nod her head
-to let me know she was ltstening, but rarety, if'ever, did she
reply. She told me much 1later that ‘she felt -that “if she
repondeo to.my personal concerns, she would have jeopardized the
quality of our parent-teacher relationship, caosing 1t to,hecome '
| ah. emotionally dependent one, and further, one that she did not

f
fee] she was tra1ned or prepared to hand]e. Look1ng back on the

‘ a "‘% . ,n/
' " situation now, I remember that I felt- grateful she was such a

good Tistener, and I s1mp1y thought that she was Jjust a very

AR

qu1et person. I now know why she was so quiet. . ¢t

¢

The Quality of the Parent-Professional Relationship

SR [" have sooken" to a variety of fami]ﬁes of handicapped’

' children, all of whom have known professionals who' have played

k; an important part in their lives.and the‘life of their child.
. These people include doctors, teachers, physical therapists,

. \ )
i ’

speech ' therapists, ,occypational - therapists, communicdtion
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disorders _gﬁgcialists, nurses, lawyers, and administrators of
the program§ that eventually mainstream our children iqxo the
world., The families spoke ofothese people with varying dégrees- R
of Tike and dislike: their judgments, however, seemed to be
based on the professipnals' emotional - reSponse. to their

handicapped child. . . L

I felt she (the teacher) was a very knowledgeable and
highly trained 'individua] as fér as her proféssion
went, but we made the decision to change téachers'
because we didn't feel she was sensitive to our child.

She should have held him and talked to him more

lovingly -- after all he's'just a baby. He often cried

-after she worked with him. I thought her manner with

him was rather brusque.

The quaiity of the parént-professiona] re]étionship is one of
crucial  importance. . Parents_"have need for ° technical
information, for skiAﬂ“ training, for' couﬁseljng and support
sefvices so that the handicappéd chi]d; as wel{ as the family,
can live as normal a lifestyle as possible. This learning
process is one that cannot be accomplished solely by reading

books“(wha% parenting skills can?), nor can books«provfde the

304 .
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confidence parents need to feel comfortable making important
decisions for their child. This is where prqfeszanalg can help
" the family by sharing their knowledge and experiénte; |
The ‘profesajonals” who are 1in constant touch with the
handicanped chila must develop & rapport with parents that is
based on trust anaagenuine caring. Guilt is, unfortunately, .a
burden almost all parents carry around wi%h-themvin_oné form or .
.another, and" parents . of nandicappéd ;children are even more -
‘Tikely to: axperience it.- Ne' ask ourselves: "Am I doing .
enougn?"' "Sh0u1d I spend more time with nﬁm?“ \“Am I expecting
tooamuch?" and of c0urse, "Are my expectations too low?" ;we
fee] at times that we are too preoccup1ed nith our handicapped
gnila,- and then turn around and feel thatukneré not worr1ed
enough: - It s a difficult job being a parent, espec1a11y one

with a child w1th special needs. : o | ; N

. When we get together in parent meetings, or when some ofathe

parents are obseﬁving their children at school, we all go.

through the fpeTings that I've just described. At those times,
" the parents who are feeling partiaularly up ‘seem to be of great
help to those that are down. The groub éxhibits sort of a
see-saw syndrome! ﬁWe did discover, however, that the message we

were always passing‘ to one another was to take care ofA
ourselvos, learn to be 'a little selfish, and cherish our

spouses, to make t1me for the th1ngs we want to do instead of

(S
]
o
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the things'we\feei we have to do. MWe never absorb the advice -
all at once, but keep passing -it around to whoever needs it the.
most. A couple who iwere more guilt-ridden than most of wus
experienced the most pesdtive "’effeets of our group's

encouragements.

We went on vacation and after a lot ‘of agonizing, left
the girls with my parents. In that one week alone with

my husband, we shed all the negative feelings we'd been

harboring, -and realized life was to be enjoyed! Our
handicapped child was deing the very best possible. We
reajized that es-parents-that was the u]tjmate goal.We
could hope for -- in any of our children! We finally
" quit looking at life so seriously. It was a wonderful

burden to shrug offs:

Professionals who are sensitive to these parental fee]ings-».
can offer the parents guidelines to help them evaluate their °
level of involvement with their child. When parents reflect upon

their exper1ences with professionals, the first- thought that

often comes to mind is the quality of ‘their re]at1onsh1p with

the profe5510na1 and their fee11ng of being respected The’
sensit1ve profe551onal respects the dignity and 1ntegraty of .the
parent's role, and regards the parent's 1nput about the child as

unique, useful, and worthy of respect.
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When  the relationship between parent and professional

' f]durishes,_.it is one of the most rewarding and satisfying

ki

re]3%1°"5h19§ﬂ§_9959ﬂ3_§991§mhaYQLMNQng;Ibmilymlmjhteryiewed_is,ﬁﬁ
so devoted to their éhild's_physica} therapiﬁt that she is often
a dinner guest in their‘hbme. Their opinion of her is strongly

- influenced by the the;apist‘s attdchment\tO-Qheir child.

L

i 1ike "her very mJéh. 1'fe1t that $§ thg first months
she was undergoing some -transdtioﬁ§\ in her persoﬁél
life, and shé often seemed djsorganized and COhfused,
But as soon.as.she he]d'my baby, éhe was able fo get
her to do anything! 1 feel she was as gttached to my
baby as an aunt would be...I'knew she cared'peep]y,gand
I just felt confident that she woul&~eyentua11y get her
act together. o o

‘Parent and Professional Expertise ~
Next to the parent;: the ‘teacher is probably the most
important person in a child's life, The parents view .thg
teacher as the "expert," looking- to the teacher for direction,
) ] ,

information, and assurance. The relationship is one of

heartfelt intensity. The_teacﬁer must maintain an open, honest

relationship with both parent and child. The teacher's. impact’

and respongibility is indeed profound, but teachers should also

¢
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keep in mind that they have much to learn from the oarents. The
parent fis the best asset a teacher could have in understand1ng

and he]ping a hand1capped "child, and unfortunate]y the least Coe

used. | ' | £§; o . : ‘\\\\\\ »
I argued W1th the teacher until I was so frustrated I
wanted to ¢cry. My son was being placed in ‘a program
fwith other children, who were academically. too advanced
for him. I couldn't nake this teacher understand:how-.
.far°my son had come emotionally and mentally since the
prev1ous year. He is supposed to be a special

\

education teacher, but he argued state fund1ng with me - o "f

wh11e I was Just trying_to tell him. that T1mmy needed“

more time before he'was ready for this program.

Professi'onals tend to take on an authoritati_v,e role in _t_he.h‘fe of the

—fam Ty -with—a ~handicapped—chi - {tf—is—- -onty- -n=a-tura-}'-—that-éwef:parents-—ﬂ/-;'rew--
profess1ona1s as experts, and naturally we assume they know what programs are
_ best for our ch11d The parents tend to feel somewhat helpless and in. awe of

the profess1ona]s they come in contact w1th, especial]y during the first ear]y j
years. The parent is often re]uctant to argue or d1sagree ~1th the _
profess1ona1s. fear1ng that the child's program or special services m1ght be 4
Jeopardized. This of course is not the, case. “and parents need to understand.

this. - Professionals also need to keep in mind that parents are most
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understanding of thejr child's needs, and to let parents know they value their

unique insights.  As one mother of a blind child has described her feelings:

about her - son's nursery-school"teacher who acknowledged . the parents'

contributions:

They restored oor parental expertise by consulting us . B
about how we handled spec1f1c situations in the home Vh‘ ‘
thatmnere problems in the c]assroom._ Ihey made a po1nt. o
“of telling us when we were doing something right...We.

- were finally given the chance to pu11 together :as .a

family, to begin to heal (Stotland, 1984, p.73). ‘"

One of the profess1ona1's most important reSpons1b111t1es is

to provide direction. There may be a diffdrence of opinion. as

to the_serVices required for the child. ,The_serv1ces that areeh; - .

availabie to the parent may not all be equa]ly effective or.
successful. Parents are often referred to var1ous sources. for ' _*§\ |
answers, and they must determine how to best select the services

that are ava1.able to them, wh11e parents have the1r 1nd1v1dua1

‘means of adJust1ng to life w1th a hand1capped ch11d they all - "

“child's: needs “WII] be overwhelmingly grateful to a helpful

have one thing in common: they share this struggle g% trying to
find the most appropriate serv1ces for their special needs

child. Parents who have exper1enced a lackR of response to their
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: professiona] -Parents' vulnerability to inadequate information

and supports is reduced by the formation of parent advocacy
groups, and 1ncreased pub11c awareness of their needs; however,

the struggle for parents 1s hardly oveir. Persons in the legal,

medical, and educ tiona]s professions must remember their

1nf1uence on the 11ves of parents of handicapped children and do. =

whatever they can to support parents in their unique ro]e. .

: Keep1ng Parent Needs in M1nd

.

' needs more time, more energy, more pat1ence, and more money thdn .

The parents of a hand1capped child exper1ence many of the

same feelings as.parents of "normal" children, while at the same

time they cope with the overwhelming parenting demands imposed

on them by a chi]d who has- special neéds. A handicapped child ’

a r1orma] child. Often these parents g1ve more of themselves,

and get Jess for the1r.parent egos in return.. It is vital that

>

teachers and therap1sts keep this in mind when prescribing

)

N

.\.

hd 3

exercises or extra tasks for the parent to-practice ‘at horfe.

-One parent expressed her frustrat1ons this way:

A
Q

I‘have three children at home, all preschool age, and
my youngest is hand1capped It takes all the physical
energy I have to cope. I was supposed to work on his

~.fine motor skills at home for an hour each day between
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therapy sessions. I felt so inadequate that I didn't
have .the nerve to tell the teacher I couldn't even

begin to find the'extra time.

Teeooers and therapists are sometimes so caught up 'in‘ thefrAn
“enthus iasm to put 2 new theory fnto action that rhey don't stop
and think about the add1t1ona1 “demands they are placing on a
- family that 15 already strugg]1ng to cope.. One fairly outspoken
mother’finolly could no longer stand the pressure ‘of having to
» work with her child so often at home; she felt her life was

revolving entirely too much around her  handicapped child; while

the other family members also needed more of her available time.

3

4 o |
I can't 501Ve all his physical prob]ems:" I feel like

'7' te111ng the teécher, "You know the job, you're the
' expert - you make it work:" I get tired of try1ng to ) - K

be so many. d1fferent peop]e and be good at a]l of

_them...W1fe, mo ther, spec1a1 mother, emp]oyee. I can't - "};*“"W**
make it all work, and I don't pretend to know how. [

N o . )
" feel like a lot should get done in the three hours she

(the teacher) has him, I expect her to make my-life

easier, not harder.
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- The parents to whom I spoke said that they preferred that their
¢ , involvement with  their -child's teacher be informal and
'.g-ive-and-take*'in nature.’ They felt that the teacher S role was

more properly that .of dec1s1on maker for their chUd'

educational 'heeds.j‘Mhﬂe““the"'parents. fe1t' ve'f"y"str_ongly“:‘\that"'° .
.they wan_ted to have” ihput concerning their ‘child_'s_ program“"\‘and
“that their information should not be taken tht]y,’they" felt
that educators 'should finally. determme the goals, obJectwés,

-and methods of 1ns+ruct1on for the1r chﬂd On the other hand,

'_parents preferred to have total control in dec1d1ng what t_ypes*‘}
:.'of records should be -kept, what medical services should be |
_provided, and when the child shoeld be transferred to another .
- school, For the mos ¢ part there is a Jmnt respons1b1hty for

decisions affectmg the child, “with teachers and parents.

contmbutmg more or 1ess,_accord1ng to the1r expert1se. There
is of caurse, a questwn. as to whether. active and joint decision
making, on the part orv parents and educators is a realistic

— ... .EXpe ,Qt_at orf_when ggphed to all parents. .

Keeping the linés of communicatwn opeh between pei‘ren‘ts, and
professionals is of course"e‘ssentia_h bdth‘f_oh the success' of
the child'é progra‘m and the parent=profess fonal pqrtnership.
When working w1:th a child, professionals have to keep linx mind-
the expectations parents have for "their child.  These

expectations can help the professional decide. upon a program *
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. that_ié best suited to all three invo]ved:_pareni,'professiona].
and child. I asked parents to share what they thought were the
J'bgst questions that professionals had asked them, or questions

that they wish had been asked, .and theffolldwing is a result.

‘“Ouestions s1m11ar to these were presented to ‘parents prior to an .

IEP meet1ng in a study done by Goldstein and Turnbull (1982). »

"Wt skills do  you “think your child should be \
performing? o h .
Are there problems at home (beﬁavioral. physicai,« “
verbal) that can be helped by work at schooi?” = - 4
~ What kinds of a 5iscipline_and rewar&s have you found |
to be effectfve?: | _ : e .
How does your child best use his social skilis at home .

with friends and neighborhood children?

Does your child have ény problems dealing with other

'peer groups?
what\ do you fee] are your child' s strengths and
wgaknesses?

*- These kinds of questions“enéoukage parents to share the kind of
information teachers do not have access to about the’ child's

ppme 1ife, and to share insights that parents- gain in their

. . o
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unique relationship with their child. Professionals ~who ask

these questions also acknowledge the‘parents' expertise and help
parents become aware of their 'poténtia] to contribute to their
. ‘ { - . .

- ¢child's sch_.do] _program.

Father-Professienal Relations | -
'.F'athe.rs, as-‘we'H as _fno_ther§, respond ,emotionally to the
pr.ofessibnéls.who‘work with the young child and the ‘fémily.: I
had é\\\)ery en]ighteniné interview with the father of a toddler
with Db‘_tvri_syndrdme who had Jjust recently re_cévered frorp open.

heart surgery. Hé, too, ‘relate'd the strong feelings he had

.towards the profes§ijonals he had come in -contact with in his

child's Tlife. - .His . first. contact . was w'ith‘ his: child's
pgdiatrician when he 1earne;l of’ his gaug'hter's disability. |

.0
-

I felt like an o'utsider..e I remember ‘the doctor came
%nto the room and Tooked .right at ‘my wife a’d to]d‘hér

i -t_:h_at__“ii_t_:»haqh_.b_e_gn confirmed by the éenetic‘specia]iét_
_'thét Peg]a'had Down sy'n__dro;ne. I \:ias devastatgd. I

love my daughter lf:oo. The worst part of it was that

~ the doctor only. managed to catch my'glance as he left

the room.
® "/

~h
P
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- This couple went.on ‘to learn that in adaition? to their
child's genetic defect, she also had. a life threatening heart

problem. They had to make a series'bf difficult. decisions thet

wou]d affect their " child's future, and they dec1ded against
. their’ doctor s advice, that their ch11d should undergo the heart
5urgery. The fatber:necalls th1s °terribly ‘emotional time fpr';

" their family:

When we went into “the eurgeon‘$= office to discuss :
Paula's surgery, .we 'hed-'to make a 1ife or death
'det1s1on based on the information he was about to give
‘usi " But in the ent1re-.t1me,_he “talked, he’ _1ooked
4direct1y at !mx_ wife, 1. Lept trying .to ignore - the .
- situation and ‘just listen. 'But it was .5ust too
| important. I fineliy had_to stahd yp and demand that .
" he look at me when he spoket It was ~obyious by his-
surprise that he - was totally‘ unyware . of , his
insensittvity. . '

N -

B P

The fatheh, recounted fsﬁmilar experiences , when - he,

L Y
occas1ona11y atcompanied h1s w1fe and child to school or thérapy

sessions. He noticed that when they went down the halls and

encountered a ‘professional -who worked with the , family on -a

regular basis, the teacher or therapist would a]weys look at his
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wife first, and only later look at him. i first thought that

the father had ‘probably - overreacted, nd was espec1a11y ¢
sensitive., [ did, however, mention the conversation to my ownﬁm~
husband, and “asked about his own experiences. He - too remarked
that he felt a bit. awkward about attending a therapy session or E

- just-showing-up-at- school...

)’

Even as)his father I feel more like a v1s1tor than a
1 gquess I've just relied on second hand

| parent
1nformat1on about our ch11d that the professiona]s give
the mother. |
One father to whom I spoké has a’ spema] needs chﬂd df

h1gh ~school age. He felt that fathers are cast into a back seat.

role, often beginning with the.child's birth. “As a result,
professidnals often overlook .the needs and ‘potential
qontributionS~of these other parents. 3 . | o | .

’ Ca v,

1 o

Back - when our son was born, it was still common

praetiCe that the mother was put out-for the birth, and
the tather waited in a smoke-filled room. The doctor
came in and told me that our son was not "right," and
explained his handicgp in somewhat clinical terms. I
‘was so shocked that I couldn't muster the\energy to ask

“’J,

*
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'any questions. The pain [ felt at thaf moment'made_my

very heart ache,hith)sadhess..tThe doctor‘went on to - "
remind me -how strong I would.have to be for my wife, as |
she Was -not yet aware of the situation. I tried very.
hard to comfort her, and st111 rémember how se1f1sh I

1 ’ ’

felt that I wished I had someone to comfort me,

" The fathers to whom I spoke said that they tended to remain
silent or passive in s1tuat1ons involving their ch11d where they
normally might have been more aggressive. .when I.pres;ed them_’
for reaeons. I got the foTiowing reply from a father who seemed
o fo epeak for fﬁe majority of fathers I spoke to: |

I have never before ‘been involved  with so many
' professional people...the statementsA and advice they
gave us concerning our chifd seemed - SO finel and
"infallible. I was fearfol that I would show my :
‘ignoranceuif' I challenged them, after all, they hare
been to school for'years. learning all about my°oh11d's
disability, and we had only heard‘a small sampling of
information over the past 'six months. [ felt

inadequate, and figured they had to know best.
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Professionals do, certainly, know their various fields of
~ expertise, but the.inputfand information that parents, including
.fathers, can of fer should be viewed with no-less sign1f1cance

than the 1nformation the professional can offer the fam1]y.

‘e

Parent as Teacher

Just as a disabled child‘s world is limited, so too are the

child's educat10na] experlences. The day .comes when the chi]d |

is no Tlonger e]igib1e for school _servﬁces and must make the
transition:to the adult world. If the parents and prqféssionals
have worked as team, the parents should be somewhat prepared
to teach their child the additional skills the child will,need
to exist in a worid outside of the family's home. In his book,

‘Albert T. Murphy (1981) describes the parents"' fée]iﬁgs about

successful ré]ationships with their  child's teachers and -

therapists. Théy expressed their feelings, and the special

gki]ls they learned, as follows:

They included me in the activity planning right from -
the start.

She not only did her own Jjob but a]ways tried to keep
me informed of all the other services and agenc1es we'd
be needing. She'd go out of her way - was really

concerned.
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, She helped me to feel better about my son .and about

| myself wjthoqt kidd{ng anyﬂody -:I.mean, she helped us
see the Jimits too. She he]ped'meuto'ge; beyond "whose .
fault" t& "nobody‘s fauit."" N

" Tearned that I could really do something, not. just
hope and wait for others t?.aqt (p.149). - I ¥ .

o

| The positive expefiences with ;profésgionaTs these parents
report set the stage for - preparing pérenté to assume certain -
unjque éeaching- responsibilities. teaching their child -life
skills that the child.learns at.home and will later generalize
in other settings. - L

There ‘are a variety of ski]lﬁ ‘and yalués ﬁhat are most - o

approprfately‘taugﬁt by the family. Sondra biamdnd (1981) has
outlined five of these skills: o
acceptance of the disébi]ity; decision making; -freedom of
‘choice{ risk taking; andqé senée of p?ivacy. The first is the
ability to accept a disability. Parents begin to teach their
child this,ééceptance.ns soon as the child realizes that he or

she is different--for some children this may be when they are as.;w

young as three years of age. The parent must then bg@in; to .
: | ”

teach the child how to live with a handicap in a World of

i "

»
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.non-handicapped .people. The uchi]d “continues to iearn.'this
acceptance for the rest ‘of the child's life. In order to help
their child cope with his or her. differentness, parents need to | L
.make the chi]d feel a sense of worthiness.‘ A child who feels
'_ioved and accepted by those around him will find it -easier to
- accept his‘handicap becaust he wiii not feei that it separates””
‘him from those he cares for and who care for him. |
The child also needs to learn decision ‘making skiiis. These_
;k1]]S'~are fostered by ‘he child's exposure to a variety of

social situations. At home, the child learns to make decisions

by being giVen choices: what shouid you wear today--your red

sweater or -your blue sweater? what do you‘ want"
dinner~-hamburgers or hot dogs?  There are endiess choices even
a young chiid can be .asked to help make, and as a resuit, the
‘«child learns to use whatever information is available to make a , .‘_ 4
ch01ce. As the chiid gets older,. the decisions become more
compiex, but . hopefu]]y, the chiid will have iearned enough to

know what to. base his decisions on. These decisions include how

to protect oneseif whether to play in the street or in ‘the

- yard, and whether to talk to strangers. We somehow take for .

» granted that we _must ‘teach our nonhéndicapped chiidren these
basic decision'making skills, yet it is important to remember
" that it iS'-vitoi. that our handicapped children learn . these

skiiis as well,
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Related to learning how to make decisions-is learning how'to

exercise freedom of choice. When a child Tlearns his

_11m1tat1ons, ne sometimes is made to feel that there rema1n 'no

choices to be made. - A child who is mentally retarded w111 noten

' be pres1dent and a chi]d in a wheelchair cannot choose to be a

professional boxer.  We as parents must teach . our children a]] :

the th1ngs they can do, so that when- the time ~comes, they can

'make-appropriate choices forlthemse1ves._ Th1s begins when we as

: parents learn to. respect the Choices they do make. For example,

'if_a child does not want to attend a therapy session, we can try

to convince the child why he or she should go, but rather than

.force the'chi1d, we must respect the child's final choice. The

child who knows he or she is not trapped into the sessions may
find future particioation a little easier to realize.

In the process ‘of 1earn1ng and develop1ng their potential,
children will need to take r1sks. The chi]d who falls while
learning to walk learns what mistakes not to make,  Learning
comes from. experlencing failure and d1sappo1ntment as we]l -as
‘success, and risk-taking 1s requ1red in all new endeavors. The
benefits of tak1ng risks are learning how to succeed and perform
new sk111s, if a child knows emotionally and phy51ca11y what the
pitfalls are, he'll have learned how to avoid them, and in the

process learned a.little about personal survival.
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. A hdndicapped“ person's privacy is somqhdw always being
invaded. Pepple'feel free to stare at fhé ¢hild in pﬁblic, and -
Vto'-tough or move the child 'without"wajting for the child'é
abpr99a1.._:This can 1ea§ to a distorted self iimage., Parents-

" must help 'th.eichi].'d learn that the child is entitled to the
priVac¥ Sf'h}s or hér,own pefsona] spéce.-.The handicapped'thild_

 must a]so,‘in thfn,lrespect others' personal space and need,for"lf ‘

"privacy. . | | -

Each family will have their own ways of.teéching their child

these life ski11s'and values. But these”are,skills that are
most effective1y taught in ithe context. of the child's home and:v

‘ " community. _.The child will gain “from these skills whatever

effort the family puts into teaching them. This is moré;éa§i1¥:

accomplished when the skill the parent is teaching is one. that

the parent feels comfortable with, Growing up with a disabled

- child should be a joy and is often a struggle, but- it hopefully

remains a learning and rewarding experience ‘for parents and

child. : o S L.

Future Concerns ‘ ‘
1 have'y;t to speak to any parent of a handicapped child who
~does not, 1in some shape or form, dread the future._'ln the very
early stages - of -éur Tives with a hahdicapped child, we are

taught discipline--we force ourselves to live in the present. ,
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If you are a parent, you can imagine just how very difficult

this can be. Before a child is even born, we pick' out .a.var_iety

~ of names -and 1mé‘gine the person-a].'i.ty .the named child will have,'_.

and -the -possible future® the child will have. Every mother, for

at least a'_.ﬂeetihgu_ moment, imagines that her s,.on'or_d‘aughter :

might' someday b_é president, or have a career of some grandeur.

T THe "Ti"lﬁag"fﬁ'é"‘ah’ﬁ“ﬁ'é""’b?‘bj“éét ~our fondest wishes—and ""'dr"eam5“"‘plf‘";"' -

child we have yet to meet, Wnen that child is born h;a_nd*?a_bpe.d}. N |

those Joys and'd'r-eams go 1nst_anti'y' up in- smoke. We don't yet.

. know the child's potential or degree of'impairmen't--we only havé

" the name of a syndrome, or “anomaly, or'ﬂ.lne;s to g'o’on. We

¢

~ have, too, professionals' gyarded and generalized statements:

“These children usually..." or "Our studies have found that most
children..." ‘These are shaky statements on which to build our -
| chﬂd's] future.,” We, from the 'V'e.ry beéinning, 'ofteﬁ know all of |
the futures our children will never ha\)g--tﬁéy Qiﬁ never"be“
dqctors,' lawyers, preside'nfs, bus; iess tyéoons,._or' _-prdfessors..i_
And the 1_1§t goes on. 11£ is etched painfully in the heart of
every parent with a young handicapped child. We are left only
0w-ith‘the question =f what can our chﬂd.’do‘i"' Nha'ﬁtareer can we
hope for them? Will. they ever Tive on _théir{ own * and earn a
living? Can they ever mdrry and have their own family?  These

) - <4
questions can only be answered as we watch our children grow,

and as we observe what special talents they have. So, in order .
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" plan too far into the future. We guard ourselves aga1nst the

Iy
.
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to survive, we are forced to 1ive one day at a time, and noc

| fear that'the origlnal-paln of the-1n1t1al diagnos1slw1ll~creep

up and catch us unaware, and in a small way, we lose a little

“b1t of the control we try to ‘kring to our lives. When this
_5happens, the fam1l1ar feelings of despa1r and fear haunt“us once .

_again,. only, as tlme;goes'on,_we have resources to draw on to-

bring our lives'back'in sync, getting ourselves back on -track, °
and taking one day at a t1me. _' | '_ |
| My son is still only/a toddler, - and right now I find 1tc

d1ff1cult to even thlnk of v1s1tlng group homes and check1ng out

“ 'what kind of life he'll have in. them, -1 have just enough

strength 1ns1de to contemplate his' move from his early"
1ntervent1on program “into . the publ1c school system. And even -
that trans1t1on ra1ses fears about what the future will bring.

Of all the fam1l1es I have talked to, not one said they felt

"fthey had  the future settled as far as their hand1capped ch1ld

was concerned. These ch1ldren ranged in age from 1nfants to
adults 26’years of age. " This mother expresses the uncertainty

that even parents of an adult~aged handicapped child face.
My 'daughter..finally got her. own apartment and could

take care of her finances. Paying'her rent, balancing

“her checkbook. She has Down's syndrome (age 26) and
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has been taught a variety of skills, but she had no
interest in getting aljob. I di"dn't want to push her,
but prayed, that 'she would find something to do with all
. her free time. I was so ' worried, and only 'annoyed her
" with my tears. Finally she joine.d a church;-,'and_ now is
so busy with the church' activities--the sewing club,
. . the garden ciub cooking for functions--that she's
_ never'home" 1 went’ to bed thank1ng the good Lord for _'

a]lowing me some peace of mind in my 11fe.

Tet

" parents. also norry about one or both .of them‘ dying and
leavtng the child's care up to the surv'ivin'g panent, or worse
 yet, 1eav1ng the child alone. In the back of every parent'u.
mind is the hope- that he or she wi]l out] jve: the hand1capped'
child. _In order to reduce th'at.":fear of the unknown, we. as
' 'parvenﬂts: must learn to begin pl,anning,foro the future needs of our i
young special child, and to begin to establish expectations for'
our child's future. The best sktl] I believe we can teach our
children, that will enable them to have the very best future
poss1b1e,'1s to \learn to love themselves, to learn self-esteem
and to cherish 1t dearly. We begin to teach our children this
'bas1c Tife skill when they are very young. we muis ¢ make them -
feel .a sense - of worthiness, and to wear it like a badge of
courage, because bas1ca11y, that is ‘the most valuable skﬂ] we

'aH possess that helps us to get the most out of our lives.
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CONCLUSIONI: 'TH.E GROWTH OF TRUST
. As a pareht of .a handicapped child, you are‘ extremely
vulnerable. Ydu_musthatceﬁt that yours will'never'be,a.typical
family, and that yop'wil1 always be thought of as different from
most fami]f%s, .You will almost.always_ihterprét a smile from a . .
. passerhy as dne ofhpity and then, perh;ps, of_friehd]iness; ybqr”
" emotional 'guard is always up. Ih' 1ight of this heightened
‘sens1t1v1ty and rest ‘ting vu]nerab111ty, it is no wonder that we -
‘parents develop c]ose bonds. to the' profess1onals who wsrk with L
our handjcapped ch11dren. " First of _a]], they are so
. know]edgeab]e,‘an in this know]edge,'the source of hope for our
\ chi]dhgn_. SeCond_, they are so accepting of our’ children.. Ue |
can relax in thE1r presence, theyJ are safe Beople, while'
. contacts w1th others outs1de the immediate family c1rc1e are

often uncomfortable and occasions for anxiety or embarrassment.

1 founa myself dreading,taking him to the supermarket.
[ didn't know if people smiled at my child because he's
‘cute, or because they knew he's retarded, and they felt

sorry for me... - .

I feel that we as a family of a handicapped child need more

than anything else the'security these professionals offer us.
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We need to-believe, to trust in these professionals when they -
teH us: that the1r physical therapy wﬂl enable a chﬂd to walk-» s
more 11ke a-"norma1" person, and therefore be more readily

accepted in.society. That certain- speech therapy will enable

our child to master our 1anguage; and in turn, make it easier, to

commun icate with others. That certain work programs will

‘ prepar.e our- “child. forr~a.job' that ‘will. provide an 1ncome, '
‘ self-esteem, and will relieve our famﬂy and society of the

_. -f1nanc1aT ‘burden "of caring for "him “throughout his or her adult i

11fe. ‘Most of all, we need to -firmly”® beHeve that our .child

-will grow to be loved just as he Toves. and to be accepted as a.
.worthwhﬂe human be1ng. FinaHy,'we need t-o believe that all
‘the stud1es, interviews, and pounds of paper we volunteer to-

complete for - their research will - result in a r1cher and more

rewardmg 1ife for -our chﬂd and others 11ke hime I -a5 a
mother, my husband as father, and my ts?:o other children as h1s
brothers, all depend on the/knowledge of every professional we
come in contact.with. We look to them to give us something more
we ‘can believe in that will give our less-than-perfect child a
more perfect life. It is no smail. wonder, in “light of these
expectations that we hold each and every professional in an
emotinonal light... after all we are placing our ‘hearts into

their hands.
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