The stress of raising a handicapped child

by Carolyn Routledge

Perhaps with year-end finals
looming in the not-so-distant future,
university students can understand
what it’s like to live with an abnor-
mally high level of stress. However,
not all people with stressful lives
can get away from it all over the
summer holidays.

According 1o Dr. Gerry Kysela
and his colleagues including Dr.
tinda McDonald in the Depart-
ment of Educational Psychology,
having a handicapped child as a
member of the family also creates
these unusual levels of stress —
levels that unfortunately are not
reduced by the arrival of summer.

The strains of raising a severely
handicapped child are not yet pre-
cisely understood, as until recently,
the facilities and services to permit
a family to care for such a child
within the home were unavailable,
and these children tended to be
institutionalized. More recently,
however, programs have been de-
signed whereby the children can
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continue to live at home while the
special care and support are provi-
ded to meet their particular devel-
opmental and physical needs. It is
these “carly childhood intervention”
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programs that are the primary focus
of Kysela’s research.

The intervention programs are
the result of a project from the
1970s, since taken over by Alberta
Education in which educational
programs for handicapped children
from birth to six years of age were
provided. This program proved to
have a very positive effect on the
children, and it demonstrated that
these children could be helped,

and that "you could support the
family in caring for the child.” noted

Kysela. However, the integration of

these children into the family, al-
though beneficial for the children,
added new stresses and strains to
cope with, affecting the delicate
balance of relationships within the
family.

The actual research began witha
small-scale pilot project involving a
survey of six families with severely

handicapped children from ages
three to five. The results were sur-
prising, says Kysela, as in some
areas "they were right off the scale
in terms of stress, two or three
standard deviations above the
mean.” Subsequent research has
been aimed at characterizing this
stress, to determine how these fam-
ilies are affected, which families
cope best, what support is available
to them, and so on.

A more specific study has since
been developed, and this is the
subject of Kysela's and McDonald’s
most recent research work. The
study involves a survey of twenty
families and three different types of
early intervention programs, with
children three-and-a helf to five-
and-a-half years of age, "usually
moderately to severely delayed, at
about half their chronological age
developmentally.” These three pro-
grams include home-based inter-
vention, which involves a worker
coming to the child’s home to
work with the parent and child; a
center-based program where the
child goes to a very structured
program five half-days a week; and
an integrated daycare program in
which a group of 35 children might
include four or five with special
needs who have a worker specially
assigned to spend time with them.

Thv survey is designed first of all

PART-
STUDENTS!

Interested in a year-round position as
Driver/Sales Person

in Edmonton Area?
Contact 470-0668
9 - 6 Mon - Fri

Quartel Imports Florist Wholesale

TIME

10SEPH SILVERSTEIN, vioinis
Friday_& Saturday MARCH 25 & 26

8:00 p.m. - Jubilee Auditorium

THE EDMONTON SYMPHONY
URI MAYER. Conductor

STRAVINSKY

Four Norwegian Moo

Concento for Violin

PROGRAMME:

VAlI(‘HAN WILLIAMS
Symphony N

El
Oberon: Overture

SPONSORS:

g = @ i

TICKF SO Box Office, 428-
Outlets, Students:

nn.-slx Rush Scating: $5

<cm

Mini Storage for Students

Summer Needs

® SECURE non-combustible concrete and steel units-NO

PLYWOOD
® ALL UNITS ground level

No Carts or Elevators Required

® 8’ overhead steel doors

® GUARD DOGS and 24 hour ON SITE management

10’ x 10’ only $59/ month

10’ x 15’ only

$69/ month

CALL TODAY AND RESERVE YOUR UNIT

SOUTH EDMONTON
9944 - 33rd Ave.

461-7703

EAST EDMONTON
8401 - 18 Street

464-3833

to d i of family
stress actually help 10 describe how
the family is functioning, and sec-
ondly whether the impact of inter-
vention differs across the various
programs, “in terms of stress and
coping.”

All participating families are vol-
unteers from the three programs.

They were
right off the
scale in
terms of
stress, two

" or three
standard
deviations
above the
mean.

They consent to a series of rigorous
questionnaires and interviews, as
well as a session. on campus in
which the parents’ interaction with
the child is videotaped. The data
obtained from the interview and
videotape is used to cross-tabulate
the results from the questionnaires,
to check the correlation and to
determine the effectiveness of the
written surveys.

Results thus far have shown the
families to be generally within nor-
mal range for those variables affec-
ting parent relationships, but “very
stressed by the factors associated
with the child.” For this reason, the
assessments made of the interviews
and videotapes with respect to the
parent-child relationships are very
important. As Kysela says, “our sus-
picion is that these important par-
ent-child interaction patterns will
reflect stresses and strains, and will
also reflect the impact of the inter-
vention.”

Kysela says that future plans in-
clude the development of more
sensitive indices and methods of
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as well as "looking at a
much more complex and hopefully
sophisticated type of intervention,”
intervention designed not only to

nurture the child’s development,
but also the development of the
family.
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