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ABSTRACT: FAMILY PERSPECTIVES OF CHILD DISABILITY

Early intervention (EI) for disabled and/or disadvantaged children has
become common practice in North America over the past twenty years. 1In
response to research findings, services to young children have increasingly
moved from child-centered interventions, to interventions directed to
families.

The long-term process of delivering EI services to young children has
been a wedge of change for service delivery to disabled people of all ages.

As a result, many professionals are attempting to understand child disability
and, to a lesser extent, adult disability from the broader perspective of the
disabled person's family.

This study asks the question: What does it MEAN to a family to have a
disabled child? It is a gqualitative study and uses qualitative methods,
procedures, and analyses. Three families, each with a disabled child, took
part in the study. Mothers and, to a lesser extent, fathers and siblings were
interviewed and observed.

This research attempts to tell the stories of each of these families
through the eyes of the mothers, who are identified as co-researchers. Data
were gathered through interviuws, observations, and questionnaires. Data from
fathers and siblings were gathered to extend the base of information and to
verify each mothers' story.

Individual MAPS planning sessions were done to obtain additional
information and to support the families in their daily living and long-term
planning for their disabled children.

Family histories were recorded in first interviews. "Meaning" was
addressed through each mother's response to systematic open-ended questions in
the first and subsequent interviews. The interviewer, while attempting to keep
the interviews focused, encouraged digression and elaboration. Both were
completely under the control of each mother. Interviews were transcribed and
analyzed in order to identify emerging themes in the lives of these families.
Planning session information and questionnaire responses were recorded and
analyzed for further understanding. Transcripts of interviews and all written
analyses and discussions were examined by the co-researchers for respect for
confidentiality, clarity and interpretation verification.

Results of this study indicate that the families of these disabled
children do all the things that families ordinarily do to help their children
grow and develop; but they do these things more intensely and for a longer
period of time. Of particular note for these families, was the intensity of
the illness(e3) of their children and the level and intensity of family
interactions with health care professionals.

Each family had many interactions, as well, with several other service
delivery agencies. While many professiocnals provided positive, appropriate,
and responsive service, each family also experienced unnecessary and very
negative non-service from some professionals. '

This author is particularly struck by three things: the amount of time
and energy these parents are compelled to direct toward obtaining services for
their children; the level and gquality of family adaptations and coping
strategies; and the level of respect and love these families generate,
maintain, and continue to express to each other.
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INTRODUCTION
Background
This research developed out of my own experience working

with parents, teachers, and young children, in the area of early
intervention; as well as my university teaching which focusses on
educational programming for persons with mental retardation of
any age. Early intervention (EI) is a mediation between the child
and his/her environment designed to help children develop to
their full potentials. Educational intervention intends to
provide a different outcome in learners, of any age, than would
have come about had there been no intervention. Parents provide
interventions in the course of rearing their children. Some
parents, however, need support and assistance in the mediations
which they provide. |

Throughout North America, EI is offered to most children who
are displaying developmental delay, or who are at risk for delay,
in some area of human development. Children who receive EI can
usually be categorized as "disabled" or "disadvantaged". 1In the
first instance, parents may need help in providing rich and
appropriate mediations for their children because of the special
needs of the children and because of the "newness" of coping with
a disability for the parents. In the second instance, parents
may need help in discerning how to provide rich and nourishing

mediations for their children, for a variety of complex reasons.




In either case, the purpose of EI is to minimize the effects of
disability and/or disadvantagement so as to help cildren develop
to their full potentials.

In the early years of EI in North America, very child-
oriented interventions were provided (Bronfenbrenner, 1974;
Consortium, 1983; Bloom, 1986). More recently, however, EI
efforts have moved toward a much more family-oriented approach
(Bailey, 1987; Bailey and 'Simeonsson, 1988; Dunst, 1985: Dunst,
Trivette and Deal, 1988). With this change, professionals in the
field have come to see that they need to learn new skills in
order to gather information about family needs, strengths,
resources and preferences (Johnson, McGonigel,and Kaufmann,
1989). We have come to see, as well, that we require more
knowledge and skills to enable us to "empower" families (Dunst,
Trivette, & Deal, 1988) so that they can find resources and
develop skills to meet their own and their childrens' needs. 1In
other words, in order for members of the "helping" professions to
effectively provide help to families, we need to strive to see
child disability more from within the context of the child AND
his/her family; and we need to develop a working style which
includes family members, especially parents, as full partners in
the decision-making and interventions concerning the child.

Since its inception in the mid-sixties, EI has had a healthy
but subtle influence on schools. As former EI children have
moved through the grades, teachers and administrators have had to

meet the challeiige of parents who have been involved in their




childrens’ developmeht and learning, and who expect to continue
to be involved. Many of these parents are articulate and
assertive and expect schools to be respectful of their knowledge
and their interests in the welfare of their children. The result
is that the changes which professionals have to make and the
skills and knowledge that we have to learn are not limited to
only those professionals who work with preschool-aged children
and their families. Rather, the expectations that have evolved
out of EI have become the expectations of many many parents of
disabled children of every age.

Few people are questioning the efficacy of EI (Consortium,
1983; Dunst, 1985; Bloom, 1986; Dunst, Snyder and Mankiken,
1988) . Because of parental expectationstand related professional
needs, many are calling for new research and the examination of
new research questions which call for qualitative research
methods (Dunst, Trivette & Deal, 1988, Bloom, 1991). anlitative
studies are needed to examine some of the microfactors of service
delivery in EI and service delivery to the families of all
disabled children and youth. We need to know more about the
quality of the life experiences of the recipients of our services
IN ADDITION TO the quantifiable develupmental gains or losses of
disabled or disadvantaged children resulting from any given
intervention. The same would hold true of the more general
notion of intervention which exists in any service which helping
professionals provide. It is not enough to provide a service.

We must continually be conscious of the effects of our service
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provisions on our clients and their families and providers of

care.

Problen

This research attempts to understand child exceptionality
from the point of view of the family and hopes to communicate the
nature and dynamics of this understanding to other professionals.
The basic research question is, "What does it mean to a family to
have a child with a disability?" This question was investigated,
both from my interest as someone working in early intervention,
and also from my interest as an individual interested in the

phenomenon of child disability for all ages of offspring.

Methecds and Procedures

This research examined the above question with reference to
three families whose disabled children are 5, 9, and 18 years of
age, respectively. While these three families likely face many
similar problems, it was expected that there would be interesting
differences, as well, due to the differing ages of the children
and to the individual differences of each family. Qualitative
research methods (Boglin and Biklin, 1982; Yin, 1984; Lincoln and
Gruba, 1985; Stainback and Stainback, 1988) have been used
throughout. While results cannot be generalized to all families
having a child with disabilities, it is believed that this in-
depth study of these families, with reference to this specific

research question, will help us to better see child disability
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from the view of these three families; and will helg us to be
more sensitive to, more open to the possibility of the individual
strengths and needs of all families who present themselves for
help and services. This report is written in the hope of opening
more possibilities for genuine understanding and empathy, on the

part of helping professionals, of what all families might be

facing.

1. Design of the Study
Three families, each with a disabled child, were studied
through interviews, questionnaires, and observations. The
mothers in each family constituted the primary sources of

interview data. These women are called "co-resharchers", not

is really their data, coming from their own experience. As
well, all analyses and interpretations were checked by them.
My role was to become the medium through which they would tell
their stories, as each pertains to the research question. The

mothers responded very favourably to this opportunity.

2. sampling
I received the name of the first family in this study
from staff at a provincial advocacy group for a given disability,
located in the city where I planned to enjoy my sabbatical.

Names of the second and third families came from the mother of

the first family.

' "informants" or "subjects", because the interview information
aa




3. Timeline

1991.

The dates of my sabbatical were July 1 to December 30,

I carried out preliminary work for this project in the

sabbatical city in May and June, prior to the start of the

sabbatical. I did this in order to avoid "missing" possible

families, due to summer holidays. By the middle of June,

three families had agreed to take part in the study. Our

plans were to begin the second week of September.

Excluding the first week of my arrival and excluding

Christmas week, I had 13 weeks in which to accomplish this

research project, or at least get all the data gathered,

transcribed, and "“checked" by the co-researchers. Two more weeks

were

removed from my schedule for a confirence and visits to two

Universities in the United States. This left 11 weeks for the

project:

Week 1 -Family #1: Give questionnaires to parents; first
interview with co-researcher, analyze; second
interview with co-researcher, analyze; "check" with
co-researcher, pick up questionnaires, send tapes to
be transcribed.

Week 2 -Family #1: Analyze questionnaire data, give graphs
to parents; family interview and MAPS planning;
"check" with co-researcher; write preliminary case
study, rewrite; give case study to co-researcher.

Week 3 -Family #1 Make any revisions or necessary

adjustments.
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Week

Week

Week

Week

Week

Week

Week

Week

4 -Family #2 same
5 -Family #2 same
6 -Family #2 same
-travel
-travel
7 -Family #3 same
transcripts
8 -Family #3 same
transcripts
9 -Family #3 same

transcripts

as

as

as

as

as

as

week #1

week #2

week #3

week #1, also begin editing

week #2, also editing

week #3, also editing

10 -Complete editing and categorizing transcripts,

begin writing interim report

11 -Complete work with transcripts, continue writing

interim report

Transcripts

Approximately five hours of interviews with each co-

researcher were transcribed.

Audio tapes were maiied to my home

city to be transcribed. First draft transcriptions were returned

to me. As I received each set of transcriptions, the following

procedure was set in place:

- I edited each page, completing sentences and doing whatever

was necessary to make the oral/aural communication

understandable in printed form. As well, I deleted some

material which was not directly relevant to the question at

14




to digress

hand. The transcripts were then given to the appropriate
co-researcher.

Each co-researcher also edited the transcripts, to make
them more clear and to remove any statements that she did
not want included. When each co-researcher had completed
this editing, she returned the transcripts to me.

It should be noted that very little was removed in the
above two steps. Most editing was done for the sake of
clarity.

I reread each set of transcripts and sorted statements by
"themes". These themes became the basis of analysis and
organization of the final report. .

edited transcripts were sent to the typist for final
drafts.

categorized statements were sent to the typist for final

drafts.

Instrumentation

Three sets of instruments were used in this study. I

developed a set of questions (see Appendix A) which were asked of
each co-researcher during the interviews. These are open-ended
questions which provided structure for the interviews. At the

same time, there was considerable freedom for each co-researcher

situation.

15

and elaborate her responses according to her needs and




Questionnaires from the work of Carl Dunst and his
colleagues (Dunst et al, 1988) formed the basis for guantifiable
information and one family discussion. (See Appendix C.)

For the MAPS Planning Session (Forest and Lusthaus, 1990) I
met with each family, plus a person of their choice, who knew
their disabled child well. The Sessions were carried out in

accordance with guidelines from Forest and Lusthaus (1990). (See

Appendix F.)

Observations
Families were observed during family sessions and
co-researchers were observed during interviews. In addition, I

saw these families in informal settings during the course of my

sabbatical stay.

15




HISTORIES
Family #1
Martha and David are 37 and 46 years old, respectively, and
have been married for about ten years. She is a nursing

instructor at the technical school and he is a research

- technician at the university. This is the second marriage for

both. Martha has no natural children. David has three sons,
(Bruce, Doug and Michael) ages 18, 21, and 25, respectively. At
the time of David's divorce, about fifteen years ago, custody of
these three (then minor) children was awérded to their natural
mother. The older two boys were developmentally "normal"; but
the youngest son displayed, from infancy, indications of
developmental delay and neurological damage. When Bruce was four
years old, he was placed in a residential institution in Capital
City by his natural mother. Shortly after David became aware
that Bruce had been placed in the institution as a resident (as
opposed to a day student) he discussed with his lawyer the
possibility of gaining legal custody of Bruce, for he wanted to
prbvide & home for Bruce. At that time, he was told, in order to
gain custody of Bruce, he likely would have to prove that Bruce's
natural mother was an "unfit mother". He did not press for
custody at that time.

Interestingly, Martha was one of Bruce's caregivers in the

residential institution. David visited Bruce regularly, and

10
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eventually met Martha. Over time, the encounter became a social
relationship which eventuated in marriage.

At about the time of their marriage, David again visiteé his
lawyer, this time he was told that his change of circumstaﬁces
(his marriage) probably would make it more likely that he could
gain custody of Bruce. He began legal proceedings to achieve
this. After a legal struggle of about two yearslduration, the
custody litigation was settled out of court and resulted in
Bruce's living with David and Martha. This occurred when Bruce
was about eleven years old. Bruce is now 18 years old and
attends a special class in a regular high school. Bruce would
probably be labeled as functioning in the severely mentally
retarded range. Last year was Bruce's first year in senior high
school. It was not a happy yvear. A large part of the
unhappiness resulted from Bruce's being terribly ill as a result
of his seizure disorder(s). Gaining control over his seizures
required two hospitalizations, one of which was for six weeks
duration at .TB Children's Hospital in Regional Centre. The
remaining unhappiness at school seems to result from a conflict
between what Martha and David want from the sclool (based on
Bruce's previous experience in junior high school) and the
teacher's and/or school's inability (for whatever reasons) to
provide this kind of program. From an educational point of view,
Bruce is probably the lowest functioning student in his special

education class.
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Bruce is a tall, handsome young man, with several
challenging learning problems. Bruce drools quite a bit; but is
learning to be aware of this and is learning to initiate a
swallowing action. He has had one surgery for this problem,
which has helped. Martha and David are contemplating further
surgery which likely would stop the drooling altogether; but they
are trying to get more information about the specific surgical
procedure and its long-term implications for Bruce. Bruce is
nonverbal; but understands the language of daily living, quite
well. He is cheerful, inquisitive, very active (purposefully
active) and agreeable. ﬁe walks with a wide base and sometimes
bumps into things or loses his balance. He has a wheelchair for
temporary use, if needed. He needs help on the stairs, and a
chair lift has been installed in his home for this purpose.

Bruce is not toilet trained, as yet; but he can manage all
the procedures of accomplishing this task. What he has not been
able to do is to indicate his needs or to understand from his own
body signals, when it is that he needs to use the toilet.

While the past year's schooling has not been a happy one, in
the eyes of Bruce's parents, Bruce has had many happy and
successful experiences of school. Martha points to Bruce's
junior high school years, where he was "mainstreamed" for about
50% of his day; and to his very successful summer programs fcr
the last two summers.

Martha also indicates how valuable it has been for Bruce

(and subsequently for her and David) to have friends his own age.
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This has resulted from the development of a "Circle of Friends"
for Bruce, initiated by a friend and co-worker of Martha's, while
Bruce was in junior high school. Trying to maintain contact with
these very important friends, now that they are all in high
school, and the inability of the high school to provide this
opportunity, is part of the conflict of the current school
situation.

While Bruce is struggling to grow and develop in spite of
several medical problems and in spite of his learning and
communication disabilities, he also has many talents and
strengths. He is actively involved in his environment and
interested in learning about it. He is a loving and appreciative
human being who responds positively to loving caregivers. He is
happy and energetic. He knows how to get what he wants, though
he is dependent on caregivers and teachers to "read" his
communications. He has real and distinct likes and dislikes. He
shows his likes through enthusiasm and his dislikes through
disinterest. He loves people and demonstrates his enthusiasm for
people who like him; but he can be hurt by thoughtless people and
internalizes such experiences. At such times, he becomes
withdrawn. He is not aggressive or abusive. He loves music and
has a sense of humour. He loves to tease; but likes to please,
as well. He can learn quickly, as evidenced by his computer work
the past summer, and he is willing to take risks. He has many
"normal" traits; but these have to be '"read" by caregivers and

teachers.
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Perhaps more so than most disabled persons, Bruce's talents
and abilities are dependent on the eyes of the beholder.
Certainly Bruce canriot, as yet, communicate what he is thinking
or what he wants or needs in a straightforward manner. He
depends on others to "read" his behaviours. This puts Bruce at

risk for being misunderstood, underchallenged, and overlooked.

Family #2

Anne and Sam are 38 and 42 years old and have been married
for 15 y<~ ... Anne has worked part-time as a laboratory
technician. At the time of this research she is temporarily
unemployed. Sam is the Chief of the fire department in a small
municipality. They have three children: Marianne, age 9;
Terrancé, age ten; and Wayne, age 13. Marianne has Down syndrome
and attends a regular classroom in her neighborhood school. She
is in grade two. Her brothers are developing normally and are in
grades 5 and 7.

Mafianne's condition was identified shortly after her.birth.
At that time there was very little positive information given to
Anne and Sam. The people in the hospital environment were pretty
gloomy about Down syndrome knew little about it or avoided the
situation. No one came from outside the hospital to provide
information or support. The one exception in the hospital was
Marianne's pediatrician. He provided Anne and Sam with comfort
and good information, and lay the groundwork for their treating

Marianne, as much as possible, like any other child.
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Like many children with Down syndrome, Marianne has had
additional medical problems. She was born with a heart defect,
and two dislocated hips. She suffered a great deal, in her early
years, from respiratory problems, including many occasions of
acute respiratory distress. She has both hearing and vision
problems. During her infancy, the dislocated hips required
bracing and Marianne required physical therapy, including daily
therapy administered by her mother. She walked at 42 months. At
the age of five, Marianne underwent open heart surgery. She has
recovered well from this surgery and has enjoyed considerably
better health, since it took place.

Marianne has not acquired much useful speech, as yet. She
communicates with a combination of speech and signing and is
becoming competent in reading and writing skills. She
understands what is said to her and can read primary-level
schoolwork. Because of her difficulties in acquiring speech, she
has had, and continue. to have contact with a speech therapist.
She has had two speech therapists. The first provided
intervention with disastrous effects on the family. The second
therapist has been much more effective in working with this
family and with Marianne.

Marianne is now nine years old. She attends grade two at
her neighborhood school. She enjoys school and takes part in
everything. When she is not in school, she enjoys skating,

watching her brothers' hockey games, shooting baskets with then,
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swimming, art classes, and playing with neighborhood friends.

She has friends both at school and in the neighborhood.

Marianne is a friendly little girl, who likes to be with
people and likes to develop her skills and interact with the
world. Sometimes she can be very stubborn. The family feels
that they are moderately successful in dealing with these
stubborn moods.

All family members are interested in Marianne's development
and progress. Her brothers are particularly helpful in keeping
an eye out for Marianne at school, and in welcoming her to join
their activities around the neighborhood. Marianne, in turn,
enjoys being with her brothers and learns a lot from them.

In the future, Anne and Sam would like to see Marianne
continue to attend her neighborhood school, taking part in as
much as possible. They would like to see Marianne receive
communion‘at church, especially to make her First Communion. As
well, they would like to see Marianne's world broadened with more
activities that she could do, independent of their initiation and
supervision and independent from her brothers. They intend to
look into the possibility of Marianne's joining a Brownie troop
in the near future.

Marianne's family believes her most serious disability is
her marked delay in acquiring speech. They look to the future
gquite hopefully, with the thought of providing Marianne with some

kind of augmentive communication device.

16

23




Family #3

Sara and Philliy were married about six years ago. She is a
recreation director for a program serving handicapped adults and
he works is a furnace installation worker. They are 31 and 29
years old, respectively, and are the parents of five year old
twins, Margaret and Shane. The twins were.born in July of 1986.
Shane was born with a mild heart defect. In December of 1986,
when the twins were about five months o0ld, it was determined that
Shane was having seizures. Investigation at the JB Children's
Hospital in Regional Centre indicated that something more complex
than "infantile spasms" was happening with Shane.

From December to April, Sara and Phillip adjusted
medications and coped with seizures. In April, Shane was taken,
again, to the JB Children's Hospital and was diagnosed with
neurofibromatosis, a condition that has left him developmentally
delayed. Margaret is developing normally.

At the time of diagnosis, the neurologist wanted to try ACTH
treatment for Shane. Sara and Phillip agreed to this. Sara
describes the two month period when Shane was on ACTH as a
"nightmare"; but she believes that it has helped to control his
seizures. Later, Shane had a second treatment with ACTH for six
weeks duration. That treatment was somewhat less difficult.

There were other occasions when Sara and Phillip were
required to experiment with various other drugs for Shane and

experiment with various dosages of drugs. At one time Shane was
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taking deprocaine for a period of about nine months; but Phillip
felt that Shane was "intoxicated" by the drug. He pointed to
pictures of Shane in the family albﬁm which showed a bright-eyed
and alért infant before deprocaine, and a dull-eyed and passive
child while he was taking deprocaine. They agreed on this
evaluation and asked the neurologist at the JB Children's
Hospital for a change of medication. He agreed with their
evaluation and prescribed something else. Eventually, the right
combination of drugs was found and Shane's seizures have been
well controlled since then.

Both children attend day care, where Shane receives special
developmental intervention for his learning needs. Sara is
pleased with Shane's progress and is especially impressed with
his special needs teacher, who is also the mother of a non-verbal
child. She uses some signed English when working with Shane.

Shane has some behaviour problems, probably resulting from
frustration related to his delay in communication skills. While
he understands most of the language of daily living which is
expressed to him, his own expressive language is limited to five
or six words. Sometimes he cannot express his own needs.

Despite his history of seizures, Shane is very adept in
large motor skills and has unusually good balance.

In addition to early intervention at day care, Shane has had
two different speech tuerapists. The second therapist has been
more successful at "reading" Shane's non-verbal communications

than the first had been. This pleases Sara. In addition, Sara
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has taken a course in the Haneh Early Language Method, which she
has found very helpful and Shane has had help from a psychologist
(and his caregivers) for modifying his behaviour.

Margaret has been gquite protective of Shane up to now.
Recently she has grown in her ability to let Shane's special
needs teacher look after Shane at school. She continues to help
other caregivers with Shane by explaining to them what Shane is
doing and how they should handle it (based on Mcmmy's model).

She often communicates for Shane at home and at day care. She
seems, however, satisfied to let others take responsibility for
Shane most of the time at day care, now. Sara is hopeful that
when they enter the neighborhood school (next September) Margaret
will allow herself to be placed in a room different from Shane's.
The parents make a special effort to see that BOTH their twins
receive appropriate attention and direction.

Sara says that Phillip is very good with both children and
has been especially successful at establishing an early bonding
with Shane. Both children love their father dearly and look
forward to time spent with him. Because Phillip has been off
work or has had part-time jobs, now and agéin, he often has

charge of running the household and of looking after the

children.
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INTERVIEW DATA

Introduction

The co-researchers of this study, Martha, Anne and Sara,
were interviewed, individually, on two occasions. These yielded
approximately five hours of interview data from each co-
researcher. All questions were "open-ended" and mothers were
free to diverge and to discuss any matter which interested themn.
In general, the first of each mother's interview was planned
around the general statement, "Tell me what I need to know." The
second interview delved more deeply into items presented in the
first interview and into the personal factors associated with
parenting a disabled child.

Interviews were transcribed by an assistant. Co-researchers
checked all transcriptions in order to clarify specific
statements and to eliminate any statements that each might wish
to keep private. Only a few statements were removed.

Following checking and editing by each co-researcher,
transcriptions were analyzed Ly this author to categorize the
interview data into the themes which emerged from each mother's
story. The five major themes are as follows:

The Children
Stress/Anxiety
Services

Personal Comments
Survival Strategies

Categorized data can be found in Appendix B. Sub-headings
emerged within each theme. Most sub-headings contain comments
from every mother, indicating that these three mothers had very
similar problems, concerns and satisfactions. The themes of
their lives as mothers in families where one child has some
disabilities are quite similar.

Oral language is quite different from written language.
Nevertheless, I have presented the co-researcher's statements in
written form exactly as they were stated. For clarity, I have
made sure that first pronouns referring to the children have been
changed to proper names and have occasionally added phrases of
clarification which are set off in parentheses.

Upon reading the interview statements, the reader will begin
to see the complexity of the situation of parenting a child with
some kind of disability. Many statements could be placed in
several different categories. I have tried to categorize these
statements in a manner that is fa.thful to what I saw to be the
total perspective of each mother's experience as she communicated
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her experience to me. Most interesting findings from the
categorized data are presented here.

The Children
i. Descriptions

Bruce, Marianne, and Shane display inguisitive and active
personalities. Each likes to laugh and play and each has
individual patterns of play and learning. These children are
able to learn; but those who interact with them need to make
accommodations which take into account each child's individual
learning needs and personality traits. Communication is a big
problem for all of the children. Each family has searched for
and continue to search for ways of making communication more
available to their children. Each child shows competencies and
skills and interesting personality traits.

Quotes # 1

He (Bruce) wants to please. He wants to know he's done well. He
looks tc be told he's done well. I think a lot of meople don't
even recognize that he's looking for your approval, when he's
made something happen. A: He recognizes he just did something
right. And B: he's looking for you to recognize it. And if you
can't see that that's what he's doing, you don't recognize it.
It's a lost opportunity right away... 1It's gone. &and it's so
sad because it's so critical for Bruce.

Because I look at Marianne and the little that she could
communicate to you that you‘d be able to understand, but yet I
often wonder how extremely smart she is. She's at a double,
double disadvantage in that. If she had the speech, she'd really
be spinning their heads down there at school. She'd be just
spinning them... Because even though her communication is poor,
she lets them know that she knows what they are teaching in the
classroom and... "Don't count me out!"

A lot of sShane's behaviours are autistic... autistic~like
behaviours in a child with tubersclerosis... Sometimes he'll be
off in a stare. I just tell him that he's going to be o.k. and
say, "Now, just relax".

I recall a story of the grade one teacher, the first couple of
days that Marianne first went to school. Well, she gave all the
other children numbers to print on a sheet. I believe it was the
number 4. And when she came to Marianne's desk, she gave
Marianne a nice picture to color, because she wanted Marianne to
have success. Her intention was honourable. I'm not saying
anything about that. She thought Marianne could color but she
couldn’t do numbers. O0.K. this was a low expectation. So
Marianne looked to the left of her and she looked to the right of
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her and she saw both students with the number 4. So she took up
her colouring page to the teacher. She put it down on the
teacher's desk and she said, "Four, please." She wanted the
number 4. So the teacher.. and she'll tell the story herself,
was so astounded that Marianne knew the number 4 that she
couldn't find the 4's page fast enough. She was astounded! And
she said from that day forth, whatever the other children were
getting in the classroom, Marianne got too.

I know that Bruce is severely mentally handicapped and I don't
think either one of us has tried to deny that, but I think that
his inability or our inability to figure out a way to get him to
communicate has really held Bruce back a lot. You always get the
sense from him, once you get to know him, that there is a whole
lot going on in there that just isn't coming out... Because we
have not found a way to help him get it out.

If you're accepting of Shane and you take the time to show him
that communicating and language is important. When he's
vocalizing, I try to turn it into a word and I communicate back
to him, to show him that talking is fun... That we both need to
talk back and forth.

Bruce has a really good memory. He knows things. David is a
bag-piper so whenever the bag-pipe comes out, Bruce is doing
heavy breathing. He's all over his dad and he knows. He's
trying to get the case open and he just knows that the pipes are
going to be played. He is crazy about them.

Marianne would walk home anytime from school. I think maybe it
is my own fears that keep her back. I have to put a lot of blame
on myself. I'm not confident enough that she has the skills to
walk up that road by herself... I worry about cars and other
things she tends to do. For example, if she has a rock in her

shoe, she sits down in the middle of the road to take the rock
out of her shoe.

Shane wasn't coming up and making the connections with me.
Telling me "I want you". Or coming up and sitting on my knee or
doing all that kind of stuff. It's just been ever since I took
the cars... And I had to do funny things. He'd run around the
room from one end to the other and I had to run around the room
behind him and if he put a toy into his mouth, I'd put a toy into
my mouth... And I did this for a while just to get into his kind
of world. It was so funny. 1I'll never forget one day he took a
car and then put the car in his mouth. I went and took another
car and put the car in my mouth. He turned around and he looked
around and all of a sudden he realized that I was imitating him.
And he started to laugh. Ever since then it's been great. We
just have a natural way of communicating and that just makes all
the difference.
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Marianne loves to dry the dishes and things like that... make
the beds and fold the clothes and she's the neatest child I have.
She always picks up what she lays out, always puts it awav.

She's the neatest. She hangs up her coat and things like that.
She likes exercise. She doesn't very often sit.

Shane has to be praised... This is probably one characteristic
on the negative side. You just can't say you did a great job
Shane. You have to go "Oh! Boy! I really like what you didqd,
Shane. Boy you're a really smart little fella", and then it's
the big smile on the face. So you have to go overboard in order
to get a reaction from Shane. That's why a lot of people find it
hard to work with him. They aren't used to him, because you have

to really give of yourself to get the reaction. But it does
come.

Bruce is the kind of kid... If he is not happy and something is
wrong he is not the kind to lash out or hit anybody or hurt
anybody or bash his head or do anything weird like that. He
internalizes everything and he just shuts down, basically, so
that when things aren't satisfying to him and he is not happy he
just shuts his eyes and falls asleep. He doesn't really fall
asleep because he walks around the school with his eyes closed.
You can't be sleeping and walking around with your eyes closed
but that is his behaviour. That is how he copes. He just shuts
down. It‘s the one thing he has control over.

2. Friends and Social Learning

Friends are important to Bruce, Marianne and Shane and they
have had varying experiences of success in establishing
friendships. Like all parents, friendships for their children is
important for Martha, Anne and Sara. Each family spends
considerable energy in providing opportunities for friendship for
their children. Siblings have been an important 1link for
Marianne and Share in helping them to be involved with other
children and in giving them the opportunity to be exposed to
neighbourhood play and school or day care experiences. Siblings
have also helped to mediate the environment for Marianne and
Shane. The "Circle of Friends" (Perske, 1988) has been a good
support and learning opportunity for Bruce. In some ways,
Bruce's "Circle of Friends" plays a role in his life which is

similar to that which is played by the siblings of Marianne and
Shane.

Quotes #2

When I look at Bruce before he had friends in his life and just
take a quick snapshot of what his life was like before... it was
not a pretty picture. His whole life revolved around David and
I. He also just wasn't the same person that he is today. He
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wasn't as assertive. It (having friends) just turned everything
around. It's difficult to talk about it now. I used to be able
to talk about it because it was so fresh. Life without friends
was all we ever knew. That's really distant for us, at this
point. He never went anywhere unless he went with us. You
know, the focus of his social life was a trip to the K-Mart on
Saturday mornings. And I'm serious about that. He never went

anywhere.

There's a group of children Marianne plays with at recess and
lunch time. She's not a loner. She's not just in a corner
somewhere playing. She's in a group when she's playing.
Terrance quite often goes over at recess or something and shoots
a few baskets with her or something like that.

They'll talk to Shane even though he doesn't speak back to

them... They will talk to Shane and Margaret and get things for
him or do things with him.

Well the Circle of Friends just took off. By the end of grade 8
school year, Bruce had 12 or 15 kids who just rallied around him.
And they started putting pressures (in their own very special
way) on the system about: If he's in home-room why isn't he in
this class? And why isn't he in that class? He ended up getting
about half of his time into regular grade nine, junior high
level. That these kids could really be friends with someone like
Bruce! They really have that capacity to truly care. That is
not some pity thing or volunteer work that they choose to do for
a year and then let it go. Their relationship with Bruce is
based on the fact that he's a person that they care about just

like it would be for anybody else. (Understanding) that took
some time for us. It took some time.

If I put on some music, sometimes Shane'll.. Margaret will be
dancing around there, Margaret wants to dance with me and I‘'11 go
and dance with Shane and Margaret. I'l11 have one on one side and
one on the other. We'll be dancing around the living room.

Marianne imitates those two boys (her brothers) an awful lot...
An awful lot. In their actions and in their movements. She
models their actions. For example, if they score a goal in
hockey, or their wind-up when pitching a ball, or doing their
homework, and things like that.

One example of embarrassing incidents was last year. It was at
lunch time. There were some kids around the grade one doors and
I believe they were older kids in other grades. They were
encouraging Marianne that perhaps she should take her shirt
off... and then I think they perhaps were going to go further
than that too, with all the clothes cause they told her it was a
hot day, that she should take her shirt off, which she did. She
took the shirt off. Well, I think there was a couple of buddies
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of Terrance who came and got him on the school ground, to come to
her assistance. And he came directly over and got the shirt back
on her and told her not to do that. Well, a teacher happened to
be on duty as well, and saw what was happening. But Terrance did
the handling of the situation... He (Terrance) didn't want to
disown her, which is what I got out of the situation, anyway. He
didn't want to disown her, although he was embarrassed by it.
There was no doubt about it. But he wanted to get tc the one who
really caused the problen...

And then the older brother (Wayne) last year was in grade six.
It wasn't that dramatic of an incident, I don't think, but uh...
Marianne was in the corridor and she was running away from the
teacher assistant or something. She was in one of her little
moods there. She didn't want this teacher assistant and I guess
she was making quite a bit of noise out in the corridor. She
happened to be going by Wayne's room in school, and somebody in
the school said, "Oh, there goes your sister." So Wayne went out
and he calmed her down. He handled it. He did that on his own
accord. He will check in on her for a few minutes at recess and
noon break just to see that she is happy doing something.

With Margaret, she is really good with Shane's disability, cause
she'll let people know what's going on. She knows when he's
taking seizures. She'll tell people that don't know... She
says, "Shane is taking a seizure and Mommy usually Jjust says,
'It's o.k. Shane. You're going to be all right, you're just
taking a seizure'".

I don't know how she communicates with Shane but it's.. She'll
just say Shane wants a drink or things like that... just, out of
the blue... He doesn't have to be standing by the sink or
anything like that for her to know what he wants. He'll use
vocalization to request a need. Usually crying or going to the
cupboard etc. She can just... sometimes I can't figure out why
he's upset or something and she'll just have the answer, and I
say to myself, "Boy, why didn't I think of that"?

You don't make friends and maintain friendships with people that
you don't see in school on a regular basis. That is the part
that we struggle with the most in trying to get the school to see
that they have a role to play (in maintaining Bruce's 'Circle of
Friends')... If Bruce lost all of his friends today we would
simply be impelled to go out and start again. Because we
couldn't deprive him of all the wonderful things that have ended
up happening.
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Parental 8tress/Anxiety
1. Children's Development

Like parents everywhere, the parents of Bruce, Marianne and
Shane have many stressors in their lives. For the parents of
these disabled children, however, the "normal" stressors seem to
last longer and seem to take on a greater intensity. As well,
there are additional stressors which arise from each child's
disabilities.

Quotes #3

Any time Bruce cries .. he cried yesterday for the first time in
months because he was hungry... He cries for reasons. He never
just cries for anything that we can't figure out why. Well, we
were late in getting supper and Bruce was sitting and all of a
sudden he started to cry and we said "Bruce, are you hungry?"
and he went (smack, smack, smack).

Even as Marianne gets older, we wonder will she ever be able to
be left alone for a short time?... But with her communication
problem, I don't think I would be comfortable enough to ever do
that. I can't see babysitting ever ending.

Shane was hitting and slapping and screaming and things like
that... He's frustrated. He's very frustrated. He doesn't have
the language to be able to express what he wants to say. And he
will become quite frustrated.

Oh my goodness, we had a hospital crib with big high sides, and I
kept Shane in that for the longest time. One morning I went in
and here he was just sitting on the edge of the crib, just
balancing. I mean it was only about that wide. Sitting there.
Another time I went in and I found him walking. What was he
walking on? The rail along.. He had climbed up onto the
dressers, got into his crib and was walking along the railing of
the crib. I just couldn't believe it. Then we have a ledge
downstairs in the basement that's four feet up, and he walks on

it. He walks on it all the time. I'm forever going down and
finding him up there.

A lot of games we started playing around, you know, just sort of
functional cause and effect things have made things a bit crazy
around the house. Bruce is constantly turning the dishwasher on
and he is, you know, switching on and off the lights on us and
all this stuff and running to flush the toilet and turning on
taps. But it's neat stuff so I guess it is nice to be busy in
that way with him versus some other way that is maybe less
productive for him.
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There are reasons to doubt. You know, we're worried about all
our children walking home from school and everything like that.
But your other children can handle the situations that might come
up on that road home, whereas I don't know if Marianne could
handle some of this on her own and her brothers aren't always
going to be there... There has to come a time, definitely.

I guess one of the big things, is if Bruce could communicate,
could he tell us things like, " I'm uncomfortable and I need to
go to the bathroom'"; would, all of a sudden, toilet training not
be such a big issue for us anymore? Or even the visits...
Bruce's friends are about as good at "reading" Bruce as we are...
But if they come by, you can't read "What did you do yesterday
Bruce?" And he can't initiate any contacts with then.

2. Illness/Disability

Specific illnesses in their children, which have been more
serious than the usual childhood illnesses; and, especially for
Bruce and Shane, will continue indefinitely, bring serious
stressors into the lives of these parents.

Quotes #4

Anyway, Bruce was just so sick and he spent about 3 weeks in
Regional Centre and I kinda lived... I didn't live in but I
stayed in Regional Centre. I couldn't live in I just couldn't
handle it. I was there from 9 in the morning until about 9 at
night and then I left and had time to myself in the evening.

Nobody would come near Mariuwiine when she was an infant because
(When I look back on it now and thought, at that time, that it
was valid) they were very scared to look after her because of all
her health problems. Because you could lay her down at eight
o'clock and then at ten after eight she could be in real distress
breathing. And indeed, that was a valid point. But I wonder if
they didn't play on that too? Thinking that, all right that's a
legitimate excuse and, you know, they're going to say they don't
want to look after her because they're scared that something was
going to happen to her.

We went back again for the second time. It was then Shane was
diagnosed. They wanted to try a treatment called, A.C.T.H..
It's a steroid. And I had to give him needles. I was petrified
of needles... Well, they wanted to teach me how to give the
needles. I thought, "Oh, 0.K. if I'm going to have to do this,
then I'm going to have to do it". So I learned how to give him
these needles and it was just.. There was a period there for
about two months that it was just a nightmare.
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If we (Martha and David) didn't have to worry about seizures,
life would be wonderful. And people think I'm crazy when I say
that but life is such hell when his seizures are out of control.

You know, there were plenty of mornings that I'd be doing the
physio or something and the neighbour would come in and leave
because she couldn't stand it... seeing me do this... trying to
get those legs straightened up. I'd have Marianne plastered up
against a wall, and she was just screaming her bloody head off...
And all that the neighbours could think was, this was too cruel.
They can't witness that. So they were free to go out the door...
I didn't want to have her crying either... But I wasn't free to

go... I had to put up with that. I couldn't go out the front
door and shut the door and be gone.

Marianne was so sick and ah, I just... I didn't have anything...
I didn't have anything else in my life other than her physio in
the morning... An outing for me was to the clinic or to the
hospital for an x-ray.

I always felt there was something holding me back from totally
loving Shane the way he should be loved... It was like, I don't
know. We couldn't make that communication. There just didn't
seem like... Him and his father seemed to be quite good, you
know. They bonded together quite good. But we couldn't seem to
make that connection. I'd hold him and everything... I had a
real problem with that because I felt something was holding me
back... I think it was the fear that something was going to
happen to him, that he was going to die. I didn't know what I
was going to do.

3. Illness/Disability/Financial

From time to time, these parents feel financial stress
because of the special needs of Bruce, Marianne and Shane.

Quotes #5

We get ours (diapers) from another province because they are
cheaper. We have them shipped by courier every month. It works
out cheaper to de it that way. But anyway, I mean that the money
for Bruce just doesn't go very far. But if he was in a room and
board situation or in a group home or living in foster care
somewhere, there would be a lot more public money put into his
keep. And it's not like we want to get paid to look after him.
But there seems to be some kind of injustice here, in that we are
just here twenty four hours a day for Bruce, basically free of
charge to anybody. And somehow, at some point, you think this
isn't right. Bruce is eighteen years old and if he didn't have a
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disability and he chose to live at home, it would probably cost
him . °

We took Shane down to Dr. Kelly and um Dr. Kelly said that he was
taking infantile spasms... And that it was an emergency. He had
to be taken over to the hospital in Regional Centre right away.
It was just all of a sudden. It was Dec. 5th, I think. And he
was only five months old and we went over to Regional Centre...

I found it very frustrating at that time, too, because it was
just around Christmas time. Financially we didn't have the money
to go. Everybody that time of year has done Christmas shopping.
I had done my Christmas shopping and I just didn't have the funds
available to me to go to Regional Centre... Anyway I was lucky
in that an aunt lent me the money to go to Regional Centre. I
had to stay over there for a week.

They (sitters) are not in plentiful supply. There are some girls
that I can get that are very reliable. But it's costing double
because you pay a good amount of money for somebody that you
know, will do it, and is reliable.

I have done the fighting to get Shane early intervention because
both me and Phillip were not working at the time. I fought for
nine months to get Shane's day care costs covered because we were
both not working and weren't requiring day care, we were
requiring early intervention...

If I were a foster parent, I wouldn't have to worry about going
out working trying to make some money. They'd provide me with
everything. I'd get so much respite care and I'd get money for
looking after the child and everything. But if we ask them for
anything for our own natural child that we try to keep home, it's
a fight... The phone bills to Regional Centre (when Bruce was
sick, for example) were just atrocious, $200 to $300 a month just
to phone to Regional Centre.

4. Illness/Disability/Parental Work

Martha, Anne and Sara have ambivalent feelings about working
outside of the home which are intensified by their children's
disabilities.

Quotes #6

Well, to be perfectly honest, it really would have been nice to
have somebody come to me from my employment to say, "It's o.k..
We know that right now Bruce is more important than anything. I
never got that once... So I always walked around feeling guilty,
and trying to justify x amount of time spent at work and x amount
of time spent with Bruce. I would raise the subject every once
in a while about that and it would be... it would not be as
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understanding as I hoped that it might have been. Um, it was
more..." Well, when do you think he's going to be better? Wwhen
do you think you're going to be back?..." It just would have been
helpful to think I didn't have to worry about the work situation
so much. Cause that really stressed me out..

It was that second year that Marianne was in day care that I went
back to work part-time. I worked the mornings. Well I worked as
a lab technician at the Capital City Clinic but we just got laid
off there the other day... The Clinic closed. So I did that in
the mornings, which was great for me too. I had to get back out
in contact with the adult world. I just had too. I just had to
make that contact again, because it was too much at home. It was
hard enough when you had young ones at home. Everybody realizes

that, but when you have all this extra stuff that you have to do
for one child.

I (Sara) can get depressed if I'm home twenty four hours a day,
seven days a week, that kind of thing. You can just get too
depressed. I need that contact with the outside world. But I
sometimes feel that I'm cutting myself up into too many chunks
and not giving enough to everybodyv..

Well, I don't know if I (Anne) want to explore more education for
myself. But there are times that I wish that perhaps I was a
person that could be employed full time outside the home. I
really feel, even up the this point, that I'm not marketable to
be full time, because there's no employer that would give me the
amount of time off required to attend to Marianne's appointments,
that can only be done on a nine to five basis.

I (Ssara) find it very difficult right now to be working and to do
all the things that I feel that I have to do. There's just not
enough time. There's not enough time for me. 1I'd much prefer if
I only had to work three days a week. Because I'm finding
that... 1It's just that sometimes I have to work because I need
that. I need that connection with the outside world.

But there was a lot of pressure that I was feeling from other
workers to have some answers about when Bruce was going to get
better. All I wanted to do was get through a day.

5. Isolation

Feelings of abandonment and isolation are expressed by these
mothers. While all three are experiencing good support from
their husbands, and all three have intimate friends outside of
their immediate family circle, only Sara has found consistent
support for herself and her problems outside her home. There are
special reasons why this is so, and why she needs more intense
support from friends than do Martha or Anne. This will become
clear from Sara's statements in this section and the next. For
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the most part, two of these three mothers carry on their lives
with little support and encouragement from people, apart from the
people with whom each lives; the third mother has found the extra
support that she needs and uses that support in ways that help
all the members of her family.

Quotes #7

Boy, I think if it wasn't for just having somebody like David,
you know, where the two of us... we experience the same kinds of
feelings. We have the same kinds of hopes and anxieties, or we
seem to. I think we really help one another.

The doctor that was attending me (Anne) at the time, the
obstetrician, had no idea in the wide world on how to cope with
the situation. So he ran from it, to the point that I was five
days in hospital and I didn't see him over the space of five

days. He never came back. That was the end of him. He was
gone.

They (grandparents) were shocked that this (Down syndrome)
happened and offered support by saying, "Oh well, you can handle
this." "Things won't be that bad."™ This was both sets of

. grandparents and that's on-going. That's an on-going thing right

to this day... I don't think it's rejection. I think it's more
a fear of what to do or how to act or... Wwhat would I do in a
situation if she happened to take a stubborn streak or something
like that? I think it's ah... No I can't say they reject her.
Both sets of grandparents, I think, are very fond of her, but at
a distance. As long as we are there you know, to be the main
care-givers and look after her. They imply, "But don't expect us
to jump in and try to alleviate some of the stress."™ No we never
did have that kind of hands on support. And that holds true to
all extended family members. I can honestly say that there's no
support in that family unit.

And another good thing, when it's a couple doing it. I mean
don't get me wrong, there's times when I'm burnt out wanting to
wash my hands clean of it all... But when if you have that extra
strength coming from the other side that wasn't so involved in
it. A strength that could then take over, so you get rejuvenated
again in order to carry on with the task that needs to be done.

To be honest we (Martha and David) have a bit of resentment when
we hear one sister saying to the other, "Well I'll take your kids
this weekend, if you'll take mine next", and all this. I know
that Bruce is not easy to look after and people would have
struggles with that but there's a lot of things that Bruce likes
to do like just go for a drive in the car. I keep thinking that
it wouldn't kill them, if they're out for a drive, to come and
pick Bruce up and put him in the back seat, put his seat belt on,
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take him for a drive. He's not going to hurt anything or touch
anything or...

Ya, it's lonely though, if you're the only one in a big school
like that. We have an enrolment of 550 down here. It's lonely.
If you had another family that had a child that is trying to be
integrated into the system.. it would be better.

The pressure is on us, his parents to always be the ones to make
sure that Bruce sees his friends after school evenings, that
sort of thing.

I just forget to say, "Well what do you think? or "would you like
to come?" (to Philip). I never thought to turn around and say,
"Would you like tc come with me to this?" Or" Maybe we'll do it
when we both can do it." . Or "Lets set up a time." I guess I've
just kind of gone out and done the things that had to be done
myself. I find that happens an awful lot.. You get an
appointment and you say, well I'd better take it because it might
be months before tha* person's going to make it back here again.
You can't just go anytime when you want to, or when it's
convenient for you. It's always convenient for them (the
professionals).

that there was some way that they could speak to you, somebody in
the support program or something that would say, "Can your
husband become more involved? How can we Kkeep this a family
thing?" Because sometimes you just get so desperate in your
struggles that you forget that you've got a family unit that can
work together to get things accomplished. And use each other and
lean on each other and that kind of thing.

He (Sam) can step in quite easily when he takes her for a little
while. "All right, Marianne, we're going for a little drive." or
"Let's go down to my office and play with my computer." And it
always seems to be at the very best time where I say "Oh my Lord.
You know she and I have to be separated for a few minutes

here..." So it always works out well there, too. And the boys
seem to pick that up, as well.

Well I guess when I look back, it (Martha's inner strength) must
be pretty good to go through... I mean sickness and the... And
I'd have to say it's pretty darn good because there hasn't been a

whole lot of support anywhere else other than in our immediate
family so...

It's the five of us (Anne, Sara, Terrance, Wayne, Marianne).
There's not another person that comes to mind that I'd jump in
and say, "Well, they really helped us out in the bad times."
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It's hard to extend the hand and ask for help. If I would have

involved him (Phillip) right from the start, but you see, I
didn't realize...

I worry if something gets in the way of my being able to keep it
all together. Because, as I said to you last night, sometimes
it's like David and I are against everybody. And there's just
the three of us (Martha, David, Bruce).

6. Additional Stress

Sara is parentlng children in a family with some special
needs in addition to those which arise from the disabilities of
one of her children. She has found support for these special
needs in already existing services to assist people to cope with
the daily living stresses of alcohol abuse and/or eatlng
disorders. Sara has learned how to find these services and thus
to find support for herself and her family outside of the family.
Moreover, she generalizes the principles she has learned from

these already exlstlng support groups to the probliem-solving she
must face concerning Shane's special needs.

Quotes #8

Oh back three years ago it was extremely stressful. I lost all
self esteem. Oh, not all, I must of had a little bit of self
esteem to get me into Al-Anon...

I was just like everybody else that lives with the disease of
alcoholism. It just affects the family in that way. The wife
becomes wanting to control the situation. She feels that she
should do something because this person is out of control.

They're spending money that they don't have to spend. They're
becoming aggressive when you go out to dances and things like
that. You can't enjoy yourself. You feel that people are.. that

people are holding you responsible. And a lot of people will
hold you responsible... :

I realized that this person was a sick person. He wasn't just
doing it to be mean to me or that he didn't love me. I know that
Phillip wishes for anything in the world to be able to be normal,
to be able to drink like everybody else, because he see's all his
other friends going out and doing it. And he say's why can't I?
And he doesn't understand... I understand the fact that when
Phillip drinks alcohol his chemical reaction set's off a craving
like opium would. And so it's very addictive. And so I
understand a lot about the disease. I understand more about it
than Phillip knows about it.

Like with Shane's disability, I felt that there was a lot of
pressure put on me to do everything. That he (Phillip) wasn't
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taking respensibility and so I was resenting him. So I weculd
eat, just not to feel. So I can see with Phillip... how Phillip
copes with his frustrations is to drink.

I think it might of.. it probably hurt Philip's pride that he
couldn't provide this himself. And he wouldn't go.. he wasn't
about to go to people and say, "Look, we can't financially"...
because I think it had a lot to do with the fact that, that would
make him have to look at his drinking problem, toc. I mean, it's
not that he was drinking a lot and spending a lot of money. But
he was still doing it. And I think it made him really realize

that he was having a prcblem, and that his disease puts the extra
strain on our family.

I know that part of me, part of my personality is that I have to
say what is there. I have been so used to stuffing things down,
stuffing feelings and stuff like that. But I have to get them
out. I have to have somebody to talk to... That's just part of
me. If I didn't voice the negative feeslings... like I'm a very
black and white person as far as judgements on myself. I can be
very harsh with nyself. That's why I need to do it. I need to
get it out because once I say it then I'm not as judgmental as
when I'm thinking it. It's different. But at least I know that
that's what I have to do.

I attend the Al-Anon program. I find-I have a lot of support
there, practising the twelve steps of the program. Now I'm not
trying to be the person that runs the show all the time. And I'm
realizing that I don't have to know all the answers and it's 0.K.
to reach out to somebody else, and recognize that somebody else
.can help. That's what my coping is. Wwhen things have gotten toco
rough for me, I've talked to somebody about it. I talked it out.
If I just can't handle it any more, I get some help. Sometimes
in just saying what the problem is, just talking about it,
narrowing the problem down to what it actually is... 1In other
words I try not to make mountains out of mole hills... So I got
a lot of friends that support me in that way.

I have a sister, she's the one that works down at the flower
shop. While I'm down there creating, I'm down there talking away
to her... She's more like a mother to me... We had a big family
and the older girls had to help out with the younger kids. So
we've got a very special bond. She's my best friend. We share a
lot of things. I can tell her anything. I know that it's not
going to go beyond the walls... She's an excellent person. I
feel that I'm a good friend to her, too.

I have another friend that's in the community... That I can share
confidences with. She shares both the living with an alcoholic
and the compulsive eating disorder. So I have a lot to talk to
her about, too. Those are my two main people that I know that I
can share everything with.
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And then my brother's girlfriend, too. She's a good friend.
She's the person that I go out and have fun with... the person
that I can let down my hair and just, you know, act silly and
talk silly. So I have different friends that meet different
needs. It's nice if you can have somebody that you can share it
with. Because even though it doesn't help you get rid of what
you're carrying, it helps a person to relax about it and put it
down for a little bit anyway..-.

It (attending Al-Anon meetings) makes for a much better
relationship because I'm not just standing at the door with my
claws out when he comes home late. I hope that Phillip will find
help too. The kids will always love their father and their
father loves them and I would never, ever, go take them away from
him. I would still make sure that the kids would always have
their father. I would make some kind of arrangements for them to
spend lots of time together. But for right now, as far as me and
Philip and our family, it's working out pretty good. But it
wouldn't be that way. Not unless I had the support of a group of
people going through the same thing.

I go to Al-Anon to help me deal with my feelings about
everything, not just the disease of alcoholism... my feelings
with my parents and how I was brought up... all those things.
They're excellent programs cause they help you look at yourself
realistically. Oh I had some friends... I've gotten rid of
them. I used to be there with my ear open and just letting a lot
of people drain me dry. And I just said enough is enough. It
was just that.. I just said, "Look, there's a place where you
can go and get help. I'm not going to be your program.' You are
in a program, a twelve step prcgram and I think that maybe it's
time to start using it..." I had toc be cruel to be kind. I just
couldn't be listening to people phoning up and going on and on.
They didn't really want to help themselves, they just wanted to
have something to cry about. So I said, "When you're ready, when
you want help, I'll show you how I did it... how I made it
through, but not until you're ready to want to do something about

it." I don't have time for it. So I don't get these phone calls
anymore.

Well I feel that without the Al-Anon program I wouldn't have..
our family unit wouldn't have survived because it's just ... I
was doing all the same things that every other woman does when
they don't understand. But now that I understand and he knows
that I'm quite comfortable, I can live quite comfortable right
now with the way things are... But I also know that I'm
confident, I got my confidence back. I'm quite comfortable in
knowing that I can leave if I want to or that I don't have to

stay in the situation. I've got choices and that makes a big
difference.
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7. Demands on Parents

All three families find themselves facing many demands over
and above the ordinary demands of raising a family. Moreover,
these demands are often more intense and of greater duration than
is usually the case in child-rearing. While the fathers in each
of these families provide good emotional and practical support,
many of the special needs of Bruce, Marianne, and Shane fall
primarily on the shoulders of Martha, Anne, and Sara.

Quotes #9

David and I(Martha) work really hard to keep Bruce busy on the
weekends; but when you work, you know, it involves: What do we
have to do that we can involve Bruce in? And then: 1Is there any
time left over to do something that he might 1like? Like take him
to the beach or take him for a drive or a walk to the park or...

We take Marianne skating and swimming and things like that. We
don't allow her to get into a rut. I go two days a week skating
and one night swimming. So you know, it's you that's going to
have to do it, so you might as well get busy and go and do it.
It all falls on the parents' shoulders... I'm busy keeping her
busy... It's not that I can just send her down to the rink by
herself... others don't realize it's an extremely different
situation. If she's going to benefit from it, it's because of
our efforts to make sure she gets there and does it.

No, no, I (Sara) blamed myself for not doing it, not taking the
time to sit down and read all through the information and uh, you
know. Because I just didn't have the time. I was dealing with a
lot of problems. At that time I was dealing with getting myself
sane again. I just didn't have the time to just sit down and
sift through a lot of the information and pick out what I thought
I could use. I needed somebody to tell me, here's two or three
things that ycu can do at home. Maybe not even three, maybe two
things that I can work at and then try something else. But don't
be giving me a whole bunch of stuff that I wouldn't know where to
start with... 1It's not that I don't feel that I'm an intelligent
person that could have gone through it and picked out the things
that I needed to do. But I just didn't have the time to sit down
and figure it out. Not when you're getting it from all different
areas, it just can be overwhelming.

When Bruce's friends call it is me they talk too. They want to
know how he is doing and what he is wearing today and what he is
doing Friday night and so I have had to learn to talk to 16 - 17
year olds... It has been real difficult for me because he can't
pick up the phone and call them and they can't call him. But
they are comfortable to call David or me.
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I'm no hero. There were plenty of days I (Anne) said, "That's
it, I am not doing any more. I don't care where she goes or what
she gets into. I am not fighting anymore. And I'll keep her
home"... Mind you, it only lasted a short while. Then it was
time to start again. And you do. ‘

I find Margaret more stressful then Shane... Because she is very
demanding. Like she's um, oh I don't know... It's always, "Mom,
Mom, Mom..." To get my attention. 1It's just like, it's almost
like.. I know she needs my attention but it's like I don't think
I can give her enough.

There are times that I wish I had more freedom of movement in the
sense that I always feel that I have to be available to whomever
may have Marianne, whether it's school or whatever. I don't feel
that I can just cut loose and not be too far away without... a
phone call away or something like that. It was definitely harder
when she was younger and the boys were young, as well. I didn't
have the freedom to go as much as my friends could go... out in
the evening or things like that. So definitely you're more
confined... more so than the mother of any familv unit. I would
say a mother of a handicapped child is more confined and confined
for a longer period of time.

And we've (Martha and David) been to places like the Society and
we're saying look there's a real need for a system change here.
"This is not just our problem. Families are running into this."
And you just get the line, "Well, you know, if you want to make a
change, well we'll have a meeting and we'll all take on a job
and..." I can't take on another job. I can't do it. I have no
more time to take on another job.

I haven't explored those groups (Brownies or Guides) to be
truthful with you. I had Marianne in a catechism program a
couple of years ago at the church... I didn't find my reception
overwhelming... And I was... usually I'm not one that will back
off because my reception wasn't good. In fact, that gets me
going all the more. 1I'll usually admit that quite freely. Two
years ago I was struggling here with the school, you see. Trying
to keep that on the up and up. And I didn't know if I really
wanted to tackle the church too at that time... There's a limit
to what you can do and what your head can hold. So I let that
go. It wasn't what you'd expect from a church. So there's a
real kick in the teeth, as far as I'm concerned... practice what
you preach type of thing.

So anyway, we struggled through it (Bruce's illness) but I sort
of felt that I wasn't anywhere doing anything for anybody, be it

at work or at home. David was feeling the same. And we were
getting lots of pressure from the school.
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Because, I just can't keep it up. I can't keep juggling it
all... something is going to fall apart at some point.

Ya, they (parents of disabled children) have enough to do. They
can't do any more. But we don't get a whole lot of support
unless we're willing to get out there and fight and work for it.

Respite care would be one of those (special things) that we've
had to do. Baby-sitting for us, well, is it ever going to end?

In a matter of one phone call, I got the other two registered in
school. To register Marianne was an eight month process of
meetings and phone calls. I can call and get the boys into
hockey or anything. I can't do one bloody thing over that phone
for Marianne. 1It's a meeting, then there will be another meeting
and they take it to somebody else, for another meeting.

Interacting with Professionals
1. Bervices

Martha, Anne, and Sara, all have experienced what could only
be termed "horror stories" at the hands of some professionals.
These mothers have been made to feel inadequate, subversive,
uncooperative, disheartened, overwhelmed; and to experience
ongoing feelings of guilt. On the other hand, each mother also
has experienced very positive, supportive, and very productive
interactions with some professionals. The difference seems to be
related to the particular attitude that the professional
possesses concerning the child with a disability or, perhaps,
concerning disabilities, in general.

a. Negative Experiences

Quotes #10

Now I (Martha) spent a lot of time last year being on the
receiving end of the phone calls from the school... "Come and
get him. Take him home. He shouldn't be here."... and all of
this stuff. They would always call me first at work. Always
call me first... I would get messages or I would be told later

by the teacher that she was very disappointed in me in that I
wasn't available to come to the phone right away or that I had
gone out to a meeting or just horrendous silly kinds of things.
Anyway it just got to me. I put up with that for a whole year,
practically. We write back and forth in a book about Bruce to
the school, just because of his inability to share with us
everyvything we need to know. And I would write, "I'm not going to
be around today, you'll have to find David if you need anything."
But still they would call me first. I found that very taxing.
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And just because of that... and with my new responsibilities this
year and under new employment and you just can't get up and go
when people call. I just can't... David and I talked about it
and he's going to take that on this year. I'm just not returning
the phone calls. They'll be forced to have to deal with David.

I remember a six page report from a speech therapist, done
immediately prior to Marianne's entering school, that when I
received it in the mail, I actually cried. Of six typewritten
pages there . as not a positive thing in it! It was a total list
of what Marianne can't do, not one mention of what she can do. A
report like this is extremeély disheartening. I already know what
she can't do. There had to be something positive to build on.

It gave me a sense of hopelessness and total frustration. Why
would I want to return to see this professional who had nothing

positive to say and no recommendations of how we can help in
Marianne's problem areas?

We were getting some help to put in a stair 1lift. It happened
after Bruce became an adult, so we'd made an agreement where...
They certainly weren't prepared to pay for the cost of the whole
stair 1lift. They're very expensive. So we split the cost with
them. I made it quite clear that they could either send us the
money, or we'd pay for it first, or whatever they wanted to do.
Anyway some welfare worker, on his own, that I've never even met,
who says he's Bruce's worker... his financial worker. (And I've
never met this man) took it upon himself to call the company, a
local company who was supplying us with the chair, and inform
them that this person is on welfare and they were to bill so much
to the department and it would be paid. Well I was just
devastated... I call once a week, I want to speak to him about
what he's done. He won't return my calls... they just start to
treat you differently. I just feel that Bruce... or we don't get
the same respect now that he's an adult, that we used to get.

The same privacy is not affovded us.

I had one professional come here, well not here but out in Dover
and wanted me at that time (because she looked it up in a book
that the child should be able to learn how to open the door
handles for getting in and out of your house. Cause age-wise
that book said that). Now, the professional, I mean just had to
look at Marianne. Marianne was not even on her feet at that
time, although she was two and a half. And she used to jump
around the £loor on her bum was how she'd get along. So I asked
the simple question, "Well how am I going to get her up to the
door knob? She can't take the weight on her legs yet. That is
what we're working at now... to get the weight on the legs... ©Oh
she didn't like it (my gquestioning her). She didn't like it one
bit and indicated that "Mother was uncooperative."

There was the time that we went to take Shane to see that
developmental psychologist. She handed us a book of all these
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things. She asked me why I was there and I said because I wanted
to have an understanding of Shane, where he was "at" so that I
could know where tc go from here. Anyway she did an assessment
on him and then I asked is there anything... could she give me
anything that would help? That was my main purpose of being
there was to get some information. Pass some information on to
people... But she handed me a photocopied... Well, she didn't
hand it to me, she sent it in the mail to me. It was really
thick and it just had... it was more of a clinical kind of...
something that a professional would use, not a parent. I mean,
there was a lot of things in there that I didn't understand
even... And when I got it, I just put it on the dresser and that
was it. I left it there for quite a while. Then I thought..
every time I walked by it... I'd get the guilty feeling that I
should be doing something. I should be working with Shane and
all this. And then... then I'd say, oh well, I just don't
understand. Anyway... everytime I looked at that thing I felt
guilty because I wasn't doing anything with him. But I just
didn't know how to go about doing it. She gave me the Hanen
Early Language Book and said, "Here, do this". And I just looked
at it. It was a binder and it had a lot of information in it.
You just can't do that to people, just go and hand them something
and say do this... And not go over it with them and show them how
it works, or how you can bring that stuff into your everyday
life. It just felt like it was too much. It was going to be too
hard to get the information out of it and it was going to take
time from Shane (just learning how to do the stuff)... Anyway, I
just would feel guilty about not doing it.

If anybody is sick in the family, I'm stressed over that.
Financial demands make my life stressful. Dealing with
professionals makes my life very stressful.

Last year, when he entered the senior high they put him in for a
bit of gym. But what they did, Barbara, when they put him in a
gym class, first they made no introduction to the other students
about who he was and why he was coming, in ways that the students
could welcome him. We talked to them about that. So then, they
went back. They backed up and they tried to prepare the
students. They changed gym classes and tried again. They
thought they did very well. But when Bruce entered the class, he
played on the side lines, while everybody else did their thing.

And another thing they refused to do was put him in classes where
his friends were. That was the only thing we ever really wanted,
was that he'd be in the classes with some of the people out of
his Circle of Friends. And they were taking things that we knew
that Bruce would enjoy, computer, typing, music, art. There's a
course called, I think "language arts" at the junior high level.
Now I'm not sure what it's called at the senior high level. But
it's where they would do report writing. And the kids came up
with this one at a Circle meeting: Let Bruce come to the first
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half hour of this class because we write in our journals and he
could sit with us just like in junior high. One person would sit
beside him 'cause he was drop seizuring in junior high... they'd
sit beside him and if he'd drop they'd catch him. So they (the
kids) had no problems with Bruce. They come up with this plan at
senior high, that he could join this English class for a half
hour, while they wrote in their journals. And while they were
writing they would read to him what they were writing because he

.loves to be read too... You know, and it's not an instructional

time. So it's not taking away from anybody. And Bruce's special
ed. teacher didn't feel he was ready for that. And by the time

you fight the issue the semester's over and the kids have gone to
something else...

I would say in the four months we (Martha and David) were
probably there (meeting at the school) a couple of times a month,
on average. And then when he came back (from hospital) he didn't
go to school right away. He came back from hospital in early
May. We got a phone call. As soon as they heard he was back we
got a phone call saying, "We trust that you're not sending him
right back to school. He's going to need time to recuperate..."
I always constantly felt like people were trying to insinuate
inadequacies on our part, constantly. So it wasn't just visits
to the school. It was all the other stuff that they had us
running around doing... Just totally exhausting us. We brought
him back and had no intention of sending him back to school after
being six or seven weeks in hospital. But they wanted to make
sure that we had no intention. And then when he was ready, we
had tc have a meeting before he went. We had one more meeting
after he was in school and there was one more after he came out
of school. So that was from mid-May to the twenty second of
June. We met a lot. :

I think they have the philosophy here that... Well I know for a
fact that disabled children are probably the lowest priority on a
list here. And if it's a child just with a speech impediment or
something, well, they can work on that and see some success. But
if you take a child like Marianne where you're basically trying
to teach her oral language... that's a big job. That's a big job,
and they don't have the time or the resources or I think what it
boils down to, is there is no interest.

A lot of the professionals you deal with... you come home with
the feeling of being disheartened. Of the majority of them I
have dealt with I can honestly say that. That it's
disheartening.

I think I've said most everything, some of it in a round about
way. I just think the system stinks. 1It's certainly not
responsive.
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b. Positive Experiences

Quotes #11

Sue Kinaschuck is the family support program worker. She has
been an excellent support to me (Sara) right through. She'll
say, well that might be too much for me or she'll say, well are
you interested in this? and she'll give me information... if
there's a workshop or scmething... that she thinks I might be
interested in. If I get too much stuff or if there's a whole
bunch of stuff to look through, she helps me to look through it
and the decision on what would help, as far as what would be the
best. She'll say, we don't want to get you overwhelmed with a

whole bunch of information. She helps me to sift through a lot
of stuff.

The principal was a really welcoming person and wanted to try
this out. We (Martha and David) sent him to the next province to
see some of the stuff over there, where they were integrating
kids successfully. He went for three days. She saw some
wonderful stuff at the senior high level and came home all
excited. But he doesn't have a lot of support around hin.

I I just don't believe that a place like the general hospital could
ever operate like a children's hospital, where they work in teams
and where parents are so vital and important in the process of
getting well and getting kids better again. They (the children's
l hospital) just make you feel if you weren't there, things just
would not go, as well... They really value family.

There's Bruce's family support worker or whatever Betty is. She
does her best in her limited authority within the department to
try to get things for Bruce. She will go to bat. She will take
things up the line... So I have to say that Betty has been
helpful. The difficulty is that once the wheels kick in, in
terms of processing how things happen, Bruce just gets lost. I

have a big problem, with how things have to be processed in that
place.

Sue Beck one of the speech pathologists in the Hanen Early
Language Program, brought that book... that green book that the
other speech pathologist went and handed to me... She brought
that alive. She showed how to integrate that into my life...

Before he (Bruce) turned eighteen, Betty was the only person we
had to deal with. She took care of everything. And you could
handle things financially the way you chose. I mean if you
wanted to be paid once a year and take your money, you could take
it. It doesn't work that way anymore. I just find that it's
more dehumanizing now than it used to be. But certainly she is
supportive in saying, "Yes, (if you say you need this) we
believe that you need this." And that, I guess, comes from her
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experience of working with us, to know that we're not out to rip
off the system or to take things that we don't really require.

So she's somewhat helpful. Um, other than that it's sort of just
friends or people who care about us or care about Bruce. We

don't have a lot of people paid to be in our lives that we find
supportive...

" We stayed at the Ronald McDonald house in Regional Centre...
That was great. It was a really good relief to know that we had
some place close to the hospital, to stay. I (Sara) had lived
over in Regional Centre before so I knew my way around. We went
over. I remember we had to be over there and it was a snowstorm
on the way over. My other sister and brother-in-law drove us
over. So, there was five of us going over and we landed in
Regional Centre in the middle of a snowstorm... All this fun
stuff. Any way, we got there and we got tucked in. Shane saw
Dr. Curley the next day. Dr. Curley is just a God-send. He has
such a good way about him. Everybody just loves him.

The family doctor is great with Margaret, too. I took Shane out
there to make sure whether he had an ear infection or not and to
see if his ear infection was cleared up. And Margaret coughs and
says "I got a cold; Dr. Wills". And he says, "Oh that sounds
like a bad cough there Margaret, I guess I'd better check it
out". It's so sweet. He realized that she needed tc have a
little check herself.

You see, the best thing about Elaine Rhodes, Shane's one-on-one

teacher, is that she's a parent of a disabled child. She knows.
She sits in on case conferences for us and she'll say, after we

get out, look Sara, I know exactly how you're feeling. All the

stuff that they're saying. Everything that everylkody was saying
was their own little interest. Out of all the things that they

say what do you really feel that we should work on? And then

I'll say well, you know, maybe this... She's very supportive
that way.

Our pediatrician is a good support for us. Unfortunately he's
retired so that's a big less right there to us.

The pediatrician I found was excellent at that time. The
pediatrician, who was supposed to just be looking after the baby,
had to take me on as well. From him I got a fair amount of
support. Fortunately he's the pediatrician that was in practice
for thirty some odd years and has dealt with this situation
before. He knew a lot of children with Down Syndrome so that he
could give me a somewhat positive attitude about it. Had it not
been for that one particular pediatrician, I don't know where we
would have turned or to whom we would have turned. The
pediatrician's words to us were, when I asked him where do we go
from here... I remember specifically asking him that... he said,
"You take the child home and you treat her as normally as
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possible."... Sometimes people ask, "Who gave you the most
encouragenent about your child, and the most support for the new
parent?" I would have to say, "this particular pediatrician."

The speech therapist I have now is Susan Jones. She also knows
the things that we need for Marianne. Susan wanted to have her
(Marianne) the first part of the year down at Pine Hills School
so she could help get the program in line with computers and
things... I experience an awful lot more of personal effort put
in from Susan to try and help out with Marianne's communication
... She starts with a positive. She's not going to build you up
with a lot of stuff that you know is a whole lot of baloney,
that's for sure, either. She starts with a positive and works
from there, rather than the negatives.

And that's one of our (Martha and David) other fears... Really
that hospital's supposed to take kids until they're sixteen.

- They will take kids I think up to twenty one, given certain

criteria and Bruce meets every single one of them because of all
of his special needs and things. But we're going to lose that
support within the next few years. That's scary. Um, Dr.

Curley has followed Bruce well since Bruce came home to live with
us. He's very supportive. He's the chief neurologist over there
right now, I think. Although they work in a team over there, so
it's really hard to tell who's who. They don't sort of get into

these I'm the boss sort of thing. He's been around and worked
with Bruce for a long time.

They (early intervention/day care personnel) always kept you
abreast of ... "look that's not working. We're cleaning the
slate on that. What we're trying to do with her is not working.
It's probably us or the way we're doing it, or something. But
we're scrapping that and we're going to try another whole
approach on that." And they didn't try and take her and stick

her into their system. They kind of made their system work
around her.

She'll phone up and say things like, I think it might be time for
a case conference. What do you think? And I'll say, when was
the last one? And she'll tell me. She gives me all the
information that I need. She makes sure that I have it. She
keeps me up to date on what's going on. For example, For this
conference, here, the Intervention Conference: she phoned me up
about it. But financially I wouldn't be able to go by myself.
She said don't worry about the finances part. She said, I'l1l

work that out. You just see if you can arrange to get the time
off.

2. Education

The services that these families are receiving from
educational institutions vary greatly. All three families want
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their children to be educated as much as possible in the
"mainstream" of available educational services. All three
families want their children to receive educational experiences
which will meet their developmental and educational needs. All
the families feel that mainstream education has a respensibility
to make the appropriate adaptations so that their children can be
included. Bruce, the oldest and probably the most severely
disabled child of the three, is currently having the most
difficulty in receiving appropriate educational services. This
was not always the case. During his junior high school years,
Bruce's parents were very satisfied with what the school was
offering Bruce.

Marianne has had much more consistently appropriate and
"mainstreamed" educational experiences than has Bruce. As well,
she had a very successful and satisfying early intervention and
Kindergarten experience, provided to her through day care.
Marianne, of course, is younger than Bruce and has probably
profited from all the children like Bruce who have preceded her
and the pressure from their parents, which have helped to "shape"
the educational opportunities which professionals are willing to
provide. As well, now that many of her health problems have been
alleviated, Marianne is probably the least severely disabled
child in our study.

Shane is just beginning school. He has had a very
successful and satisfying early intervention experience at day
care and the mechanisms are in place to help him make a
successful transition to the mainstream of his local school. The
exact level of Shane's disabilities cannot be accurately
assessed, as yet. But it is fair to say, I think, that the
notion of placing him in a regular grade one and maintaining him
in the "mainstream" of his school is not a new idea to the school
personnel with whom his parents are interacting. They seem very

supportive of Sara and interested in welcoming Shane to grade
one.

Quotes #12

They just set up a regular special education model, you know,
special ed class in the regular school, making it very difficult.
Plus they're high school teachers who aren't, in my opinion,
getting the leadership they need as to how to make that school a
welcoming place for the kid with disabilities.

Um, I would say that from September until December, we (David and
Martha) were probably there (at the school for meetings) half a
dozen times. No, no, they called us in before school started, we
were in the week after school got going, we went back the end of
September. Ya, well, we were in a lot. We were in again in
October. There were concerns that maybe... stuff around seizures

45

92




and Miss Maxwell wasn't sure if she was dealing with his seizures
properly.

Friday they said he (Bruce) fell asleep on them. I thought, here
it goes... Like I said to you earlier, that's Bruce's way.
That's what he can do. He can just shut down on them. He's real
good at it. 1In fact there was a number of occasions last year
where they would call and say, "Look, he's out of it. He's sound
asleep. This is not productive. Come and get him." And the
minute David would walk in the room, and say "Bruce", he'd get
up, start laughing at them and run out the building. And them
just looking, you know.

Well we tell them what we would like. And it's not just based on
what we want. I mean, it's based partly on the fact that we feel
we know Bruce better than anybody in terms of what he needs and
how best to meet his needs. But we've gone great lengths,
Barbara, to ensure that we'‘re not just airy fairy crazy people...
that some of the stuff that we believe are needs of Bruce's, are
in fact, justifiable. We've gotten things from places like the
J.B. Children's Hospital and his speech and language pathologist
here. And I remember the speech pathologist, here, initially
talking about Bruce's apparent inability to communicate or
peoples! inability to "read" what was really happening and that
we needed to start giving Bruce things like choices... When we
relayed that to the school, they said, "Oh my God we can't give
him choices! He'll chcose not to do anything." They made an
assumption that Bruce would just choose to be lazy and do
nothing. In fact they found out the opposite to be true.

Oh day care was excellent. They had a good group of people that
were very knowledgeable; but yet, didn't shove they're knowledge
down your throat. They didn't always want to make themselves
look like a professional telling you what to do. Although you
knew from the very time that they opened their mouths that they
knew what they were talking about... But they always.. they
could spill off a lot of things to you. But they would always

say, "Well what do you think?" Like they gave you chances to
participate.

They (day care/early intervention) changed the system to
accommodate Marianne, whereas I don't see that in the schools.
She has to fit into their specific system, somehow... And I mean
these are the educators with all the education and the brains.
Why are they expecting a disabled child to fit into their system?
What can they do to make it easier for the child to fit in?
"You're the one without the disability. Don't put the onus on
the child to fit in!"

The grade one classroom that Marianne was in, with the regular
teacher and the teacher assistant, signed to the class. They
took it upon themselves to teach sign language right in the

46




classroom... Ten minutes a day was allotted to sign language, to
the point that those children, at the end of grade one, were
almost fluent in sign language. They amazed me how they plcked
it up and they loved it. The same thing is carried through in
the grade two room but that's only at my insistence that it be
continued. They did want to drop it. They figured if they
forced her to use oral language that maybe that's the mode. But
there's no sense in forcing her. She depends on her sign and I
think you have to learn this stuff, it's as simple as that... So
don't take away from her what she's got. Keep adding to it...

~don't take away what she's got, is my philosophy. So they do the
signs.

That's, I guess, why I (Anne) got along so well too with the
grade one teacher that had her for two years. She would always
show you, "Well look. She did this and she can do this really
well. We are very pleased with her ability in this area."™ And
then (as the teacher progressed) she'd say, "But, of course, you
know, math skills, she doesn't have those yet and maybe she
won't." You know, that type of thing. She gradually came down
and got out everything she had to say but she didn't meet me at
the door and say,"Well look. She can't do this and she can't do
that." It's a whole different approach.

He (Wayne) did go out (of the classroom). Of course the teacher
in Wayne's room was very good, too. He didn't mention the fact
that Wayne went out or anything and had to help with his

sister... He just... If he felt Wayne had to do that, he let
that go.

I find that the day care... They're really great for making me
feel that Shane is going to be integrated into the community
because, they're so accepting.

I'm finding when I approach the school... the principal of the
school, he seemed very supportive too... He's wanting to get

together to make some plans for Shane's entry into regular grade
one.

Daily Living
l.8truggles

Most, but not all, of the struggles these families face in
their daily lives specifically associated with their child's
disability, have to do with education or other developmental
needs. There are some struggles, as well, trying to find
adequate information about their child's disability and finding
optimistic possibilities for each child's future.
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Quotes # 13

We send them (the school) video tapes. We're just constantly
trying to do something. So if it's not a phone call from the
school or bringing him to the doctor so that they can hear it
from him (that we're not telling them lies) or... Because
there's always insinuations that we're keeping things from
them... But it's just so exhausting and what we were doing was
getting caught up in their game and having no time. Bruce just
had a total.. almost non-year educationally, last year. And
there were times when Bruce was "up" and ready for learning.

Back in June, an update on Bruce's lifestyle plan was done with
some help from the folks at the technical school. Miss Maxwell
(Bruce's special ed teacher) did agree to check out a couple of
courses for Bruce. On his typing, she would look into it, but
she was not supportive. To me that's just setting it up to fail.
When you don't have a teacher coming forward with a very positive
approach to a regular teacher, you know. These teachers have
been in this school forever and they don't know why "these kids"

are here to begin with. They are very much afraid... So anyway,
she did make the commitment to check out two or three courses to
see if... Two of Bruce's friends, Marie and Paul were at the

planning meeting. It was great to have them because Miss Maxwell
would say things like, "Well, he couldn't really go to typing
class because it's usually always full." Every time we asked by
the time she got around to checking, the classes were full and
there was not room for Bruce. So we said, "Well, this year if
you could supply the desk, we would supply a typewriter. And
there must be three square feet where you could put Bruce in a
desk." Kind of a back up but, you know, we run out of tact after
a while, and we just say things. Anyway, she promised to check
it out and she felt that if he got too excited that he might
scream or something. But Marie and Paul said, "Well, thz%
wouldn't matter, because once you get your instruction and
everybody's banging away and typing, nobody would hear Bruce
scream." So Marie and Paul are really good to have there.
They're a good support. Anyway, Miss Maxwell lost that little
battle and agreed that she would have to go and check it ou..

But I can remember my original request for respite care for
Marianne. We were told if you want to go away for a week-end or
a week or whatever, Forest Home was our only option. That was
it. That was all. Well, that's not for us. That's not what
we'll be doing. So if I want the weekend off you're telling me I
have to put her over in the institution and tell me to drive away
and tell me to have a good weekend? Now you've got to come up
with something better than that... I don't want it. I don't want
it. Take your worker who has qualifications and bring her on
over here. She stays here with school available to Marianne.
There's a car available to the worker. Let the trained worker
come to her home and look after Marianne in the community. And
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then let me drive away and you can say to me, "Have a goocd
weekend".

They really don't exert any pressure (to move Marianne out of the
school) at this point in time. It has been said to me, though,
if... if with maturity, if she's not going to fit into a grade
three classroom, we have the option of moving her up to grade
four, or whatever. But I think they realize now, after two years
of me being down there, that I'll give them the decision on that.
I'll decide on that,... what I want to do. Definitely I would
say they wish that they didn't have her. 1In a community this
size it just amazes me that she's the first child with a mental
disability to be enroled in that neighbourhood school... We're
not talking about a new school, by any means.

You know it's just that extra... I mean It's an awful feeling
when you're preoccupied with this child with this disability you
think of nothing else. And no matter who you ask, they know very
little about it or what they do know is very gloomy. You don't
want to hear it, anyway. I don't know how many books I took home
here and shut the cover after the first page.

So we (Martha and David) have had to spend a lot of time just
sort of being taught that these behaviours mean things. They
really mean things and that people just don't do things for no
reason. - So to get to what things mean and tell Bruce that we
know and give him what we think he is looking for... And it has
really changed his life. Even that little bit has turned him
right around. He has become more outgoing and more assertive.

Of course we're tired. Things are better now though, since Bruce
is well, and sleeping at night...

I spent nine months and I went right to the top in Social
Services to get day care covered so that my child could go to day
care And in the end, the answer was so simple and so much
easier. Through family services you are entitled to 21 respite
days a year which is 63 day care days, compared to their twenty
one days that they had been willing to provide. You know like,
give me a break! The answer was so simple and yet they made it
so complicated for me. Nobody would say, "Well let's do this".
It wasn't until I fought and just kept being the squeaky wheel
all the time that I finally got somebody to put on their thinking
cap and come up with a solution. Cause I was saying, I want a
solution. And I don't want it to be too late. Right now they
have a waiting list for tutors. They can't provide the tutors
for the day cares. Kids are waiting and there is no priority
list. It's just first come first serve... it doesn't matter if
your child is severely disabled or whether the child has no

disability and they just feel that he would benefit from
tutoring.
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But I did have Marianne in an art class... In fact one parent
said to me one day, "What do you think she's going to learn here
at the art club?" I said, "She's probably never going to make
what your daughter can make. But she's getting exposure to other
children and the children have exposure to her and, hopefully,
those children will grow up with a better attitude to the
handicapped than you are displaying right now!"

I'm going to have to give the church a whirl, for example, again.
Because ah, I want her, now, to make her first communion.. I
don't think it (the difficulty) will be the two priests at all.
It will be just that she probably won't want to take the host.
She doesn't like taking something new that she hasn't had before.
But that's another one I'll have to go through again.

Now the speech pathologist that Shane was working with first, she
couldn't communicate with him... I could see that in their
trying to communicate. And it was a waste of time. Because she
just did not seem to have the skills to work with a non-verbal
child... Now she was good with children that had speech already.
But when it came to the non-verbal child she wasn't very good.

So I wrote in and requested that I have another speech
pathologist because I felt that the speech pathologist that was
presently working with him... I didn't feel that she and Shane
interacted that good. I felt that maybe, non-verbal was not her
area of expertise... I got a new speech pathologist. I was down
in capital City and I was talking with the day care, with the
head of the day care. Fay Clark, the head of the speech
pathologists, she said.. 1Is that Sara out there? And I said yes
and she said I've been meaning to get a hold of you. I've been
trying to phone you. She asked me to come into her office and
she wanted to know just what it was that I didn't like about this
speech pathologist and that the speech pathologist was very upset
with me. She tcok it very.. like on the defensive. And I
explained to Fay, I said it wasn't that I didn't think she was a
competent person. I just felt that her non-verbal skills
weren't... the skills that she did possess weren't enough for
Shane... I wasn't putting her down. I was just requesting that
I have somebody else that I felt would be much more suited.

There was another speech pathologist that I knew was available
so... I didn't think that it was going to be a problem. But she
was quite "put out" that I had written in a request so... If she
had a problem with the letter she could have called up and said,
"I'm just wondering why you don't feel I should work with Shane",
or maybe she could work on getting better with non-verbal kids...
And I did it in a way that... I make sure that it was done in a
way that wouldn't put her out. I wanted her to know that it
wasn't.. that I wasn't putting her down as a professional... I
just felt that Shane had more needs than she could address at
this time. I didn't mean to offend her or anything. Anyway, I
know that I did offend her because I saw her in the store after
that and I said "Hello" and she just turned her head and I know
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she heard me.. Sometimes those things happen and you'll be 0.K.
(in the relationship). But if I wouldn't have done that (written
the letter), then Shane would still be with the same person and I
would still be having that frustration that I was having before.

2. Needs'

Martha, Anne and Sara expressad many needs during the course
of our interviews. While they expressed a wide range of needs,
their statements indicate many needs in common. All three
mothers indicate that they could use some hands-on support and
respite, in addition to emotional and verbal support. Anne and
Sara state that they would value an opportunity to express how
they feel in the presence of people who would understand their
situations. They also indicate a desire to talk with other
parents of disabled children to share their daily challenges as
well as their feelings. All three indicate a need for accurate
information and some shared advocacy with people who do not face
these struggles on day-to-day basis. All three indicate a need
to work outside the home as a break from their family demands and
as an opportunity to be present and functioning in the adult
world. Sara, and to a certain level Anne, indicate a need to
resolve personal barriers associated with the disabilities and
early illnesses of their children. Sara is especially touching
in her expressions of a need to talk about her feelings
concerning her son's disabilities. All three indicate a need to
fulfil their own personal needs as individual human beings, apart
from being mothers and managers of households. Lastly, Martha
poignantly expresses a need not to be exploited by a system which
does not adequately recognize the contributions to society as a
whole (and saved tax dollars) which care-givers of disabled
adults provide.

Quotes #14

And there's always this um, I'm not sure what the word is but
it's like you're fighting against time. You feel that time is
running out and things aren't getting done... you just feel
really helpless to be able to get everything that you need. And
not frivolous stuff. To us it's... He has rights that are not
being awarded him.

I could sit here and talk to a friend of mine about the problems
I might be having with the T.A. or something at school... Well
they're not in that situation. They respectively listen to you
but they're not hearing what you're saying. And it comes to the
point that if that's all you're going to talk about to your
friends they get to the point where they don't want to listen to
you anymore anyway... Because they're not facing that sitvation.
It's not a lack of interest, it's that they're not involved in
that situation. So it means nothing to them in tha% sense.
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If you were with a bunch of professionals, if you're dealing with
a lot of professionals, you do feel like you're on the one side
and they're on the other sicde. And to be able to sit around in a
group of parents that are going through the same things because
they have a child with a disability... It doesn't have to be the
same disease or anything. They still go through the same
frustrations or the school board's not accepting your child and
you'd like to punch the principal in the mouth! You know, that's
a real... feeling. And a lot of parents get guilt feelings about
that. You know about getting that mad, that angry.

You can talk to your friends but they don't understand the way
another parent would understand.

I think there's a difference between listening to somebody and
hearing somebody.

I know when Marianne was born and they came to tell us, if I had
somebody that could have said to me (whether it be a nurse or
whatever), "Things won't be that bad. I went to school all my
life with somebody with Down Syndrome". That would have been a
big "pick me up".

I've often wished that I had help to clean the house and for
people to come in and help me with that. But that's just another
expense and it's certainly one that the department of Social
Services isn't willing to pay. But that's another... I have
quite a number of gripes with them. I think they abuse,
especially parents of disabled adults. 1It's like slave labour,
looking after adult people with disabilities.

School wasn't even focusing in my mind at that time, (at
Marianne's birth). There would never be school (I thought).
There would never be birthday parties. They'll never... There's
a whole lot of "nevers" that was going through my mind. You know

Brownies, I thought she'll never go to Brownies. She'd never...
impossible.,

That's dealing with the family thing. The everyday things that
are different. The fears that we are different. The fears that
we have inside and stuff like that. We don't talk about those.

I find that one thing I would like to have is a support group for
parents that are saying, you know, when their child has been
crying for twelve hours straight that they feel like being able
to say I could just take him and shake him... and make him stop.
That's 0.K.. that's a feeling. We sometimes feel we are bad
parents for feeling that... That's a real feeling that a parent
has when their child is screaming and you don't know what the
child wants or they're pushing something at you and can't make it
fit together and you don't know how to make it fit. The child
won't accept the "no" and the feelings you have that go along
with that. You can't help him. Where zan you share that?
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Ya, I think if we (the various groups) all got together and just
said let's have a group of parents just a place where you can
go... start up this group that's totally different from the
Society and from the other groups... Just a group where you can
just go and "share".

It's just to be able to sit there and talk about some of the
things like... I don't know, just the frustrations of dealing
with doctors or with anybody. Just be able to go and say I feel
like everybody's ganging up on me... Or just being able to go and
say it makes me feel sad. I saw two kids running down the road
and my son was standing in the driveway wanting to go too but

nobody asked him to go, and how it made him feel inside... to
have that happen.

We could be there swimming with other parents of disabled kids
for the hour and all we did was growl over one particular issue
that we may all have faced, whether it's a school problem or
something like that. Then another week it may be entirely
different. Maybe something really good happened. Scmething was
turning out right. So we talk about that. It's just... because
we're in a similar situation and those are the people that best
understand... Somebody else that knows exactly... "Yes, I went
down that road. I was where you are, two years ago," kind of
thing...

Yes, I like the swimming and I like... you have that contact with
people with the same everyday day to day situation that you are
in. I like that part of it; but as far as skating I'm just there
because I have to take her and I have to wait for her... I
usually sit and watch the kids skate for a while... I don't get
too excited on skating day. '

Life waits until the weekend. A few days until we get rested up.
And it still gets overwhelming. As I said to you last night, I
would dearly love to have a neat and tidy house but I can't.
Unless I'm prepared to allow someone to invade what I consider my
privacy and come into my home and clean up after me. So far I'm
not prepared for that. I'm not ready to say that I need that
much help yet. I'm sure it's going to come. That day, I know,
will come. Because we have no vision of Bruce leaving us or
living anywhere else. This is his home as much as it is our
home. And God forbid we should turn him over to a group home.
And so what's going to have to happen is we're going to have to
open up and accept some more help at some point. We know that.
It's just not yet.

You know there were times when even though you were sort of going
all out and Bruce wasn't feeling well, you needed somebody to
help meet your own needs too and I sort of felt a real imbalance,
like a major imbalance.
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I took the summer off and really needed that. Because initially
when I took time off, I thought, I'm not sure if I want to work
anymore. Like I'd gotten to the point that I didn't know if I
could handle it all anymore, because it had all just been too
much. I thought to heck with this. We'll just live at a
different standard. We'll just, we'll make do. Because I can't,
I don't know if I could handle it anymore. But time away gave me
some perspective in that. Now, I want to work. I know that at
least for the next little while, I want to try to continue to
work. I want to try to meet some of my own needs, too. .
I'm going to miss my few hours of work each day, definitely. I
hope to find something again... because it was good therapy for
me, too... This is what I mean when you have to work outside the
home. It's that space of time that you can forget about... Well
I got speech therapy on Thursday and... You can forget about
that when you are at work. You have three or four hours of
somebody else demanding something else of you. So that's gone
out of your mind. Whereas when you're at home your calendar is
just basically appointments and things like that.

Sometimes I do 3-D pictures... I need that. I know that.

That's part of me. And so on a Saturday afternoon, after work's
done up, I will run down to my sister's for an hour or so and
just make something. She does all kinds of crafts and stuff at
her flower shop. I just go down and I'll make something and put
it out on her shelf, so she loves to see me coming. I have toc do
that... It's a creative side of me that needs to express itself.

Sometimes I get frustrated because he's at that stage where he's
pushing, independence. Push Mom away. He doesn't want any hugs
right now, and that kind of thing. But I still want to hang on
to him. I just want to hang on to being close and stuff like
that, cause it's, it's just been so neat. Cause I didn't have a
lot of connection with him when he was younger.

But it's the way you figure things out. You have to go and check
things out and you have to be prepared for not always getting the
answers. But we find out what the answers aren't. And maybe
through all of that you get some of the answers to what's
medically happening with Bruce and what we might expect. But
it's still... David and I are just out there and we're fighting
the system. Things are starting to happen around the school and
getting some people to rally and help support, but you wonder how
much you get out of just volunteers coming forward and saying
I'll go do that for you. How long will they do that for you?
Where's the safe guard there? That whenever you need it, it's
going to be there?

At the conference there was a drama group (that) put on a drama
from Newfoundland. They did some skits and some singing on
different aspects of what parents go through. It was about half
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an hour or forty-five minutes. Within that time period, I went
through about, I don't know how many emotions. It was just
like.. I was watching it and all the feelings came back that I
had suppressed, because you don't have anyone to talk to about
them. They all started rushing out at once and it was just
like... I couldn't believe that I had that many feelings bottled
up inside me because I didn't have a place to really talk about
them where somebody else would understand.

There was a lot of people would phone and a lot of prayers were
said and masses were said and things like that. But there's a
difference between support that happens to be just given

verbally... but there's nothing wrong with verbal support.. You
need that too...

I don't have a lot of people pounding down my door saying "you
want me to take her for an hour?" or "I'll take her some
Saturday evening or something."™ I don't have any of that. I
don't have that kind of support. The only hands on support that
we've ever had is what we bought and paid for...

I could use a little more of action. Actual hands on type of
things and...’

If anything that I have learned out of this is that if anybody
came to me and said they have a new Down Syndrome baby, the first
thing I would offer would be tangible support... Like if you
want to go shopping on some particular afternoon, youv drop the
child here, and I'll look after it. That type of thing. People

- need that and there's not an awful lot of it.

3. Changes That Bring Hope

In the lives of each of these families there are reasons to
be hopeful. While the number of positive changes that can be
seen are probably more abundant for the younger children,
Marianne and Shane; it is possible to see hopeful happenings in
Bruce's life, as well. These hopeful signs lift the spirits of
each child's mother.

Quotes # 15

But you know we've done our best to try to open up as best we can
to the people who make it easy and that's certainly not family.
But um, people like Mary Winston have been extremely helpful to
us. If times got really tough, Mary would certainly be there.
She'd be somebody to talk to, and somebody who could... somebody
who had compassion but yet was removed enough to be able to say,
"Now wait a minute, here. We should look at what we can do
that's going to get you what you want." Because you don't go and
cry on Mary Winston's shoulder. You come away with things that
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you can do, positive things to help change and get things more
the way you really want them to be. She's been a real big
support.

And another thing is, that I don't think about Bruce. I don't
think about school for Bruce. I get in there (work/job) and I
get so busy that it's not possible, plus I guess part of it's
knowing Bruce is probably 0.K. right now. I'm quite concerned
about his program and how we're going to find time to make sure
that he's got a quality program now that we've got everybody
convinced that he's well again. So there's a lot of that worry
gone too, which allows you to be freer, to enjoy what you're
doing... so she did some video taping to show to the school. And
one of the instructors from the college... He's helping take
some of the load off of us. He'll meet with the school, and
because, like I said, it's like o0il and water at this point, he
will introduce the video taping of Bruce. Estelle did a
wonderful report... '

So Stewart, if you ask me, he's supportive... He's another
unpaid person. He's volunteering to do this and he's going to go
forward with Estelle on this report, with the video tape and see
if we can't get off to a positive start about some approaches
with Bruce. The taping is wonderful stuff. Bruce is doing all
kinds of neat things and he's working really hard. The really
interesting thing that I observed when I watched the tapes, is
that it's not so much what you do with Bruce it's how you do
it... If you have a good relationship.. if he knows you care
about him. It's just like everything else, if he knows that you
care about him, (even) silly boring things like putting beads in
a can. He'll do it even till the cows come home for you.

It's great to see this new material. Videos, too, that are out
now... Give me a chance. Things like that. The child's first,
I'm a baby first... that type of thing. 1It's what we needed.

The service that I received at the day care was absolutely
wonderful. I had no problem whatsoever. I reached out to the
day care myself because I was at home with her. At that time I
was doing physiotherapy. I was doing speech tharapy, I was coing
occupational therapy. And when I wasn't doing that, I was
sitting in the doctor's office for an appointment, to the point
reached in my life where I said, if somebody doesn't help me with
something pretty quick, I'm going to lose my mind.

It's really neat. I'm seeing things happen more and more. We
were at my brother's place and Shane was cranky and crying and
there was me and Margaret and Shane. My brother picked Shane up
and Shane put his head on his shoulder, and my brother lay down
on the couch with Shane on top of him. And the both of them fell
asleep on the couch together. And I thought that was really nice
you know... It was nice to see that my brother cared that much

56

60




about my child to not let me always be the one to see to Shane.
He just comforted him. It was nice to know that there is other
people that can comfort your child.

Philip's sister in Summerside is really good with the kids.

She's so extra special careful of everything. She makes sure...
I'll take them there for her to baby-sit them every once in a
while. She makes sure that he gets his medicine on time. She's
the type of person that would go right by the book... Because
she's so capable I know that when eleven o'clock came, that
medicine would be in my child's mouth. I know I don't have to
worry about things like that, or if there was an emergency it'd
be that she would have him to the hospital. She's just that type
of person. I feel she's very capable.

4. Strategies

These families and these mothers are problem-solvers. They
have developed many strategies to help their children grow and
learn and to be involved in the mainstream of life and to help
themselves survive the demands put on then.

Quotes # 16

I get mad a lot. And sound off. And in fact... it has worked.

I mean, if it were not for all of our pushing and sounding off,
Bruce would still be sitting back in the junior high school. The
classic (traditional) high school would never have opened (to
him) .

There was a couple of us that started it (the swimming program)
and approached the hospital to see if they would give us the
pool... It's small. It's a relatively small pool but the water
temperature is terrific.. We're talking at 98 degrees. It's
wonderful. We'll never want to go to another pool. That's the
problem... (We swim) over at the hospital pool. We (Marianne and
Anne) The kids love it and then I have a chance to talk to the
parents while (we're) in the pool... I like it. 1It's good for
both of us.

I was the chairperson for the Provincial Society Education
Committee. I know all the superintendents of the School Units
and the head of the Teachers' Federation. I met them all and...
I've met the Minister of Education and the Deputy Minister. And
I know who the guys are that make the wheels turn. So they're no
strangers to me. I know that I'm not going to have a problem in
either one. Because as far as elementary school, integration is
fine. I might have a problem once he hits Jr. High because they
have a segregated class and once they hit high school it's
segregated. But hopefully, by then, that battle will be won.
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I'm a firm believer of acknowledging the need to get away.
Parents can't be everything to their children... You have to
look outside. You have to get the supports that you need. If
you can't get them within your family, you. have to get them
somewhere else. And you have to be realistic about things. I
just felt that in order for me to stay healthy, that I was going
to have to have some time to myself too. So I'm very much a firm
believer in respite care, in having somebody to help.

You always have (when talking with other parents of children with
disabilities) that kind of safety net where you can say, look
your fella's in grade four. What did you do in this particular
time? Did you have that problem with him in school? or something
like that.

Well I just take a problem... You've got to distance yourself
from it, emotionally. You have to get rid of all of the things
that tie you to it and say 0.K., this is the problem 0.K.? And
what's everybody's angle? What is everybody's interest in it?...
Even if we do have to go through A.C.T.H. I know, now, that the
second time I got smart. I went and got a nurse to come in and
give him his needles. And I got "emergency respite care" for
somebody to come and stay with Shane while we got away... I
found that when he was crying and "going on", it was so stressful
for everyone of us. We were just taking turns leaving the house
all the time... Where if I can get someone to take him out
somewhere and we stay at home or we can go and he can stay
home... It's necessary at those times. You have to get away.
You can't be around and you... you still have to feel like we're
a family. So, therefore, if Shane has to go out for a few hours
because he's being very, very cranky during the treatment, I felt
it was necessary... And then when he came home, we dealt with
it. But it was a rest. That's what it was for us and my family.
But you learn. Trial and error. You go through the nightmare
once and then you learn how to make it better the second time.

Right now they're only giving my son thirty hours of tutor time
at the day care and I would like to have more. But T'm not going
to go and fight because by the time I fought to have it all done
and put myself through all that aggravation the time would be up
and he'd be in school... So, I'm not going to go through nine
months of aggravation... There's times when you fight because
you've got the time to do it. And you have to do it within that
time.

But one of the things that David and I never do is go to any
meeting about Bruce without one another. We do not do it.
Because you can always... If one's going to "lose it", the other
one can maintain composure and think about what to say next. And
I find that to be very helpful, to be together.
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I always keep Sam abreast of what's happening as far as any
problems at the schools or things like that. So that he's well
aware of what's going on...

I noticed in the last year myself going and trying to include him
(Phillip) because I've just automatically... right from the
first... I took over and just did everything that was necessary
and left him out. Phillip had never been with Shane when he had

a "cat scan". Well there was a time... (When Sharie neecded to go
for a "cat scan"). So at that time I just said, "Now is my
chance". 1I'll make sure I'm busy that day with something else.

Phillip wasn't working at that time and I knew that he could do
it. So I sent hinm.

Middle school is six years from now and I'm not going to worry
about it right now. I'm doing things to familiarize myself with
the whole system and then I've got all the contac*s that I need
to have. It will probably be a different government in six years
time. We don't know. I know how "the system" works.

Her frustration level was really high. Mine was really high
because I didn't understand what the child wanted. Sc¢ that's why
we got into the sign language. We had a tutor come here who was
deaf and mute... We immersed in sign language right away.
Because the tutor communicated only in sign. It was a real good

way to learn because you had to learn sign or you didn't know
what the tutor was trying to get across.

One thing I don't do and I would say Sam, too, is we don't
ignore. We don't ignore things. Certain things that she has
done or tried to do which were unacceptable behaviours, we never
ignored. We corrected unacceptable behaviour right away.

I love to have pecple come. I used to have a real conflict with
my mother, for example, "You never come to see me" and I'd say,
"Mom, I'd love to see you but you'd better come here. It would
be so much =asier." And then that got worked out the same way
with some friends. It's easier to just... if they'll just stop
by, or have chats on the phone...

We're trying very hard this year to get off to a good start, to
keep things positive. We got a lot of his video taping of his
summer program this year. Which was much more educational
looking than in past years.

I wantzd Marcaret not to feel that all my time was spent with
Shane. I knew that I needed help in order to make the balance so
that I wasn't giving all my time with Shane and not Margaret...

I realized that in our family we're going to have that extra
support in order for us to make it... (So) I started taking him
out to a lady's place just a couple of hours a week. Probably
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two times a week or something like that... Let me see, how old
was he? He was about two when I started taking him out.

I don't structure things at home. I do the things that are more
just a part of our routine. I find that it goes a lot better,
because when I first tried to do the teaching, I had Margaret on
top of me all the time, wanting to be there because I was
working one-on-one with Shane. I didn't want to be always
pushing her away and saying "No, I have to work with Shane". I
realized right then and there that I was going to end up with a
very resentful little girl. That wouldn't be good for Shane

because she'd be resenting him and their relationship... Shane
needs Margaret.

I found out that there was a family support program. I contacted
the Dept. of Health and Social Services and they told me about
what they did. A support worker came out to see me. She did an
assessment on Shane and then we talked about doing some visits.

I try to work around them. I feel I have done that in my
situation at school. The principal is not supportive of the
endeavour of integration, and he is just not going to be
supportive. Anyway, I worked around him rather than through him.

I'd say we're pretty good at family communication, but I wouldn't
say we got it "aced" by any means. I think the boys are very
good to say to you what happened or that such a thing went wrong
today or something like that, which is very good. Sam and I
would talk when we have the opportunity, such as when kids are in
bed for the night, or when doing dishes, and so on.

I usually set a goal and stick to it. But always try... to use a
reasonable approach. Not always a confrontation.

I like to keep the structured play over at the day care. At home
I like to have the natural ndrmal environment of learning, like
getting dressed... And things like "Put your arm through"
letting things happen, naturally. We're all trying to do that.
The three of us let Shane do it. Or we try to remind each other

to show him how o do things and help him become more
independent. ‘

I am very optimistic. I know things will work out. 1It's just...
you just have to be patient sometimes and trust in God. Phillip
lets things bother him a lot. I try to help with those things.
He worries a lot about finances and things like that. I don't.

I used to worry a lot and I just found that worrying did no good.
Worrying didn't work things out. They're going to be there
anyway whether you get sick and have ulcers or whether you have a

good day. I take one day at a time instead of living week to
week.
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The first thing we had to do was to get him a little bit of time
in a regular classroom so that kids could meet him. Regular kids
could just meet him and make a choice to see if they would like
to become part of the Circle with him. It took us until about
May of the following year before we could convince the school
that Bruce had a right to be in a regular classroom. Just a
home-room, that's all we wanted - five minutes of home-room to
start.

The education collective of which I am a member... 1It's a
group... It's made up of parents of childrzn from all the
different disability groups... We Jjust look at all issues around
education and that sort of thing. It's kind of falling apart. At
one time it did provide a bit of support but it was mostly a
working kind of coalition to try to effect change. It was very
busy looking at legislative things and policy stuff. But one of
the things we have been doing for five years is running this
summer program to try to maintain the kids skills... It's a
parent-based program. Parents must enter their children into the
program. Parents must decide on what the program will be... if
they choose not to (involve teachers, school systems, whatever),
that's 0.K. too. The only thing that this program insists on is
that parents are involved in setting up programs and determining
priorities for kids. Every child who enters the program gets
cne~one-one tutoring. There's no grouping of kids, there's none
of that... The parents volunteer to raise the money to come up
with the program each year... So we (the parents of kids with
disabilities) raised the money and we hired university students.
We give them three weeks of training. We train them in different
disabilities. We assign them a caseload of kids and some people
might have two kids on their caseload. No child can have more
than four hours a day of this program.

S. Growth

Like all families, these families have experienced growth
and insights about themselves as individuals and as families.
All three families point to their daily encounters with
disabilities as opportunities for growth.

Quotes # 17

For a while we experienced an awful lot of shock when Bruce first
developed friends. There was a lot of not really believing or
trusting. Because you'd go to these "Circle Meetings" with these
kids and they would say these wild and wonderful creative things.
They got a real good picture of Bruce's life, first of all. Mary
went through a whole thing about who Bruce was and what life was
like for Bruce, and drew some comparisons, she got the kids to
look at: If their life looked like Bruce's how would they feel?
And would Bruce feel any differently? Well they certainly didn't

61

63




feel that he'd be feeling any differently, that he's probably
pretty miserable and wishes things were different. So they were
a perceptive bunch of kids as all kids, I think, are... probahly
more perceptive than most adults.

They started out being very focused around the school. They'd
take him out at lunch or hang around with him after school, or
"Maybe he could come to my house for a visit after school if you
guys would pick him up?" Little steps like that started to
happen. I remember after that started to take place, there was a
bit of a non-belief or a lack of trust, on our part, that this
was going to last.

I really don't... I don't have too many regrets in what I had to
do over the years. Sometimes I had to compromise in one area to
get more in another area. When you look back there were no other
options open to you... I look at times that were taken away from
the boys because I was tied up with her being sick or things like
that. But there was no other way that it could be done...
Because the need was great that was there at the time.

I don't think that anxiety about time away from the boys every
goes away. You certainly reflect back on that. And even the
fact that it still happens to the present day.

When she (Margaret) went to play school, she was very protective
of him. And she had to sit by him all the time and things like
that. I tried to explain to her: Shane has a lady that works
with him at the day care... She has a non-verbal son herzelf.
The .ady has all the signs and she's excellent. It's just
excellent. And Margaret's becoming more comfortable with giving
up the responsibility to her. So now Margaret... she doesn't
have to sit beside Shane. 1It's like all those things are leaving
her. So I think by the time she hits school age she will be able
to.. I hope to put them into different classrooms. And I hope
she won't mind. So that she doesn't have to feel that
responsibility.

No I don't get overwhelmed. Thank heavens for that. No. I
don't think I overwhelm too easily... I do have a sense of humor.
Cause there are days that you might as well laugh than cry... I
do have a sense of humor. I can see that... I quite readily say
when I've had enough.

It was hard on them I think... definitely. I think when you lock
back at those days, there had to be a certain amount that they
(Marianne's brother's) lost. Yes. There's no denying that. But
they are none the worse for the experience. I would take the
oldest fella, thirteen now, and compare him to other thirteen
year old's, that we know. I just look at the sense of
responsibility that he has compared to other kids, and their
general attitude to somebody with a disability or somebody that's
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a 1little bit different. Our sons, they seem to have that extra
thing that perhaps you wouldn't see in other teenagers that are
so self-centered. Now I'm not saying mine are the best, they can
be either. There are times when they get pretty darn mad at
Marianne. You know there's no doubt about that. But over all, I
would say they lost but they gained a lot too. I think that
they've gained from the experience, as well.

So all in all it would be nice to have something like that
(parent support group). I realize that the most important thing
is realizing that you don't have to do it all... Just because
your child has a disability it doesn't mean you have to provide
everything for your child. If I was going to look at it that
way, I probably wouldn't be able to cope, because no one person
can take that much responsibility and be able to remain sane and
well balanced and healthy.. You're going to become insane, if
you don't get the support that you rneed to make things work. I
can't provide everything.

Doug (Bruce's older brother) has started to see Bruce very
differently. We were over when they just moved into their new
place. He invited us over to see their place, so the three of us
went over and Doug said, "Bruce is really doing great isn't he?"
He (Doug) is starting to notice.

I think all in all, it's been a positive thing, but there's no
doubt that they had to give all in some areas to gain in
others... There's no doubt about that. It's not all a bed of
roses. But I think ultimately what we've gained from these
experiences, it's going to help them.

I've heard various peuple comment, teachers of the boys or
something like that. Something, somewhere has made a big
difference in them... If there's somebody hurt in a fight, if
somebody has a problem, it seems to be our fellows, not just ours
but others too. But they principally go and handle the
situation.. And they look out for those that are being teased on
the playground or something like that.

Oh yes. He's very goocd with Marianne. He's always been very
supportive of her and things like that. Perhaps it has taken him
a little longer to adjust to the fact of a child with a
disability. But I think that happens everywhere... I had those
five additional days in hospital, too, where I was exposed to her
and was the care-giver to her. So I always had five days plus on
him.

I don't take responsibility for Phillip anymore. I think that
the more and more that I slacken off in responsibility, the more

that he looks at himself. He has to look at what's causing his
problems. I try not to let his problems affect us as a family
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and make him feel guilty... It took a lot of struggle and a lot
of realizing.

I don't let things bother me because I've made up my mind that
things are going to work out. Things will get better and that
it's just a matter of slowing down and not getting in too much of
a rush. The answers will come. You can get frustrated but talk
about it and you have to let people know what's happening with
you, even if it's not good. If it's really bad you still have to
let it out instead of keeping it in. I need to talk out my
feelings.

I guess my conviction. It would have to be that. I just so
believe. And just my love for Bruce and... Well I think the
same holds true. I think just our ability to support one

another, it helps to build on your own inner strengths and your
partner's.

6. Parents and Professionals

During the course of our discussions, each mother
articulated some ideas of how the relationships between parents
and professionals could be improved.

Quotes # 18

I think definitely the professionals... sometimes maybe they are
thinking that the parents are looking for somebody to put the
blame on, or something. Maybe they think that's why we are hard
on the professionals; but I don't think that's where the majority
of us are coming from. Really what we're trying to get across to
them more, is just try and see the child as a whole. Just not
this child that this mother or father has to deal with. There are
others involved. There's only a certain amount of time that you
can do it. And most parents, 99.9% are doing the best job they
can anyway, or the child would never have even shown up for the
appointment... They're doing the very best they can. And I
don't think there are too many people that are slack in the sense
that if you want your child to accomplish to the very best he/she
can. 'You're going to darn well work and put some effort into it.
You're not going to let the child sit in front of the T.V. and
all this. And I think the professionals do have to realize that.
They have to realize that you have to work with the parents.
Don't work against them or nothing, nothing will work out...
nothing.at all, actually.

We've had a lot of it confirmed by people at the J.B. Children's
Hospital that chances are if we don't know it, they don't know it
either. Now, of course, obviously they've got some medical
training that we certainly don't have. But just in terms of
Bruce as a person and what's really happening there... I would
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seriously question if Bruce would be here today if it were not
for our ability to act on his behalf, to know what's going on
.with him... For others it (parental involvement) is just lip
service. 1It's on paper. They believe it, parents are important.
If you never show up for a parent interview you're labelled too.
But if you do and you try to get involved uh, there's sort of a
line. Like get involved but only this far.

By doing this (taking part in this research project). Maybe the
" professionals will look at us in a different manner. I was
explaining that to Phillip last night, how easy it is for
professionals to forget that there is a family. That it's not
just the Mom and the child, it's the Mom and the Dad and... And
there's the brothers and sisters and the grandmothers and the
grandfathers. It's the whole family and all the people that, the
person is tied to... They all affect the child's life.

It hasn't been a stressful situation with my pediatrician. but
any of the other disciplines I have ‘had a lot of stress... It's
the attitude they exhibit. And mind you, you can't put everybody
in one lump sum in that. But there's some in the same discipline
but have a different approach... that makes it easier for you.
But generally speaking I would have to say it is the attitude.
And absolutely no comprehension or willingness to acquire
knowledge of what it is to have the child for twenty four hours a
day, and try and keep a normal family circle going. They can
come up with umpteen suggestions that are not practical to
implement at all...

I get really stressed-out with some professionals who are hell-
bent that the child should acquire a certain skill at a certain
age, and if not accomplished, would give the impression that the
parents were not teaching it or even working on it. They did not
consider if it was the approach being used by themselves or, if
indeed, the child needed the skill at this time. Does it make
sense to the child?

She has different attitudes but yet the same discipline of speech

and language pathology, (she has) a different way and a much
different way of working with Marianne.

They don't understand. "Well, this is what we have for you in
the way of services." "Well we don't need any of that, I need
all the stuff that you don't have..." Cause they've just got
stuff for people, say, who can't afford certain things. But
that's never really been our issue. At least not lately. When
we were first together it was an issue. Now it's not really an
issue. We need the stuff that people think, gee that's not the

service we give. You get that from your family or you get that
from...
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Don't provide parents with a list of do's and don'ts. Ask them
"Do you think that's possible that you can do that certain task
and without putting added stress on yourself? Would you have
time to implement that? And let me know how you're getting along
with it, you know. If it's useless, call me up and tell me it's
useless. If it's something that's going to work for you, great.
Let's develop on it." That type of thing. But they never did
seem to have that kind of approach. I didn't see it, anyway,
with the people that I had dealt with.

The basic philosophy I've always had with these professionals is
I watch first, their reaction to her. Then I could find a base
from there; where we're going to go, whether it's going to be a
success or failure. And so far, I've been pretty well "“en"., If
the professional person, (as I arrive with Marianne) is '"How are
you Anne?" and everything like that and there has been absolutely
no mention whatsoever of Marianne being there or looking at her
or anything like that. Wwell, that to me, says it's just not
going to work out. If they acknowledge her and make her feel the

least bit welcome... Because she knows who's friendly with her
and who isn't.

Well I found with that program it was just me and Shane going to
the course and if it would have been somebody coming into our
home and showing us how it would work, in our home... I think
there needs to be more of how you can use the family strengths...
the things that are in the family.

You need to bring everybody together because people feel laft
out. It's hard to do once you learn a new technique and once you
do it, then it's hard to teach that other person or bring him in.
Like with my husband: Because he wasn't physically able to be
there when Shane was diagnosed or at the hospital and stuff like
that, it makes it extremely difficult to draw him in. It's just
so hard once you get into a pattern of doing things with your
child and taking responsibility. It's hard, then, to go and say,
"Here cculd you do this?"

7. Satisfactions

Martha, Anne, and Sara, while freely discussing the
stresses, anxieties, demands, and complications of family life
when one child in the family is disabled, also indicate in many
ways, the satisfactions that family members have experienced as a
result of each family's challenge. I present only a few specific
comments in this regard. More striking than any individual
comment, however, is the air of confidence and competence that
these mothers present. Yes, they get tired; yes, they have had
to make specific adaptations, in varying degrees; yes, they have
faced many struggles, which are not over. Nevertheless, each
mother can express satisfaction concerning her experience.
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Quotes #19

We'll just go sit on the deck and David will read his book and
I'll read my book or work with the plants. We also, believe it
or not, have fun with Bruce... We get down on the floor and we
start to play with him. That's fun. I like that.

I had no choice, But, no, I know I could never think that the
burden was too much, even when she was so desperately sick.

Those were hard times. Oh they were rough... nights and nights
and nights of lost sleep. And you'd come home and you'd wonder
what could I get for supper? The other ones are crying in your
ear looking for something to eat. It was rough going, there's no
doubt about it. But no, I'd never ever tell anybody the
burden's too great. You know, it took this two and a half years
of physio, but when she took that first step on her own... It
makes a difference, makes a big difference, ya.

Something that really makes me feel great is things like on the
week-end you get to "sleep-in" in the mornings, and the kids wilil
come into the bedroom. We'll all be piled up on the bed and
they'll be giggling and laughing and rolling arocund. That's when
our family is the closest... We all snuggle up in our bed and
that really makes things special. And then Sunday mornings I
take the children te Sunday School and I like doing that, too. I

"like being with then.

If there is just David and Bruce here at home or just Bruce and I
here at home he is a little more subdued. When all three of us
get home from work and school (lately they have been home before
me) when we are all home together, there is an instant change in
Bruce. All of a sudden he is more lively, happier. He is
clapping and laughing and carrying on and he seems to like the
time around supper when everybody comes home. It is a good time
for Bruce. He really enjoys that. -

I hope I see that (less societal ignorance about disabilities) in
my life-time, I really do. Because, that is our main basis
for... Our main philosophy behind integration, is that these
other children will say when they are grown up and out into the
work force, "I grew up with someone who had Down Syndrome and

things are not as bad as what you are trying to make them out to
be."
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QUESTIONNAIRE DATA
" Family #1

David and Martha completed the questionnaires independently
and made them available for me to collect on Friday night of our
first week of study. They had some difficulty with the Profile
of Family Needs and Social Support, and the Personal Network
Matrix. Consequently, I elected to simply deal with these
scales through conversation together, at the point of our family
discussion. I made this same change when meeting with each of
the other two families of this study.

In general, this couple shows a very high amount of
agreement and compatibility in their thinking. There are some
minor differences of opinion but sources of stress and sources of
support are identifiable from the data. As well, information
from these questionnaires support the information already
provided by Martha through interview. Responses have been
graphed or put into table form. These <an be found in Appendix D

and Appendix E, respectively..

1. Family Functioning Style Scale: (Table 1)

This scale examines in what manner a family functions and
what it's members see as the family's strengths. Martha and
David were never more than one value point apart when responding
to these scale items. On 14 of the 26 items (54%) they gave

exactly the same response. They were within one value point of
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agreement on all other responses (46%) and present a profile of a
loving, caring, couple with a positive outlook on life, who solve
family problems independently, primarily by supporting each
other. When asked to list family strengths, 5 out of 8 of
David's items were like Martha's and 5 out of 10 of Martha's
items were like David's. They listed inportant family strengths
as "loving and caring"; "open communication"; "sharing
responsibility"; "flexibility"; "being committed to making things
work"; "supporting sach other"; "taking time for one another";
"working hard"; "sharing similar dreams"; "We don't fight and
argue"; "we share concerns over how individual decisions will
impact on others in the family".

Martha and David together indicated in 83% of their
responses that the characteristic listed on the scale was
"sometimes" or "often" like their family. These response
iﬁdications are about éevenly split for this couple with Martha

giving 21 such responses and David giving 22.

2. Family Needs Scale: (Table 2).

This scale tries to delineate specific needs of the family.
It presented some problems for David. He answered only 10 of 41
items, indicting that the others (a little more than 75%) were
"NA" (non-applicable). Martha indicated only 8 out of 41 items
(less than 20%) as "NA". During our discussion David explained
that their family wouldn't have to go outside the family to solve

the problems of the needs presented by the items. They wouldn't
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require help or assistance. For the ten items answered by both
parents, 5 responses (50%) were the same or within one value
point. Martha and DaQid were two or more value points apart on
the remaining five items:

#13 adapting my house for my cﬁild

#19 transporting my child

#33 finding a school placement for my child

#35 having time to take my child to appointments

#36 exploring future educational options for my child.
In every case, except #19, these needs were more pressing for
Martha than for David. Both parents indicated #29 (caring for my
child during work hours) as an area of high need (needing help

"almost always"). As well, Martha indicated #16 (planning for

needs.

Martha and David together indicated in 65% of their total
responses that they "sometimes", "often", or "almost always" have
the need articulated by the questionnaire statement. Martha

indicated these needs more often (21 responses) than did David (7

responses),

3. Family Resource Scale: (Table 3)

This scale tries to determine whether or not a family has
adequate resources of time, energy, and money. It's focus is on
the family as a whole, as well as individual members. David

answered only 8 of 31 items (26%), indicating 23 as "NA". Martha
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answered 22 of 31 items (54%). Of the eight items that both
answered, all responses vere within one value point. All of
David's responses indicated "usually" or "almost always"
adequate resources. Fifteen of Martha's responses indicated
"usually" or "almost always" adequate resources, but seven (32%
of her responses) indicated resources as only "“"sometimes
adequate":

#12 time to get enough sleep/rest

#14 time to be by yourself

#18 time to be with close friends

#25 time to socialize

#26 time to keep in shape and look nice

#30 money to save

#31 time and money for travel/vacation.
David indicated "NA" to numbers 12, 14, and 26. These
differences show differences in personal demands and need and
probably reflect, as well, the greater demands on Martha to
assume responsibility for the daily management of the home and

care of their child.

4. Family Support Scale: (Table 4).

This scale tries to delineate sources of support for the
family. David and Martha show considerable agreement on this
instrument. David answered 10 of 20 items (50%) and Martha
answered 14 of 20 items (70%). Of the nine items that both

answered, they gave the same response or were within one value
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point on seven of the items (78%). It should be noted that for
both Martha and David, 17 of 24 total responses (71%) were
answered "sometimes" or "not at all" helpful. Martha indicated
this lack of support more often (10 responses) than did David (7
respenses). Only one item was answered as "extremely" helpful,
by both parents. This item was "spouse" (#5). Item #14 ("My
family or child's physician") was answered "extremely" helpful by
David, while Martha indicated a point halfway between "very" and
"extremely® helpful for this item. (Here they are indicating the
support that they received from the specialist in Regional
Centre, not from their Capital City physician.)

They gave responses more than one value point apart on two
items:

#1 my parents (Martha 3, David 1)

#2 my spouse or partner's parents. (Martha 1, David 3).
In this case, their "divergent" responses indicate agreement that

Martha's parents are "generally helpful" and David's parents are

"not at all helpful®".

5. Pefsonal Network Matrix: (Tables 5 and 6).

This scale tries to delineate people or groups with whom
each parent had made contact in the previous month and the
perceived level of their support. David and Martha completed
parts A and C of the scale.

For part A each indicate a fair amount of contact with

persons outside the home during the previous month. Martha

72




responded to 20 items and David responded to 21 items. Martha
indicated slightly more frequent and different contact with
people outside the home than did David. Ninety-four percent of
their responses were the same or within one value point. Martha
responded to the open-ended questions by writing in "The Society"
and "private business".

Those items indicating fregquent contact (ten or more in the
past month) by either Martha or David are as follows:

# 1 spouse or partner

# 2 my children (i.e. Bruce)

# 3 my parents
4 spouse or partner's parents
8 friends
12 co-workers

13 baby sitter

H % W W W

14 day care or school

# 20 social service department

# 23 private business (providing special equipment)

Data from part C of this scale show, however, that not very
many of these contacts outside the home are viewed by either
Martha or David as being dependably supportive. Three items were
marked by both partners as dependably supportive "“all" or "most
of the time":

# 1 my spouse

# 13 babysitter
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# 16 child/family doctor (meaning the specialist in Regional
Centre)

In addition, David indicated that he feels the hospital (in
Regional Centre) and Social Services are dependable "all of the
time" and "most of the time", respectively. Every other possible
source of support (17 options) was regarded by at least one
partner as only "occasionally", "sometimes", or "not at all®
supportive. They responded the same or within one value point on
six of the ten items (60%) addressed by both parents. Responses
to two items were more than one value point apart:

# 14 day care of school

# 18 hospital/special clinics
In both cases David perceived more support than did Martha. 1In
general, David seems to feel more éupport outside of the home
than does ﬁartha. One item (#23, an open ended option) received

no response from either parent.

6. Inventory of Social Support: (Table 7).

This scale and its matrix attempt to delineate people or
groups in the lives of respondents who supply help or assistance,
when asked. David responded to 18 of 20 items (90%) as did
Martha. Together they responded to 16 of the same items and all
of these responses (100%) were the same or within one value
point. To the two items that Martha responded with "not
applicable" (#10 church members and #11 minister, priest of

rabbi) David responded "not at all". To the two items that David
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left blank (#19 and #20), both write-in opportunities, Martha.
wrote "The Society" and the private business which had recently
provided some special equipment for their home.

Both David and Martha indicated contact with "spouse'", "my
children" (meaning Bruce), "co-workers", "baby sitter, day care,
or school" as representing the majority of their contacts during
the past month (August). These persons also received the most
"checks" on the matrix, indicating perceived sources of help or
assistance for the twelve specific instances of need defined by
the authors of the matrix. In addition, Martha indicates
"friends" and "Bruce's friends" as sources of help or assistance.
Martha made 46 "checks" on her matrix and David made 31. Ten
(22%) of Martha's are under the heading of "spouse”. For David,
eleven (36%) are under the heading of "spouse". Each is a big
source of help and support for the other. David's source of
support is more focused on Martha, whereas Martha sees a few more
possibilities of support. Both find Bruce well accepted by the
possible sources of support as defineq on the matrix by its

authors.

7. Bupport Functions Scale: (Table 8)

This instrument tries to find how much help and assistance
respondents need in each of twenty different areas. David
answered 15 of 20 items (75%) and Martha answered all items. Of
the items answered by both respondents, answers were the same or

within one value point for 9 of 15 items (60%). Martha's and
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David's responses were more than one value point apart on six
possible personal needs:
# 4 someone to talk to about problems with raising your
child
# 7 someone to fix things around the house
# 8 somecne to talk to who has had similar experiences
# 10 someone whom you can depend on
# 13 someone who accepts your child regardless of how he
acts
# 14 someone to relax or joke with.
For items 4,7,and 8, Martha expressed greater need. For items
10, 13, and 14, David expressed greater need. Notice that
David's indicating an expression of need for Bruce's acceptance
is inconsistent with David's response (on the Inventory of Social
Support) that Bruce is well accepted by all persons or groups
listed on the matrix. I don't know how to explain this.
Together, David and Martha provided 35 responses to this
scale. Seven of these (20%) indicated the need for help or
assistance "often" or "quite often®:
# 3 someone to care for your child on a regular basis
(Martha and David)
# 4 someone to talk to about problems with raising your
child (Martha)
# 9 someone to do things with your child (David)

# 10 someone whom you can depend on (David)
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# 13 someone who accepts your child regardless of how he
acts (David)
# 14 scmeone to relax and joke with (David)

Notive that David expressed more of these needs than did Martha.

8. The Matrices of Scales 2 and 6

The evening was getting late, by the time we attended to the
matrices of these two scales. One scale refers to family needs
(#2), the other to personal needs (#6). While David had been
most cooperative throughout all of the discussion and in
responding to the questionnaires, I felt that he had clearly
indicated that he didn't want to talk too much about his personal
needs. Because of this, and because of the late hour, I ignored
the sixth scale and focused instead on the second scale. Martha
had listed several "projects" on both scales 2 and 6. I
appropriated three of her more family oriented "projects" (less
personally oriented) and we brainstormed sources of support for
accomplishing these "projects". The items are called "projects"
because they require time and energy to accomplish. Martha's
"projects" are as follows:

a. Childcare (employment related)

b, "Circle of Friends"

c. Vacations
In the first instance, we discussed who might be a source of help

in planning for Bruce for some kind of employment related care

for Bruce. Possible sources included Bruce's current caregiver
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(Collette) who looks after Bruce while his parents are at work
and when Bruce is not in school; Health and Social Services;
Vocational Services; the technical school; and small businesses
in the community. We stipulated that we wanted work for Bruce
that he would enjoy and that was integrated into the community.
In the second instance, we discussed who might help to
breath life into Bruce's already existing "Circle of Friends".
The friends are willing and are helpful. The problem is finding
ways that Bruce can see them in school on a daily basis, and then
supporting the enlargement of that contact as his friends involve
him in their lives (as they had when they were all in junior high
school). Our discussion recognized that there may very well be
both qualitative and guantitative differences now as compared to
when Bruce and his "Circle of Friends" were in junior high
school; but all see the daily contact in school as a necessary
beginning to invigorating this group. It was decided that people
who could possibly help on this project were Mary Winston and
Gary Marriott, both co-workers of Martha's. Each has either been
involved in this project before (Mary initiated it.) or
currently has good contact with the school (Gary). Other
possible sources of help include the school and Bruce's current
teacher(s). We decided that Bruce also needs a place tuv go where
he can meet more friends because, as with all people, friends
sometimes exit from our lives. We also noted that people who

might be Bruce's friend need an activity to do with Bruce.

78

85




Lastly, we discussed people who could help when this family
or this couple wants to take a brief holiday. David stated that
they hoped for respite care that would have something interesting
in it for Bruce. 1In other words, they want more than simply a
place to "park" Bruce while they take a holiday. They stated, as
well, that they also needed care for Bruce for the two weeks
immediately before the start of school each year. The discussion
eventually turned into a brainstorming session to find ways to
expand the base of support for this family, in general.
Collette's name was mentioned again and it was acknowledged by
both David and Martha that they would be "sunk" if something
happened to Collette or if she couldn't take Bruce anymore. They
discussed another family who had expressed a willingness to look
after Bruce for short periods of time. Other possibilities
included retired people (a couple?) and students.

David raised some concern about continuity and a need to
plan with an eye to what these caregivers mean to Bruce from
Bruce's point of view. It was decided that the university
students would be better than the technical school students
solely because they would be "arcund" for a longer period of
tine.

Summary

Our discussion including the MAPS planning and examination
of the questionnaire data lasted about three hours. Everyone who
was present took part and offered ideas and opinions. The

questionnaire data confirms information that Martha had already
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provided through interviews. Both the interview information and
the questionnaire data indicate a closely knit, supportive family
with many current and future educational and quality of life
concerns about their son. 1In general, Martha indicated more
demands on her and more needé than did David; though David
indicated some areas of isolation and need. While this couple
provides good support to each othef, they Qo not feel much
support from others outside of themselves. A few friends and a
few professionals who have provided support despite a "system"
which is largely disinterested, are really all that they can
delineate as sources of support after more than a decade of joint

concern for Bruce.

Family # 2

Anne and Sam completed the questionnaires independently and
had them available for me by noon of the first week of study. 1In
general, this couple indicates a high level of agreement and
compatibility in their thinking about their family. There are
some minor differences, often reflective of their different
family roles. They have one more serious difference in that they
seem to perceive support from extended family members at
different levels. Anne, who carries a large part of the daily
care of their children perceives extended family support as
somewhat less than Sam perceives it (more about this below).
Both find each other very supportive and both find their sons

very supportive. As well, information from these questionnaires
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support the information already provided by Anne through
interview. Responses have been graphed or put into table form.

These can be found in Appendix A and E, respectively.

1. Family Functioning Style Scale: (Table 1)

This scale examines in what manner a family functions and
what it's members see as the family's strengths. Data from this
questionnaire indicate that Anne and Sam are in considerable
agreement ab&ut how their family functions and what constitutes
the family's strengths. They gave the same responses for 11 of
the 26 items (42%) and 14 other responses were within one value
point for each partner (54%). They gave responses more than one
value point apart for one question (#5). ("We are able to share
our concerns and feelings in productive ways") Anne answered "3"
("generally like my family") while Sam answered "1" ("a little
like my family") indicating slightly different experiences of

‘
style of family functioning. In general, Anne and Sam present
themselves as a loving, caring couple with a positive outlook on
life who are pretty self-sufficient in solving their problems.
They solve their problems primarily by supporting each other.
They also gain support from their sons. When asked to
independently list family strengths, three of Sam's responses
were like Anne's ("help with day to day chores", "take time to
talk to one another about their days", "spending quality time
with the children either at home or at their sperts activities").

Each wrote an additional strength: "...spell one another
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off...to see that the spouse gets a well deserved break." (Anne);
",... help each other to help Marianne..." (Sam).

Sam and Anne together indicated in 62% of their responses
that the characteristic listed on the scale was "sometimes" or
"often" like their family. These response indications are found

more often for Anne (20) than for Sam (12).

2. Family Needs Scale: (Table 2)
This scale tries to delineate specific needs of the family.

Sam indicated that 17 of the 41 items (42%) and Anne indicated

that 11 of 43 items (27%) were "non-applicable¥. Where both
answered, 16 of 22 responses (73%) were the same or within one
value point. This means that when they both responded to an
item, they were in agreement or closely agreed for 73% of the
responses. For six of the items, they responded more than one
value point apart. In each case, Anne indicated a higher need,
probably as a result of her family role:

# 21 finding someone to talk to about my child

B S

29 caring for my child during work hours
30 having emergency child care

32 finding care for my child in the future

* W W%

35 having'time to take my child to appointments

# 36 exploring future educational options for my child.
Anne responded to 8 items which Sam marked "non- applicable",
probably indicating her own personal needs and responsibilities

(none indicated areas of high need):

82




6 having fcod for three meals for my family

7 having time to cook healthy meals for my family
12 completing chores, repairs, home improvements
14 getting a job

15 having a satisfying job

24 having time to take care of myself

H H R R R W &%

26 finding special dental and medical care for my child

# 27 planning for future health needs.
Sam answered two items which were marked "non-applicable" by
Anne. He indicéted that these were "seldom" problems:

# 17 getting where I need to go

# 20 having special equipment.
Anne and Sam both indicated that "often" they have a need to save
money for the future (#4). Anne indicated, as well seven other
items in which she "often" feels a need:

# 4 finding someone to talk to about my child

# 22 caring for my child during working hours

# 30 having emergency child care

# 31 getting respite care for my child

# 32 finding care for my child in the future

# 36 exploring future educational options for my child

# 41 travelling/vacationing with my child
Anne and Sam together indicated in 52% of their total responses
that they "sometimes", "often" or "almost always" have the need
indicated by the questionnaire statement. Anne indicated these

needs more often (22 responses) than did Sam (6 responses).
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3. Family Resource S8cale: (Table 3)

This scale tries to determine whether or not a family has
adequate resources of time, energy, and money. It's focus is on
the family as a whole, as well as on individual members. Sam
indicated 2 of 31 items (3%) and Anne indicated 3 of 31 items
(7%) as "non-applicable". Where both answered, no responses were
more than one value point apart, indicating considerable
agreement.

From this scale, we can see that Anne and Sam have four
items for which both have indicated resources are only
"sometimes" adequate or "seldom" adequate:

# 20 babysitting for your child/children

# 28 money to buy things for yourself

# 30 money to save

# 31 time and money for travel/vacation
Anne has indicated three additional items which are only
"sometimes" adequate:

# 8 good job for yourself or spouse/partner (here referring

to herself)

# 15 time for .family to be together

# 18 time to be with close friends.

Each has indicated one additional item as only "sometimes"
adequate:

# 25 time to socialize (Sam)

# 29 money for family entertainment (Anne)
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The responses show us that both Anne and Sam féel there are some
personal and family needs that are not being met. Together, Anne
and Sam indicated in 22% of their total responses that resources
articulated by the questionnaire statement are "sz.dom" or only
"sometimes" adequate. Anne indicated these more often (8

responses) than did Sam (5 responses).

4. Family Support S8cale: (Table 4)

This scale tries to delineate sources of support for the
family. It is the one scale where Anne and Sam show clear
differences of perception. They agreed or were within one value
point in their responses to 11 of the 16 items that both answered
(69%), but they were more than one value point apart on 5 of 16
of the items (31%). They don't agree on the value of parent's
and spouses parent's support (items 1 and 2). They don't agree
on the value of early intervention in day care or school support
(items 15 and 16). They have different amounts or valuing of
support from their friends (item 6). These differences were
discussed during a family interview and what looks like rather
dramatically different perceptions of support can be explained by
different interpretations of the scale items and/or different
fanily responsibilities. It should ﬁe noted that between the two
sets of responses, one or the other of these parents indicated 17
of 34 total responses (53%) as "sometimes" helpful or "not at
all" helpful. Only two items were marked "extremely" helpful or

"very" helpful by both partners:
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# 5 spouse or partner

# 14 my family or child's physician.
Except for items #15 (early childhood intervention program) and
#16 (school/day care center) which Anne categorized "extremely"

helpful, Sam feels more supported than Anne.

S. Personal Network Matrix: (Tables 5 and 6)

This scale tries to delineate people or groups with whom
each parent had made contact in the previous month and the
perceived level of their support. Anne and Sam completed Parts A
and C of this scale.

For Part A, each indicated a fair amount of contact with
persons outside the home during the previous month. Anne
responded to 20 of the items and Sam responded to 21 items. Both
indicated about the same frequency and kind of contacts. Where
both answered, 16 of 20 responses (80%) were the same, or within

one value point. Four responses (20%) were more than one value

point apart.

# 3 my parents

# 8 friends

# 12 co-workers

# 18 hospital/special clinics
Sam sees his parents more often than Anne sees hers because Sam's
parents live close by. Sam sees fewer friends but sees more co-

workers. Anne is currently unemployed ocutside of the home and
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sees more friends and no co-workers. Anne goes to more
"appointments'.
Those items indicating frequent contact (ten or more in the
past month) by either Anne or Sam are as follows:
# 1 spouse or partner
2 my children
3 my parents (i.e.Sam's)

8 friends

#
#
#
# 9 neighbors
# 11 minister, priest or rabbi
# 12 co-workers (i.e. Sam's)
# 18 hospital, special clinics
In part C, Anne responded to twenty items and Sam responded
to 21 items. Each left the two open-ended questions blank.
Their responces were the same or within one value point of each
other for 16 of 20 items (80%). They were two value points apart

for 4 of 20 items (20%). 1In these, Sam found the first three

listed items more dependable, whereas Anne found the last listed

item more dependable:

# 5 my sister/brother

# 8 friends

# 10 church members

# 14 day care or school.
Neither Anne nor Sam indicated anyone that they could depend on
"all of the time". Both indicated that each could depend on the

other "most of the time" (# 1) and Anne indicated that she could
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depend on her children (#2) and the school (#14) "most of the
time. Sam indicated that he could depend on his parents (#3);
Anne's parents(#4); his sister/brother (#5); and his friends (#8)

"most of the time". Sam definitely feels more support outside

the home than does Anne.

6. Inventory of Social Bupport: (Table 7)

This scale and its matrix attempt to delineate people or
groups in the lives of respondents who supply help or assistance,
when asked. Sam responded to 18 of 20 items (90%) and Anne
responded to 17 of 20 items (85%). Both ignored the open-ended
items at the end of the scale, and Sam indicated "other agencies"
(item #18) as "not at all helpful". Anne ignored this item.
Where both responded, 14 of 17 responses (82%) were either
identical or were within one value point. Three responses of 17
(18%) were more than one value point apart; but probably reflect
each partnérs family roles more than any difference of perception
or opinion. (Sam sees more co-workers; Anne sees more school
personnel; Anne attends more medical appointments.)

Together they have frequent contact with a fair number of
people beyond their immediate family. Anne indicates seeing
friends (#8); neighbors (#9); school personnel (#12) and
child/family doctors (#14) at least ten times in the previous
month. Sam indicates seeing church members/minister (#10) and

co-workers #(11) at least ten times in the previous month. This
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seems to indicate a bit of scarcity of informal and "fun-
generating" contacts for Sam outside the home.

Anne made a total of 33 "checks" on her matrix and Sam made
a total of 23. Data from the matrix indicate that for Anne, the
greatest sources of support are Sam (8 checks), her children (5
checks) and her friends (5 checks). Sam's greatest sources of
support are Anne (11 checks), his parents (4 checks), and himself
(4 checks). Eight (24%) of Anne's matrix checks are under the
heading of "spouse). For Sam, 11 (48%) of his matrix checks are
under the heading of "spouse". Each is a big source of support
for the other. Sam's source of support is more focused on Anne,
whereas Anne sees a few more possibilities of support. Both see
Marianne's acceptance much more narrowly defined to close family

members and friends.

7. 8upport Functions Scale: (Table 8)

This instrument tries to find how much help and assistance
respondents need in each of twenty different areas. Anne and Sam
responded to all items. Their responses were identical or within
one value point for 18 of 20 items (90%). They were two vélue
points apart on 2 of 20 items (10%). In both cases Anne
indicated more need:

# 8 someone to talk to who has had similar experiences

# 20 someone who tells you about services for your child

or family.
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These probably reflect Anne's family responsibilities and a
certain level of isolation, at least as far as the factors
associated with their child's disability is concerned. This is
further supported by the five items in which Anne indicated that
she "often" feels the need of help or assistance:
# 5 someone to help you get services for your child
# 8 someone to talk to who has had similar experiences.
# 13 someone to accept your child, regardless of how (s)he
acts
# 17 someone to care for your child in emergencies or when
you must go out
# 20 someone who tells you about services for your child or
family.
Of the 40 total responses made by this couple to this
questionnaire, five (13%) indicated a need "often". All of these

responses were Anne's.

8. The Matrices of Scales 2 and 6

An informal discussion addressed these matrices during our
family discussion. The content of the scales were combined and
we focused on concrete areas of need and concrete areas of
support. We addressed three "projects" from those listed by Anne
and Sam on their individual questionnaires. "Projects" are
things that need to be done concerning the disabled child and
which require the investment of time and energy. Anne's and

Sam's "projects are as follows:
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-computer time

-speech/alternate communication

-making new friends/recreation.
Sources of support and resources already identified by Marianne's
parents, were also listed:

-school/school  board

-teacher

-speech therapist

-other parents (of disabled kids)

-other parents (of able kids)

-other children

-the Society (provincial)

-the Soc.ety (local).
Anne and Sam were then asked to brainstorm additional possible
sources of support and additional possible resources. They added
two additional possible sources of support:

-other community'agencies or groups (e.g. Brownies/Guides)

=church.
This discussion served to focus Anne's and Sam's thinking and to
help to generate ideas for broadening the base of support for

this family.

summary

The questionnaire data confirm the information that Anne had
already provided through interviews. In general, this couple

provides good support for each other, and their sons provide good
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support and balance in their home. Nevertheless, they feel
pretty isolated. Anne, on whom a large part of the daily
responsibiiity for all the family's functioning falls, feels
particularly isolated and frustrated. Sam provides good support;
but he has family responsibilities which take him outside the
home and away from much of the daily direction of the home. Anne
seems to have adequate social support outside the home (friends
and neighbors). Sam's social support outside the home
(co-workers and church members) might be more serious and less
stress-reducing than Anne's. It is Anne who carries on most of
the required contact with the schools, the speech therapist, the
medical profession, and any other professionals with whom this
family needs to interact. This is a source of stress and
isolation for Anne, and a source of frustration for both parents.
They see themselves in charge of their lives and in control of
their situation. They also see themselves as a unit of five,
pretty much alone in their struggle to provide optimal
developmental opportunities for their children, especially their

disabled child.

Family # 3

Sara and Phillip completed their questionnaires
independently and gave them to me when we met for the MAPS
planning session. Neither parent expressed any difficulty over
any of the forms. They both responded to almost all items on

most scales. When items were ignored, often this was done by
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Phillip. 1In general, this couple shows much agreement in their
‘thinking and what they are experiencing in the parenting of their
children. There are some interesting differences, however; but
sources of stress and sources of support are identifiable from
the data. As well, information from these questionnaires support
the information already provided by Sara through interview.
Responses have been graphed or put into table form. These can be

found in Appendix D and Appendix E, respectively.

i. Family Functioning Style Scale: (Table 1)

This scale examines in what manner a family functions and
what it's members see as the family's strengths. Both Phillip
and Sara answeréd all 26 items. For 10 of the 26 items (39%) the
responses were identical and for another 10 items the responses
were within one value point (39%). For six of the items (23%)
responses were further apart than one value point. In all but
item #7 of these, Phillip found the item osption more like their
family than did Sara:

# 3 We believe that something good comes out of the worst

situations.

# 7 We generally ask for help frcm persons outside our

family if we cannot do things ourselves.

# 9 In our family we are always ready to "pitch in" and

help one another.

# 11 No matter what happens in our family, we try to look

"at the brighter side of things".
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# 16 We enjoy time together even if it is just doing

household chores.
# 21 We generally talk about the different ways we deal
with problems of concerns.

When asked to list family strengths, Sara listed eleven and
Phillip listed seven: "share medication giving"; "sharé
responsibilities for household chores"; "share teaching of self
help skills"; "give lots of love and reinforcement"; "allow
family members to make mistakes"; "give each other free time to
ourselves"; "allow eacl person to pursue interests"; "rely on one
another to help decide major issues"; "share financial issues
(maintain income for family)"; "provide for education for each
family member"; "support each other when a decision has been
made"; "able to deal with problems (financial, family)"; "do
things together fhousework, getting kids to school, bathing kids,
dressing kids, Shane's medicine, doctors appointments)".
Phillip's list presented more elaborations of daily child care
responsibilities and Sara's list included more items of personal
development for family members. All but one item of Phillip's
("doctors appointments”) were included in Sara's.

Sara and Phillip together indicated in 64% of their
responses that the characteristic listed on the scale was
"sometimes" or "often" like their family. These response

indications are found more often for Phillip (20) than for Sara

(13) .
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2. Family Needs Scale: (Table 2)

This scale tries to delineate specific needs of the family.
Phillip indicated 12 items and Sara indicated one item as
"non-applicable". 1In addition, Phillip left 15 items and Sara
left one item unanswered. This means that 13 of.the 41 items
(32%) were answered by both parents. Of these, 5 items (39%)
elicited responses which were identical or within one value
point; and 8 items (62%) showed responses two or more value
points apart. 1In each of these instances, Sara indicates a
greater feeling of need than Phillip:

# 1 having money to buy necessities and pay bills

# 2 budgeting money

4 saving money for the future

12 completing chores, repairs, home improvements

#
#
# 13 adapting my house for my child

# 19 transporting my child

# 21 finding someone to talk with about my child

# 35 having time to take my child to appointments

Sara and Phillip together indicated in 63% of their total
responses that they "sometimes", "often", or "almost always" have
the need articulated by the questionnaire statement. Sara
indicated these needs more often (29 responses) than did Phillip
(2 responses). In total, Sara indicated 15 items where she feels
a need "almost always":

# 1 having money to buy necessities and pay bills

# 3 paying for special needs of my child
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# 4 saving money for the future
12 completing chores, repairs, home improvements
21 finding someone to talk to about my child
26 finding special dental and medical care for my child
29 caring for my child during work hours
30 having emergency child care
getting respite care for my child
32 finding care for my child in the future
34 getting equipment or therapy for my child

35 having time to take my child to appointments

MHOH Ok W W R R % R W%
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36 exploring future educational options for my child

e

39 doing things with my family
# 41 travelling/vacationing with my child

Phillip indicated one item where he feels a need for help

or assistance "almost always":

# 35 (having time to take my child to appointments).

3. Family Resource Scale: (Table 3)

This scale tries to determine whether or no: a family has
adequaﬁe resources of time, energy, and money. 1Its focus is on
the family as a whole, as well as on individual members.. Sara
responded to all of the items. Phillip indicated one item as
"non-applicable" and ignored one item. Of the 29 items that both
answered, 17 responses were either exactly the same or within one
value point. This indicates agreement or near agreement on 59%

of the items. Together, Sara and Phillip indicated in 23 of
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their 60 total responses (38%) that resources articulated by the
questionnaire statement are "seldom", "sometimes" or "not at all"
adequate. Sara indicated these more often (20 responses) than
did Phillip (3 responses). This represents 65% of Sara's total
responses and 10% of Phillips total responses. Sara definitely
feels resources are less adequate for this family than does
Phillip. They agréed or were within one value point for three of
these items (all of -the ones that Phillip marked as "seldom" or
"not at all" adequate):

# 18 time to be with close friends

# 30 money to save

/# 31 time and money for travel/vacation.
In addition, Sara indicated the following items as "sometimes"
adequate: |

# 3 Money to buy necessities

# 4 Enough clothes for your family

# 7 Money to pay monthly bills

# 10 public assistance

# 11 dependable transportatibn (own car or provided by

others)

# 14 time to be by yourself

# 20 babysitting for your child(ren)

# 23 dental care for your family

# 25 time to socialize
She listed the following items as "seldom" adequate:

# 15 time for family to be together
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# 16 time to be with your child(ren).
# 17 time to be with your spouse or partner
# 18 (see above)
# 21 child care/day care for your child(ren)
# 26 time to keep in shape and look nice
Lastly, she listed the following items as "not at all" adequate:
# 22 money to buy special equipment/supplies for child(ren)
# 28 money to buy things for yourself
# 29 money for family entertainment
# 30 (see above)
# 31 (see above)

Lastly, there were 12 items where Sara and Phillip gave responses

more than one value point apart:
# 3 money to buy necessities
# 4 enough clothes for your family
# 11 dependable transportation (own car or provided by
others)
15 time for family to be together
16 time to be with your children
17 time to be with spouse or partner
20 babysitting for your children
21 child care/day care for your children
22 money to buy special equipment/supplies for your child
26 time to keep in shape and look nice.

28 Money to buy things for yourself
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29 Money for family entertainment
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In each of these instances, Sara gave responses indicating

greater need than did Phillip.

4. Family Support Scale: (Table 4)

This scale tries to delineate sources of support for the
family. Phillip indicated 2 items as "non-applicable" while Sara
indicated none. Phillip left 6 items unanswered and Sara left
three. Both parents resporded to 12 items. Of these twelve
items, 6 responses were identical and 6 were within one wvalue
peint. This indicates 100% agreement or near agreement for Sara
and Phillip on this scale. O0Of their 29 responses, however, 15
(52%) are at the low end of the response scale ("sometimes
helpful" and "not at all helpful”) and 10 are at the high end of
the response scale ("very helpful" and "extremely helpful").
While Sara and Phillip indicate some good support in their lives,
it must be noted that more than half of the "help" that Sara and
Phillip receive is not very helpful.

lLastly, Sara responded to five items that Phillip ignored or
indicated as "non-applicable":

# 11 parent groups

# 13 church members/minister

# 14 my family or child's physician

# 15 early childhood intervention program

# 18 professional agencies.

Items #11 and #13 were categorized as "sometimes helpful"; item

#18 as "generally helpful"; and items #14 and #15 as "very

-
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helpful". It's hard to discern from these data which of these
parents feels more supported. Certainly Sara gave more responses
of low value (9) than did Phillip (6) indicating more "sometimes

helpful" or "not at all helpful" experiences.

5. Paerscnal Network Matrix; (Tables 5 and 6)

This scale tries to delineate people or groups with whom
each parent had made contact in the previous month and the
perceived level of their support. Sara and Phillip completed
parts A and C of the scale.

For part A, Phillip answered 19 items and Sara answered 23
items. Of ths 19 items that both answered, responses were
exactly alike for 8 items and within one value point for 7 item.
This indicates total agreement or near agreement for 15 of 19
items (79%). In other words, both parents have contact with
approximately the same group of potential supporters. There were
four items where responses were two or more value points apart:

# 10 church members

# 12 co-workers

# 15 private therapist for child.

# 21 other agencies
For Items #10 #12 and #21, Sara indicated more frequent contact
than Phillip. For item #15, Phillip indicated more frequent
contact than Sara. These differences probably reflect different

interests and different family responsibilities for each parent.
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For the two open-ended items (#22 and #23), Sara indicated two
groups, Overeaters Anonymous (OA) and Al-Anon as sources of
personal support for her. Phillip left these items blank.

Those items indicating frequent contact (Ten or more in the
past month) are as follows:
# 1 spouse or partner
# 2 my children
3 my parents
5 my sister/brother
8 friends
10 church members
12 co-workers
13 baby sitter
14 day care or school
15 private therapist for child

21 other agencies
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22 OA support group
Sara had considerably more contact with people outside of the
home than did Phillip.

For part C, Phillip answered 15 and Sara answered 21 of the
23 items. For the fifteen items where both parents answered,
they gave the same response for four items and respcnses within
one value point for 11 items. This indicates agreement or near
agreement for all items answered by both parents. For eight of
their 36 total responses, (22%) they indicate that one or the

other conuld depend on the selected sources of support "most of
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the time" or "all of the time". Sara indicated that they could

" count on "other relatives" (#7) "not at all" and Phillip gave the

same rating to "minister, priest, or rabbi" (#11). Sara
responded to six items that Phillip ignored:

# 16 child/family doctors

# 17 early childhood intervention program

# 18 hospital/special services

# 19 health department

# 20 social service department

# 21 other agencies.
Except for #16, which she categorized as helpful "most of the
time", these items were categorized as "ocrasionally" or
"sometimes" helpful. Neither Sara nor Phillip offered names of
any agencies for items #22 and #23. Only one item (#1 "spouse or
partner") was indicated by both partners to be dependably
supportive "all" or "most of the time". 1In addition Sara
indicated four items that she felt were supportive "most of the
time":

# 2 my children

# 13 baby sitter

# 14 day care or school

# 16 child/family doctors
Phillip indicated two additional items where he felt supported
"most of the time"

# 3 my parents

# 4 spouse or partners parents
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In general Sara experiences more support from contacts outside

the home than does Phillip.

6. Inventory of Social Support: (Table 7)

This scale and its matrix attempt to delineate people or
groups in the lives of respondents who supply help or assistance,
when asked. Phillip responded to answered 14 of 20 items (70%)
while Sara answered all 20. Of the 14 items that both énswered,
responses were the same for 8 items and within one value point
for 4 items. This indicates agreement or near agreement for 86%
of the items answered by both parents. Only two items were two
or more value points apart. For item #11 ("co-workers") Sara
indicated more frequent contact than Phillip and for item #13
(private therapist for child) Phillip indicated more frequent
contact than Sara. These differences probably reflect their
different family responsibilities. Finally, Sara responded to
six items to which Phillip gave no response:

# 15 early childhood intervention program

# 16 health department

# 17 social service agencies

# 18 other agencies

# 19 (open) "Overeaters Anonymous

# 20 (open) "Al-Anon".

Frequencies for all these items was given as "once or twice"
except for #16 which was categorized "not at all" and #19 which

was categorized "at least 10 times".

103

1ig




Sara made a total of 32 "checks" on her matrix and Phillip
make a total of 40 "checks". Data from the matrix indicate that
for Sara, the greatest sources of support are herself (8 checks)"
and her spouse (6 checks). Phillip's greatest sources of support
are Sara (10 checks) and their children, his parehts, and Sara's
parents (each with four checks). Their perceptions of Shane's
acceptance vary widely, however. Sara sees him accepted,
regardless of how he behaves, only by the immediate family (3
checks... mother, father sister); whereas Phillip sees him

accepted by almost every possible contact person or group (15

checks) .

7. Support Functions Scale: (Table 8)

This instrument tries to find how much help and assistance
respondents need in each of twenty different areas. Both Sara
and Phillip answered all twenty items of this scale. Two of
their responses were the same and 10 were within one value point,
indicating agreement or near agreement for 60% of the twenty
items. Responses to eight items (40%) were two or more value
points apart. 1In each instance, Sara indicated greater need than
did Phillip:

# 2 someone to provide money for food, clothes, and other

things

# 3 someone to care for your child on a regular basis

# 4 someone to talk to about problems with raising your

child
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# 7 someone to fix things around the house

# 8 someone to talk to who has had similar experiences

# 9 someone to do things with your child (unpaid)

# 11 someone to hassle with agencies or bucinesses when you

can't

# 12 someone to lend you money.

Together Sara and Phillip provided 40 responses to this

scale. Nine of these (23%) indicated the need for help or

assistance "often" or "quite often". All of these responses were

made by Sara:
# 2 someone
things
3 someone
4 someone
someone

8 someone
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9 someone

to

to
to
to
to

to

not paid)

provide money for food, clothes and other

care for your child on a regular basis

talk about problems with raising your child
fix things around the house

talk to who has had similar experiences

do things with your child (Here Sara wrote in

# 11 someone to hassle with agencies or business when you

can't

# 12 someone to lend you money

# 13 someone who accepts your child regardless of how he

acts

Of the 40 total responses made by this couple to this

questionnaire, 9 (23%) indicate needs "often" or "quite often".

All of these responses were made by Sara. On an individual basis
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almost half (45%) of Sara's responses indicate nneds "often" or

"quite often".

8. The Matrices of Scales 2 and 6

our family diécussion, including the MAPS planning, took
over three hours. Everyone took part. Because of the late hour,
I elected t7 omit the discussion concerning concrete "projects"

and possible support for the family to help accomplish the

projects.

summary

The questionnaire data confirm the information that Sara had
already provided through interviews. In general this couple is
providing good support to each other.

While Sara and Phillip show considerable agreement, there
are some areas which indicate different perceptions and a level
of greater'need on Sara's part as compared to Phillip. At the
same time, Sara seems to feel a greater amount of support from .
outside the family than does Phillip. This family is coping with
many problems and Sara has actively sought and made use of
existing support services. Data indicate that Sara assumes a
large part of fhe daily family concerns; but Phillip carries a
large part of the daily household and childcare responsibilities.
While this couple provides good support to each other; they

indicate a somewhat limited experience of support from outside:
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the family. At least, they have had to work very hard to find

the services and support that they are receiving.
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THE MAPS PLANNING SESSIONS

MAPS planning (Forest and Lusthaus, 1990) consists of
discussion by interested parties around seven questions. Family
responses to these guestions are summarized below.

Family # 1

The MAPS planning session with Martha and David went very
well. They invited Mary Winston to join us. Mary has been very
supportive of this family in the past and was instrumental in
getting a "Circle of Friends" started for Bruce in his junior
high school years. She was a good resource to enrich our
planning. I can't help but state, however, that I feel this
kind of planning is somewhat redundant for parents like Bruce's.
They have experienced many planning sessions. While I detected a
bit of skepticism of the value of this additional session on
David's part, he was a good sport and contributéd throughout the
evening. We looked on the session as useful for this research;
but also useful for this family as a means of getting their plans
for Bruce up-dated and as an opportuhity to "practice" for
future planning sessions concerning Bruce's education and
transition to the adult world.

It is suggested (Forest and Lusthaus, 1990) that each
child's "Circle of Friends" be included in every MAPS planning
session. We did not do this because of the nature of the
research and its family focus. However, the omission of Bruce's

"Ccircle of Friends in this instance should not be interpreted as
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the norm for planning for Bruce in the future. Rather, his
"Circle of Friends, because they are so critical to Bruce's
functioning, should be included, if possible, whenever planning
is done for him.

The following is a summary of the responses tb each of the
questions:

WHAT IS BRUCE'S HISTORY?

David and Martha reiterated Pruce's history, adding a few
more details and a few additional elaborations. 1In general,
Bruce displayed behaviours early in life that indicated
developmental delay and neurological damage with seizures. .
David's first marriage broke up early in Bruce's life and custody
of him and his two clder brothers was awarded to their natural
mother. When Bruce was four years old, she placed him in a
residential institution where Martha was one of his caregivers.
In the years following Bruce's placement in the residential
institution, David and Martha met and later married. When Bruce
was nine years old, David started legal pfoceedings to gain
custody of Bruce. After two years of struggle, David was awarded
custody in an out-of-court settlement. By that time David and
Martha had been married and Bruce came to live with them on a
twenty-four hours a day basis. It was at that time that Bruce
received his experience of public school. He spent a year in a
segregated special class at the elementary school level and then
was placed in a junior high school special class. By the last

year of his junior high school experience, he had a "Circle of
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Friends" and spent about 50% of his time in regular classrooms.
David and Martha had hoped that this type of programming would
continue at the senior high school level; but such has not been
the case. This disappointment in the kind of educational
programming for Bruce along with Bruce's serious illness last

year, were a source of recent extra stress for this family.

' WHAT IS YOUR DREAM FOR BRUCE?

While Martha was the - .st talkative when we discussed this
question, both David and Mary expressed their dreams for Bruce.
All hoped .or good health for Bruce and a continuation of the
good control of his seizures that has been achieved since his
hospitalization four months ago. They also dream of good friends
in Bruce's life, and that he not be rejected. They hope the
focus of people around him would shift away from all the things
that are wrong with him and toward all the things about Bruce
that are positive and that show his ability to learn and to grow.
They want something meaningful for him to do outside the home,
some kind of work, eventually; and they want other people-in his
life, besides his parents, who will take time to get to know him
and to appreciate what he can do and what he can give to them.
They believe that he functions best in a family setting in the
presence of people who can "read" what he communicates, and
therefore hope to have him live with them always. They rececgnize
that such a dream will require help and support from other people
and more adjustments to their own lives, as they age. In the

meantime, they hope for supported schooling for Bruce with people
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who care for him and who will allow him to learn according to his
own interests in the mainstream of the school environment. They
hope, as weil, for some kind of tertiary education for Bruce
where he can learn vocational skills and be helped to make the
transition to the adult world.

WHAT IS YOUR NIGHTMARE?

In general, their nightmare is the opposite of their dream.
They worry about what would happen to_Bruce if something should
happen to them. They noted that, in a sense, the past year .was a
nightmare because of Bruce's illness and the school's inability
to accommodate a student with Bruce's needs.

WHO IS8 BRUCE?

For these parents and for Mary, all of whom know Bruce very
well, Bruce is a loving, energetic, happy young man. He loves to
be expdsed to new things and to learn about his world. He knows
how to get what he wants. ‘He has genuine and distinct likes and
dislikes. He shows his likes by enthusiasm and his dislikes by
withdrawing or showing disinterest. Bruce has a good sense of
humour and sometimes likes to tease. As well, he likes to please
people and is especially responsive to people that he thinks have
positive feelings towards him. He loves music and playing with
"boy toys". He likes people and wants to be with people; He
loves his hcme and loves to be with his parents. He has genuine
feelings and many "normal" traits, all of which have to be "read"

by those around him, because of his inability to use verbal

expression for communication. 1In the right setting and with the
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right people, he learns quickly and is willing to take risks, as

exemplified by his learning of computer skills this past summer.

Of all these traits, the ohes that David appreciates the
most are his loving nature, his ability to communicate his 1likes
and dislikes and the fact that he has genuine feelings and can
express them. Martha appreciates that he is so much a "people
person"; that he has so many "normal" gualities, if one learns to
"read" Bruce's behavioural communications; and that he
internalizes his experiences. The latter trait has both
advantages and disadvantages. It is an advantage because this is
how all people learn; but it is a disadvantage because Bruce can
get his feelings hurt, which is complicated by his inakility to
verbally express-what he is experiencing.

WﬁAT ARE BRUCE'S STRENGTHS, GIFTS AND TALENTS?

We didn't spend a great deal of time on this question
because we felt we had covered it when we discussed, "Who is
Bruce?". Martha feels that Bruce's greatest gift is his way with
people. People like him; he can be lots of fun. David feels one
of his major strengths is that he wants to learn and is excited
when he has an opportunity to do new things and learn from new
experiences.

WHAT ARE BRUCE'S NEEDS?

Bruce needs to be with people who understand him, people in
addition to his parents. He needs to be in a school situation
where he can feel good about himself and learn within a social

environment. He learns a great deal from other people; he models
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what they do. He needs a more balanced life, one that is more
typical for a person of his age. He needs more appropriate
social/recreational activities: things that he can do by himself,
at home; things that he can do with others, apart from his
parents; things that he can share with others.

WHAT WOULD BE AN IDEAL DAY FOR BRUCE?

We divided our discussioc) inﬁo "weekday" and "weekend", in
order to address an ideal school day and an ideal day at home.
David and Martha would like to see more independence in getting
ready for school and in getting to school. (Bruce would dearly
love to go to school on a school bus!) They would like to cut
down the amount of time (currently about 90 minutes) that it
takes to get Bruce ready for the day. At school they would like
to see much less special education and much more programming
within the mainstream environment of the school and more teaching
within the social environment of the school. They'd like to see
Bruce come home by school bus except for the times when he might
stay for some extra-curricular activities. They'd like to see him
in the classroom every day with his "Circle of Friends". Lastly,
they'd like to see him have something to do in the evening;
perhaps something on a regular basis, once a week, and one other
night a week for some kind of spontaneous adventure.

For the weekend they'd like to have a little bit of leisure
and a slower pace. Bruce will sleep late, to 9:00 or 10:00, and
can usually find something to do until lunch time. He enjoys the

Saturday shopping and can take part in it very well. On Sunday,
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it would be nice if he could spend a few hours off on his own,

with a friend.

Family # 2

This session went very well. The whole family was present:
Anne and Sam and their three children; Wayne (13), Terrance (10)
and Marianne (9). The boys , especially Terrance, were active
participants and had mény good things to offer. The session
lasted for about 90 minutes. It was the first time that this
family had done a MAPS planning session. The following is a
summary of this family's responses to each of the guestions:
WHAT I8 MARIANNE HISTORY?

Marianne was born nine years ago. When she was only a few
days old, she was identified as having Down syndrome. In
addition, she was born with two dislocated hips and a heart
defect. The hips were repaired through bracing and physical
therapy and the heart defect was repaired by open heart surgery
when Marianne was five years old. From birth until her heart
surgery, Marianne experienced many illnesses, mostly having to do
with respiratory infections and croup. She was often found in
respiratory distress. Since her heart surgery, she has enjoyed
much better health. She has mild vision and hearing problems for
which she wears corrective lenses and a hearing aid in one ear.
She is very delayed irn expressive communication because she
speaks only a very little. Her language comprehension, however,

is excellent. Marianne and Anne have been instructed in signing
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to assist her in communication. 1In addition, other forms of
alternative communication are being explored, though speech
continues to be a long term goal for Marianne.

Marianne attended day care for "early intervention" and as
.respite for Anne for three mornings a week, when she was three
and four years of age. She experienced Kindergarten in the-same
day care centre when she attended for five mornings a week, at
the age of five. She attended Jrade one for two years in her
neighborhood school. She now attends grade two in the same
school. She reads and takes part in all primary school
activities. 1In addition, she likes to swim and skate, to shoot
baskets with her older brothers, and to play with friends in the
neighborhood and at school.

WHAT IS YOUR DREAM FOR MARIANNE?

Ideally, this family would like to see Marianne eventually
living as independently as possikle. They are not "sold" on
group homes and would rather see her in her own apartment, with

~ someone checking on her, periodically. They intend for her to go
as far as possible in the mainstream of the school system. They
see school as the basis for training and view her eventual
attendance at the local workshop as preparatory for
community-based employment. They hope that someday Marianne will
talk or will have an efficient means of alternate communication.
They see her communication_disability as the most serious problem

for her now, and possibly into the future.
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WHAT I8 YOUR NIGHTMARE?

Like most parents of disabled children who likely will not
ever be able to live completely independently, Anne and Sam's
nightmare is haunted by the question, "Who will look after her
after we are gone?" They dread the thought of her having to live
in an institution. A lot of time energy and money has gone into
getting her to where she is and she functions well where she is.
Their biggest nightmare is the instifution. As well, they see
the ability to communicate with anyone (not being dependent on
the other person's knowing how to sign) as a key factor in her
eventual independence.

WHO IS8 MARIANNE?

For these parents and for Marianne's brothers, Marianne is
an active and loving person who sometimes can be wilful and
stubborn; but who also has many other characteristics. She can
be very funny. She loves to be with people; but she also likes
and can make good use of solitude. Sometimes she can be bossy
and can be a "handful" to manage; and she can be "scary", by
wandering off. At the same time she can be generous, helpful and
playful. She loves music and, like most little sisters, she
loves to follow her big brothers around in their activities.
Lastly, she's a good imitator and is eager to learn. Of these
characteristics, Anne indicated “stubborn“, “"lovable" and "a good
worker" as Marianne's most important defining characteristics,

while Sam indicated "lovable", "active" and "lover of music".
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WHAT ARE MARIANNE'S STRENGTHS, GIFTS8, AND TALENTS?

While stubbornness might be viewed as a negative
characteristic, it also has its positive side. In the right
situation, it can be viewed as determination. In Marianne this
is a very big strength, for she does not give up easily, not even
on those things that she finds difficult. As well, Marianne has
a charm that makes her appealing to others. People like her.
She's friendly and can be cooperative. When she's in a stubborn
mood, she won't do anything; but when she's in a good mood,
she'll do anything. Anne pointed out that some of her moods may
be a reflection of the frustration she feels because she has such
difficulty in communicating her feelings.

WHAT ARE MARIANNE'S NEEDS?

Marianne's most pressing need is to be able to communicate
her feelings better. She needs other people to know that she is
no different than»any of us, in her needs to be involved in the
life around her. She needs to learn how to recognize possible
dangers, however. She needs to have included into her current
opportunities, some social-recreational activities that she can
do independently with children her own age. Though her current
friendship network is good, as she grows older she will need the
opportunity to increase this network of friends and to increase
her social and recreational independence. Eventually she will
have to learn all the skills necessary for living as

independently as possible.
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WHAT WOULD BE AN IDEAL DAY FOR MARIANNE?

We divided our discussion into two parts, '"weekday" and
"weekend", in order to address the ideal school day and the ideal
day at home. Ideally, Marianne's family would like to see her be
ready on time to go to school; to not "dawdle"; and to not be
"stubborn". When she's ready, they'd like her to get to and from
school independently. They'd like her to have a good day at
school and to be able to tell them about it when she gets home.
It would be'nice if she had some independent social-recreational
activity several days a week. Lastly, they'd like her to be a
little easier to get to bed when bedtime comes.

The weekends are already relatively "ideal". The family is
pretty active and Marianne takes part in all activities. This is
the time when Sam takes on more supervision of all the
children's activities. It would be nice if, in addition,
Marianne could have her own community outings with some of her
friends, that she could do independently, as her brothers often
do. Ideally, this would be something that her parents wculd not

have to initiate.

Family # 3

The MAPS planning session for Shane went very well. In
addition to Sara and Phillip, the session was attended by Shane's
special (day care) teacher, Elaine Rhodes. Elaine has been very
supportive of Sara in many instances and has been very successful

in teaching Shane. As well, she has a non-verbal child of her
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own. Her daily living experiences with her own son, who is a 10
years old, has provided some invaluable information for Sara. 1In
addition, Elaine has been a good support for Sara when she must
interact with professionals in planning meetings to meet Shane's
educational and developmental needs.

This is the first time a planning session like this has been
held for Shane. It gave an opportunity for discussion tc¢ the
three adults who are probably most involved with Shane, on a
daily basis, and most involved in thinking and planning for
Shane's future. I think, as well, it gave them an experience
which provided '"practice" and "preparation" for meetings with
school personnel and other profeséionals, as Shane makes the
transition to school. Everyone took part in the discussion of
all questions, except for Phillip who missed a large part of the
discussion of the last question. He initially left the group to
have a cigarette and then to look after children's needs. He did
not return to the discussion. I don't think anything happened to
precipitate his departure from the discussions. I think he
simply had had enough. (The discussion of all questions was
lively and fruitful, but required azlmost two hours to complete.)

The following are summaries of the responses to each of the
questions:

WHAT IS BHANE'S HISTORY?

Shane and his twin sister were born in July of 1986. At the

time of their birth, Margaret appeared to be in good health but

Shane was believed to have a mild heart defect. Very early in
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Shane's life, however, he began to make little jerking motions.
When Sara called their family physician's attention to these, she
got very liﬁtle satisfaction. It was not until she used the word
"seizure" that the behaviours were examiﬁed seriously. When
Shane was five months old he was sent to the JB Children's
Hospital in Regional Centre, where it was decided that something
was definitely wrong. Infantile spasms were ruled out and Shane
was put on medication to control the seizures. %hen Shane was
nine months old it was determined that his seizures were caused
by neurofibromatosis. As with most children with seizures, it
took a lot of parental observation, patience, determination, and
many interactions with physicians to find the right comﬁination
of medicines to give Shane seizure control and still allow him to
be alert and functioning during his waking hours. In Shane's
situation, both parents were involved in this monitoring and
adjusting. Shane's seizures have been well controlled for about
the last nine months. Since then, he has grown and developed at
a rate which pleases his parents and his special teacher; but he
is developmentally delayed. Most particularly, he is delayed in
his ability to communicate. Margaret is developing normally.
WHAT I8 YOUR DREAM FOR SHANE?

For Shane to live as independently as possible (at all
stages of his life) was a ﬁigh priority in the dreams of all
discussion participants. Also high on their lists of dreams is
their hope that Shane will learn to communicate. While signed

English is being used with Shane at the moment, everyone hopes
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that he will eventually speak. In addition, discussion
particiﬁants dream that Shane will be happy and healthy; that he
will someday have a job; a network of friends; and will be as
normal and self-sufficient as . possible.

WHAT IS YOUR NIGHTHMARE?

The worst nightmare for Shane's parents Qould be that the
neurofibromatosis would get worse. They recognize all the
implications that would flow from a worsening of his condition.
They dread loneliness for him and also dread institutional life
and its loss of human rights. Having to be in an institution and
not having friends is the nightmare of Shane's parents and
current teacher.

WHO IS8 SHANE?

Shane's parents, and Elaine, all of whom know Shane very
well, initiated at least twenty descriptors of Shane. These
include handsome, loving, mischievous, determined, impatient,
sometimes lonely, fun-loving, curious, busy, inventive, good
sense of humor, nice smile, laughs a lot, charming, manipulative,
"lJaid back" attitude, not shy, and intelligent. They also
pointed out that if others have a low expectation of him, he is
willing to comply with that expectation. Of these descriptors,
Sara indicated that she felt "curious", "not shy", and
"intelligent" would best describe Shane in terms of his
achieving as much independence and self-sufficiency, as possible.

Phillip indicated "determined", "fun-loving", and "intelligent".
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WHAT ARE SHANE'"S STRENGTHS, GIFTS, TALENTS?

Discussion participants indicated many strengths in Shane.
Probably foremost in their minds was Shane's determination and
the fact that he is not shy. He displays his intelligence by
trying to figure out alternate solutions to problems that he
encounters in his play and in his "work" at day care. He has
good eye-hand coordination, finger dexterity, and a good memory.
Phillip stated that he wonders if Shane can see in the dark
because Shane will often go climbing in the basement without
turning on the lights. Both parents remarked about his good
balance and his prowess in climbing. Shane is "easy going" and
possesses a sunny disposition. Lastly, he displays good imitative
abilities. All are optimistic that these qualities will help
Shane to learn and develop, now and in the future, so that he
will eventually achieve a large measure of independence.

WHAT ARE SHANE'S NEEDS?

Shane's most pressing current need is a well coordinated
case conference including representatives from occupational
therapy and speech therapy, Shane's family support worker, the
day care supervisor, Elaine (who will be going with Shane to
grade 1), Sara, Phillip, and a representative from the séhool
division. At this case conference the group should delineate
realistic long-term goals for Shane (to the extent that this is
possible) and short-term goals. They should establish priorities
and then.agree to work toward these goals and priorities. There

is a need to establish/maintain good communication between all
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the represented disciplines and individuals. Within this
framework of a good parent-professional working group, our
discussion indicated that Shane's greatest need was for help with
communication and the establishment of reliable communication
skills. Other important needs include the need for establishing
and enlarging a network of friends; thé need for a special
someone to fuss over Shane and invite him to his/her home in the
same way that Margaret has a special aunt who does these things
for her; and the need to improve Shane's social skills. It
should be noted that we believe all of these needs could be met
with thought and careful planning. Sara and Phillip expressed
ideas of how they could initiate some activities that might begin
to establish some friends for Shane in the neighborhood. Elaine
gave suggestions of children at day care who are interested in
Shane and who include him into their activities.

WHAT WOULD BE AN IDEAL DAY FOR SHANE?

As was the practice with the first two families of this
study, we discussed this question first in terms of a weekday
(particularly a school day next year in grade 1) and then in
terms of the days of the weekend.

For a school day, Sara would like to see Shane able to get
ready for school, as independently as possible. She and Elaine
would like to see him ride the school bus independently and Sara
would prefer the initiation of a "buddy system" to hélp Shane, as
opposed to simply strappinglhim into a seat. They would like to

see him included in the regular grade 1 program; play outside
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with the kids; and eat lunch with his friends. They hope that he
will pay attention to what is going on in the classroom and to
what is expected of him. Elaine, supported by Sara, hopes that
the one-on-one instruction that she gives will become
increasingly only support and direction. This would help Shane
to grow in independence. At the same time, Elaine could function
more as a support to the whole class rather than someone assigned
only to Shane. They hope that Shane will return home
independently, by school bus; that he would occasionally have an
after school activity (Beavers or Cub Scouts?) to attend but
would have time, most days, to play with his friends; that he
would eat supper, do his homework, perhaps enjoy a bit of
television and then go to bed. Perhaps on Friday night, he would
occasionally visit overnight with someone, as Margéret does now.

Over the week-end, Sara would like to see him "sleep-in", a
bit, on Saturdays, enjoy some television cartoons, and help with
household chores (straighten bedroom, pick up toys).

Perhaps he could learn to prepare some simple meals for
himself...choose what he wants and.make it. Saturday afternoon
is a time for them to do something as a family, and Sara would
like Shane to enjoy these activities. Because Saturday night is
time set aside for Sara and Phillip to be together, it would be
ideal if Shane could enjoy being with a sitter. Sundays are
usually spent at Sunday School and making visits to extended
family members. Achievement of these ideal days are not far

away. Shane is already doing most of these things. Areas where
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Shane needs to learn some skills in order to totally achieve this
ideal are: skills of independence; skills of helping around the
house; and motivation or development of interest for enjoying
television. All felt these skills could be learned and that

effort in that direction could begin immediately.
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DISCUSSION

Undertaking this research has been both demanding and
rewarding. It has required all the labour and attention to
detail that research requires, in general, as well as the special
demands of qualitative studies. Studying phenomena in depth has
its special rewards, however. I~ this case, the study has opened
special areas of information and social perceptions that had not
been previously so readily available to me. It has been a good
experience.

overwhelmingly, my response to the experience is
considerable awe and respect for how courageously and competently
these parents have risen to the occasion of child disability
within their family circles. They are an impressive group. The
most all-pervasive feeling that I have from the data of the study
is a deep respect for the parents' abilities to manage the many
and varied demands on their time and energy which result from
their children's disabilities. At the same time I am deeply
disturbed at the number of times that these parents have been let
down by professionals. Yes, they describe many good experiences
with professionals, and we need to examine these carefully; but
there are too many occasions in the data when professionals aave
made the lives of these parents needlessly more difficult. I
£ind descriptions of professional neglect, disinterest, or

rejecticn very distressing.
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We should be the strongest allies of parents, working with
them to provide for the best possible opportunities for growth
and development in their children, and supporting them in their
struggles to meet the needs and improve the quality of life of
each of their children. The discussion below examines the study
data in the light of this understanding, and highlights the major
elements in the very complex family, professional, -and societal

interactions revealed by the study.

Histories

While each of these families has its own individuél
characteristics, in many Qays they represent the mainstream of
Canadian-born and North American life. These are well-
functioning, two-parent families. They are not rich;.but they
live comfortably in pleasant and modern surroundings. They are
Canadian-born and they are not mgmbers of a racial or ethnic
minority. All of the parents are articulate and well edﬁcated.
The only factor that makes these families different from the
mainstream (as it is currently perceived) is the presence in each
family of a child who is disablied, and thus developmentally
different from most children of their same chronological ages.
The children are Bruce, age 18; Marianne, age 9; and { ane, age
5. Bruce has older siblings, but because of marriage breakdown
and different custodial arrangements, Bruce has not lived with
his siblings since he was a young child. This is the second

marriage for both Martha and David. David is Bruce's natural
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father. David and Martha have been together for about a decade.
The other couples in this study, Anne and Sam, Marianne's
parents, and Sara and Phillip, Shane's parents, are each in first
marriages. Marianne has two older brothers, living at home, and
Shane has a twin sister, living at home.

Money is seldom a problem for Bruce's family. His parents
are the oldest of this group of parents and both are working.
Bruce is the only child living at home. This is not to say that
they don't have to watch where their money goes. Rather, it is
to say that they are not struggling to make ends meet.

Marianne's family has to be more careful about money. There was
only one full-time paid worker in their family at the time of
this study and there are three children living at home. But Anne
and Sam are good managers.. Husbanding economic resources is
something that they must do; but they are not struggling
financially. Shane's parents, Sara and Phillip have more
financial worries than the other parents. They are the youngest
parents and are in that age group (25-35) which has had a very
difficult time finding employment in North America in the past
decade. Both parents were working at the time of this study. All
three families are paying for childcare for their disabled
children, though for vary..ng amounts of time. Because Anne was
not working at the time of this study, paid child care for
Marianne was quite minimal. Both Bruce and Shane, however, were
receiving paid child care on a regular basis because of parental

work schedules. All three fathers in these families share in
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child care and other domestic responsibilities. While they
probably do not shoulder 50% of these responsibilities (Phillip
might), they do make a major contribution to this part of family
life.

All three of the children with disabilities have had perioqs
of very great illness. These have been a major drain on family
resources of time, energy and money. In all three cases, the
mothers of these families, more than the fathers, spent time and
energy on the health care demands of the children. This is not
because the fathers are neglectful or disinterested, but because
the fathers are tied more than the mothers (Sara might be an
exception here) to jobs that maintain each family's economic
base. I detected no resentment, on the part of the mothers,
which might reflect paternal neglect or disinterest concerning
their children's illnesses. All the mothers indicated that they
felt supported. One mother, Sara, felt that she had unwittingly
"taken over" with regard to her child's health care needs and
wished that those involved with Shane's medical problems had
helped her to include Phillip in the early processes. She also
indicated that appointments have to be taken at the convenience
of the professional. There is little or nb opportunity to make
appointments when both parents might be available. For two of
these families, health care problems continue. Happily, |
Marianne's health has improved markedly since her heart surgery

at age five.

129




At the time of this study, two of the children presented
disabilities that would probably be regarded as "severe" or
"profound". Bruce, at 18 years of age, was -still working on
toilet training and was not yet communicating with words. Shane
presented many autistic behaviours and problems of communication.
Like Bruce, he was not yet toilet trained. Because of his young
age, however, it would be a disservice to label him with any
level of disability. We have to "wait and see". More
importantly, both Bruce and Shane are showing that they are
1earni£g, especially when in the presence of people who make
appropriate adaptations for them and work at "reading" their
behaviours as indicators of communication. Marianne is the child
in this study with the least handicap. While she has Down
syndrome, her major disability is in the area of communication.
She is in a regular classroom in her neighbourhood school. She
reads, writes, and does most of the things that children her age
can do, except for speech. In order to communicate to people
outside her immediate family, she must sign. This, naturally,
limits the number of Marianne's communication partners. With
time, and with an alternative communication device, Marianne will
likely be regarded as only minimally handicapped.

All three families spend much time and energy gettiné
appropriate and mainstream schooling for their children. This is
especially true for Bruce's parents, but both Marianne's parents
and Shane's parents do as well. Martha and David will not go to

meetings concerning Bruce at the school wunless both can attend.
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David is very supportive of Martha and they present a united
front in their interactions with the school. Marianne's and
Shane's mothers handle most of the interactions with the schools.
Both Sam and Phillip support their wives in their struggles to
get appropriate schooling for their children, and attend meetings
at the school when it is obvious that their presence is needed.
In general, getting appropriate schooling in the mainstream has
been the biggest problem for Bruce's parents and the least
problem (so far) for Shane's parents. Marianne's parents'
struggle has been somewhere "in between" up to now, but Anne
feels the situation is quite fragile and requires constant
monitoring.

All three families spend much time and energy finding social
and recreational activities for their children. The children
have friends, but varying levels of parental labour has gone into
building these friendships. All of the parents believe
friendship and social learning are very important components of
their children's development. For Bruce, friendships have come
about because of his Circle of Friends, which was inaugurated by

a friend and co-worker 6f Martha's. Siblings have been a very
real source of support and opportunities for friendship and
social leafning in the lives of Marianne and Shane.

These families look positively toward the future; but they
have concerns about what lies ahead for their children. They
hope for the greatest level of independence possible for all

their children. They are realistic in their hopes, however, and
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try to be realistic in their expectations of schools and other
service agencies. To a certain extent, all three of these
families feel that "time is running out". Naturally, the parents
with the oldest child feel this most intensely. They feel that
their child has rights that are not being addressed. The parents
of Marianne and Shane feel the time factor less intensely; but

they feel more acutely that they have a long road ahead of them

" to get the developmental opportunities for their children that

parents of typical children can take much more for granted.

Interview Data
1. The Children

a) descriptions

Bruce, Marianne, and Shane display inquisitive and active
personalities. Each likes to laugh and play and each has
individual patterns of play and learning. These children are
able to learn; but those who interact with them need to make
accommodations which take into account each child's individual
learning needs and personality traits. Communication is a big
problem for all of the children. Each family has searched for
and continues to search for ways of making communication more
available to their children. The challenge which these parents
face, especially the mothers, is to find ways for their children
to be included in the mainstream of life: meaningful schooling,
opportunities for playﬁates and companions, socializing

experiences, parties, sports -- whatever is "normal" for children
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of these ages. They recognize that their children, in varying
degrees and in a variety of developmental areas, present specific
challenges to whomever is involved with the children, but they
know that the challenges are not insurmountable. The mothers are
frustrated, I believe, by the amoun; of parental time and energy
that is required to see that their developmental opportunities,
which other children can take for granted, are available to
Bruce, Marianne and Shane. They are frustrated, as well, by the
very large expenditure of time and energy required to get
services to meet their children's special needs.

b) friends and social learning

Bruce, Marianne and Shane have had varying success in
establishing friendships. Like all parents, Martha, Anne and
.Sara believe friendships for their children are important. Each
family works at finding opportunities for friendship for their
children. Siblings have been an important link for Marianne and
Shane in ti:is regard. The "Circle of Friends" (Perske, 1988) has
been a good support and learning opportunity for Bruce. In some
ways, Bruce's Circle of Friends plays a role in his life which is
similar to that which is played by the siblings of Marianne and
Shane. But all three parents state that they have to remain
continually involved in friendship building. There seem to be
few people in the lives of Bruce, Marianne, and Shane who will
spontaneously "include" these children on any kind of a regular
basis. Mostly, activities have to be initiated by the parents,

or there has to be some level of parental involvement. The
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Circle of Friends has been wonderful for Bruce, but his parents
are greatly disappointed in the fact that the educational
personnel at Bruce's school assume no responsibility for helping
Bruce and his Circle to meet during school hours, nor do they
attach any particular importance to Bruce's having friends.
Marianne and Shane are, as yet, having a bit eésier time in
friendship development, especially Marianne; but there is
considerable parental involvement here, too. All three families
hope for someone who would involve their children in a special

way, through spontaneous inclusion.

2. Parental Stress/Anxiety

a) children's development

Like parents everywhere, the parents of Bruce, Marianne and
Shane have many stressors in their lives. For the parents of
these disabled children, however, the "normal" stressors last
longer and take on a greater intensity. Toilet training is still
an issue for Bruce and Shane. Communication continues to be
difficult for all three children. All three can present
behaviour difficulties, often resulting from frustrations
associated with their communication problems. Marianne can be
stubborn. Shane can demand things (e.g putting toys "together")
which are impossible to do. Bruce will "tune out". All of these

stresses can wear parents down.
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b) illness/disability

Specific illnesses in their children, which have been more
serious than the usual childhood illnesses, and,‘especially for
Bruce and Shane, will continue indefinitely, bring serious
stresses into the lives of these parents. The sleepless nights'
and daily concerns which all parents face with infants and young
children have continued for considerably longer than is usual.
Hospitalizations have been lehgthy. Because §f the nature of
each child's illnesses, others have refrained from getting
involved in any kind of direct way. As a result, these families
and especially the mothers feel somewhat alone and isolated.
Fortunately, Marianne's extreme illnesses are likely a thing of
the past, and Bruce ard Shane were gquite healthy at the time of
this study. While Sara is seeing indications of "hands on" help
from extended family members, Martha saw only David as a likely
help for her, should Bruce become seriously ill again. There is
good reason to assume that both Bruce and Shane will continue to
have serious health concerns. There is also good reason to
assume that those health concerns will be addressed on a Gaily
basis primarily by the people living in their households, with
little "hands on" assistance by people from outside the immediate
family.

c) illness/disability/financial

Even with universal health care, from time to time these
parents feel financial stress because of the special needs of

Bruce, Marianne or Shane. Travel expenses when a child is
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hospitalized in Regional Centre, room and board for the
accompanying parent and other family members, telephone calls
back and forth, babysitting for other children, diapers, special
equipment, and medicine, all add up to additional expenses. Eacﬁ
family has found some help for these expenses (often after
considerable work), and specific provincial services pay for some
special needs; but expenses are not covered completely. As well,
there is the additional "expense" for Martha and David, of caring
for an adult with disabilities. While they do not expect to be
paid for the care that they give to Bruce, Martha states there is
"something wrong" when foster parents of disabled adults have
fewer financial liabilities than natural or adoptive parents for
doing the same thing. There is no recognition, let alone any
kind of compensation, to natural or adoptive parents for saving
tax money and for being on duty 24 hours a day to care for
another adult citizen. Anne points out the financial
differences, as well, between natural parents caring for a child
with a disability in their home and foster parents caring for a
foster child with similar disabilities.
d) illness[disability[parentai work

Martha, Anne and Sara have ambivalent feelings about working
outside of the home which are intensified by their children's
disabilities. All three mothers ekpreésed a personal need to
work outside the home in order to have an opportunity to function
in the adult world and as an opportunity to express themselves

and their talents and skills. Only Sara implied a financial need
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to work outside of the home. Martha and Anne indicated that
while the money is appreciated; if necessary, their families
could live on the salaries of the fathers of their families. All
the mothers spoke of their personal need to get away from the
demands of the household, preferably at regular intervals. They
spoke of work as being a place where other demands occupied their
attentions, and that this diversion was a welcome change. At the
same time, they spoke of the difficulties of finding employers
who would accept their family needs for more than the usual
number of appointments and meetings. They also talked about how
employment for them, like most mothers, was highly dependent on
adequate child care, and indicated that because of the nature of
their children's special needs, this commodity was especially
hard to get. While Martha and Sara (the two employed mothers at
the time of this study) were very pleased with their current
child care arrangements, each expressed concern over the
desperate situation which would present itself, should they
somehow lose their child care. Sara, with the youngest children,
expressed her concerns about working full time. She worried that
maybe she was trying to do too much. These mothers are paying a
high price for opportunities to function in the adult world and
for the ordinary rewards and valuing of adulthood, as do all
women who move away from the traditional models of adulthood.

The special needs of their children, however, present special
problems and special anxieties, which have not been resolved, as

yet. Societal attitudes and public policy on childcare issues
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and human disabilities continue to take a serious toll in these
women.
e) isolation

These mothers express feelings of abandonment and isolation.
While all three receive good support from their husbands, and all
three have intimate friends outside of their immediate family
circles, only Sara has found consistent support for herself and
her problems outside her home. For the most part, Martha and
Anne carry on their lives with little support ahd encouragement
from people, apart from the people with whom each lives; Sara has
found at least some of the extra support that she needs, and uses
that support in ways that help all the members of her family.
Part of the mothers' isolation comes, I feel, from basic
ignorance on the part of others with whom these mothers must
interact. ©People do not understand disabilities and their
implications, and being human, they avoid what they do not
understand. It is_easier to leave the care of children and
adults with special needs and their inclusion into the mainstream
of life uﬁ to the "experts". Parents are quickly viewed (by the
general public) as at least "quasi-experts", since they obviously
know what to do. What the general population does not understand
is that many of those who are perceived as "experts" do not
support parents in the way that parents should be supported,
especially if the parents want something (e.g. mainstreaming,
speech aﬁd language training for non-verbal children) which is

contrary to the "experts" notion of their professional
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competence, responsibility, or personal well-being. This kind of
"abandonment" increases the parent's isolation. They are left to
fend for themselves.

We can see how competent these mothers are. Despite the
demands and the struggles, they are doing well, their families
are doing well, but someone is paying a price here. One cannot
help but speculate on what the results could be, in terms of
quality of life for all family members, if there were a bit more
"hands-on" support and accurate public understanding of the
implications of child disability on family life. One cannot help
but ask the question, as well, *If these well-educated,
articulate, competent women, supported in many ways by their
husbands and other children, are finding parenting and meeting
the developmental needs of their children THIS emotionally
demanding and time-consuming, what's happening in the lives of
mothers of disabled children who are less advantaged? and what's
happening to their children?"

f) additional stress

Sara is parenting children in a family with some special
needs in addition to those which arise from the disabilities of
one of the children. She has found satisfaction for these
special needs in already existing services related to alcohol
abuse (Al Anon) and/or eating disorders (Overeaters Anonymous).
Sara has learned how to find these services and thus to find
support for herself and her family outside of the family.

Moreover, she generalizes the principles she has learned from
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these already existing support groups to the problem-solving she
must face concerning Shane's special needs.

It would be difficult, I believe, not to be impressed with
the way Sara is coping with the complexities of her 1life. She
has used the problems that life has handed her as an opportunity
for growth. While she has endured considerable insensitivity on
the part of people who are paid to provide appropriate services
to her and to her child, currently she has been able to find
(largely as a result of her own initiatives) professional support
that is truly providing her with a service. Her assertiveness
has.evolved out of the renewed self-confidence she has found in
her twelve-step programs. She is energetic, focused, full of
plans for the future, and is making decisions. As a result her
family life is nourishing for everyone and is gently prodding all
members to appropriate responsibility.

g) demands on parents

All three families find themselves facing many demands over
and above the ordinary demands of raising a family. Moreover,
these demands are often more intense and of greater duratioﬁ than
is usually the case in child-rearing. While the fathers in each
of these families provide good emotional and practical support,
~many of the child care and family management demands and demands
arising out of the special needs of Bruce, Marianne, and Shane
fall primarily on the shoulders of Martha, Anne and Sara. This
is a common problem. Even when all family members sincerely try

to share all responsibilities associated with running a
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household, organizing the work and meeting with school or health
professionals usually falls on the shoulders of mothers.

Meetings with service providers is a big demand on parents.
The ideal is that meetings with service providers would take
place only when both parents can be present. Martha and David
can meet this ideal for school meetings, but it is easy to see
that the ideal is impractical for most families, especially for
meetings with other agencies. Parents are too busy and have too
many employment demands. Professionals need to find ways of
interacting directly with both parents, and of providing
information to both parents and to other family members. Without
a commitment to communicating with both parents, we risk turning
one parent into the "family spokesperson" while leaving out the
other parent. We also risk "ganging up" on the lone parent at
our meetings. Since lone parents at meetings are usually
mothers, we also risk being influenced by entrenched social
attitudes which put mothers in a less favourable light than
fathers or which allow mothers to command less of our attention
than fathers are allowed to command. We need a societal change
of attitude which recognizes and values th; household organizer
as much as it recognizes and values the principal provider of

household economic resources.
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3. Interacting with Professional

a) services, in general

Martha, Anne and Sara all relate what can only be termed
"horror stories" of their treatment at the hands of some
professionals. These mothers were made to feel inadequate,
subversive, uncooperative, disheartened, overwhelmed, and to
experience ongoing feelings of guilt as a result of some
professionals' interactions with them and their children. Each
mother has experienced, as well, very positive, supportive and
productive interactions with some professionals. The difference

in these two sets of professionals seems to be related to the

a disability or, perhaps, concerning disabilities, in general.
Professionals from whom these parents experienced negative
interactions seemed to feel that the child with disabilities was
not going to benefit from the service the professional had to
offer or was not that professional's responsibility. The
professionals with whom these parents experienced positive
interactions seemed to be energized by the challenge of the
children's disabilities and were willing to assume appropriate
professional responsibility for services to be provided to the
child.

What excuse can be found for professional abuse of parents
such as has been described by these mothers? I can think of
none. When we behave toward parents in these ways we have lost

sight of our reason for employment. We have lost sight of the
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fact that our clients are the purpose of our employment, not our
own personal egos or aggrandizement of our expertise.

on the other hand, the positive experiences which these
mothers describe give us a clear picture of appropriate
acceptance of professional responsibility and of appropriate
client support and empowerment. "Empowerment" has taken on a
distorted meaning in some circles; it is used, here, not in the
sense of simply "letting the parents do it" (alone) but in the
sense of capitalizing on the nurturing skills that parents
already possess. Competent professionals do a lof of listening
and learning, while offering additional suggestions and
additional opportunities for parents to acquire more skills.
"Empowerment" also means including parents in decision-making and
teaching us (professional and paraprofessional service providers)
about their child.

b) education, in particular

The services these families are receiving from educational
institutions vary greatly. All three families want their
children to be educated as much as possible in the "mainstream"
of available educational services, and to have educational
experiences which will meet their developmental and educational
needs. As well, they feel that the mainstream educational system
has a responsibility to make the appropriate adaptations to
include their children. Bruce, the oldest and prcbably the most
severely disabled child of the three, is currently having the

most difficulty in obtaining appropriate educational services.
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This was not always the case. During his junior high school
years, Bruce's parents were very satisfied with what his school
was offering Bruce. Marianne has had much more consistently
appropriate and mainstreamed educational experiences than has
Bruce. As well, she had a very successful and satisfying early
intervention, kindergarten and grade one experience. Marianne,
of course, is younger than Bruce and has probably profited_froh
all the children like Bruce who have preceded her in the systen,
and from the pressure from their parents, who have helped to
"shape" the educational opportunities which professionals are now
willing to provide. As well, now that many of her health
problems have been alleviated, Marianne is probably the least
disabled child in this study. Her mother has worked very hard to
obtain appropriate educational services for Marianne. She
continues to monitor these services. Shane is just beginning
school. He has had a very successful and satisfying early
intervention experience at day care and mechanisms are iv. place
to help him make a successful transition to the mainstream of his
local school. The exact level of Shane's disabilities canr. : yet
be aécurately assessed. But it appears that the notion of
placing him in a regular grade one, that is within the mainstream
of his school, is not a new idea to the school personnel. They
seem very supportive of Sara and interested in welcoming Shane to
grade one.

As an educator, I was particularly moved by the different

responses the schools have made to these three children. Bruce
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is now having a very difficult time, though conflict was not so
much a part of earlier schooling experiences. The situation has
now deteriorated to the point that unpaid professionals (family
friends) are currently trying to mediate between the family and
the school. They are trying to establish a more appropriate
school program for Bruce, one which capitalizes on Bruce's social
learning skills. Marianne's experiences have been consistently
more positive, mostly because of a very responsive.grade one
teacher and because of Anne's skills in working around
administrative disinterest, and her continued monitoring of the
situation. After Sara's struggle to get Shane included in early
intervention services, Shane has experienced the most positive
educational services, and is being welcomed into his neighborhood
school for grade one.

These differences in experience may be partly due to
differences in the children's disabilities, and to the different
ages of the children. Part may be due to different educational
philosophies of professionals working with young children as
compared to those of professionals working with older children
and adults. Part may be due to personal differences among these
professionals, or to differences in parental attitudes and
behaviours. It is difficult to explain these differences with
any assurance of accuracy.

I feel certain, however, that some educators will explain the
differences almost totally in terms of differences in parental

attitudes, particularly associating negative behaviours with
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Bruce's parents. And yet, in interviews with all the mothers,
and family discussions with all the families, I noticed no
hostility or irrationality in Bruce's parents, or in the other
parents in the study. All the parents were calm, rational,
cognizant of their situation. All were planning for the future
and had developed strategies to get the services that they
wanted.

However, I did notice that Bruce's parents are more tired
than the other parents, and more tired of the battle. It is more
likely that the schools have worn down Bruce's parents more
effectively than the other parents. Of course, there has been a
longer opportunity for this to be accomplished. 1In addition,
there seems to have been a genuine change in the attitudes of
schools over the time period defined by the different ages of
these children. Many children and their parents have challenged
the schools, over the years, to provide appropriate schooling
that will help children with disabilities remain in the
mainstream of life, as independently as possible, for as long as
possible. One is grateful for this change in the attitude of
school personnel and for the incredible amount of parental time
and energy that went into effecting this change. At the same
time, one also wonders about the children, like Bruce, and about
their parents. Are there going to be enough changes to bring
more opportunity and better quality of life for them, in time for

them to enjoy such change?
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4. Daily Living
a) struggles

Most, but not all, of the struggles specifically associated
with their children's disabilities, that‘these families face in
their daily lives have to do with education, health care, or
other developmental needs. There are some struggles, as well,
associated with trying to find adequate information about each
child's disability and trying to find optimistic possibilities
for each child's future. I was deeply moved by the level of
involvement and the time and energy expended by these parents in
the daily effort to get services, find friendships, provide
interesting mainstream activities and a high quality of family
life. In Bruce's family, fhese tasks were done in concert by
both parents more than in the other two families. Because of
employment demands, Marianne's and Shane's families had a more
alternating style of sharing responsibilities.. All three
families, of course, spent varying amounts of time together as a
family group and carried out responsibilities jointly during
those times. As a society, we need to acknowledge that families
with one disabled member have to cope with many extraordinary
demands and have to work hard to get the services that rightfully
belong to their children. It is very likely that they are doing
these things in isolation, with little daily assistance to meet

the complex demands of the}r lives.
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b) needs

Martha, Anne and Sara expressed a wide range of needs during
the course of our interviews, including many common needs. All
three mothers indicate that they could use.some tangible support
and respite, in addition to emotional and verbal support. Anne
and Sara state that they would value an opportunity to express
how they feel in the presence of people who would understand.
They also indicate a desire to talk with other parents of
disabled children to share their daily challenges as well as
their feelings. All three indicate a need for accurate
information and some shared advocacy with people who do not face
these struggles on a day-to-day basis. Anne was particularly
elogquent about needing some materials that would inform and also
lift their spirits and Martha spoke caréfully and meaningfully
about the need for others to share in the advocacy. Parents have
too much to do and should qot be expected to do all of the
advocacy work, too. All three indicate a need to work outside
the home as a break from their family demands and as an
opportunity to be present and functioning in the adult world.
Sara, and to a certain extent Anne, indicate a need to resolve
personal barriers associated with the disabilities and early
illnesses of their children. Sara is especially touching in her
expression of a need to talk about her feelings concerning her
son's disabilities. All three indicate a need to fulfil their
own personal needs as individual human beings, apart from being

mothers and managers of households. Lastly, Martha poignantly
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expresses a need not to be exploited by a system which does not
adequately recognize the contribution to society as a whole (and
saved tax dollars) which care-givers of disabled adults provide.
There were so many needs expressed that I feel inadequate to
address all of them. Some have already been discussed in other
sections of this report. I would like to focus here on two
needs: the need for accurate information about their children's
disability, and the need to have a safe place to discuss their
situation with people who would understand.

Finding good and useful resources is important. Reading
materials and videos of children with disabilities, clearly
written and with enough information about the disability to make
attending to the material worth a parent's time, need to be
developed and need to become more available. Parents are not
lacking in intelligence and they are not looking for only
reassurance. At the same time, they certainly are not looking
for educational materials which are going to overwhelm them or
destroy their hopes. Most parents have a good idea of what their
children can and cannot do and have a good understanding of their

children's learning abilities and style. A good reference list

" of materials that are available and where to borrow them, plus

more materials that will 1lift parents' spirits, while giving them
appropriate well-organized information would be useful and
appreciated by parents. Children with disabilities live every day
with parents, most of whom are trying their very best to do a

good job. General descriptions of children's developmental
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stages and the developmental tasks of these stages could be
readily available to parents. Along with these, there could be
made available wellfwritten surveys of "best practices" for
helping their children to grow and develop to their very best
potential. Child disability should not be shrouded in mystery
and lament. Among their rights, children with disabilities have
a right to have their lives celebrated and a right to the best
possible opportunities for development. Professionals have the
power to share information and to join parents in celebrating
their children's lives.

Oongoing support for parents of children with disabilities is
a very important need. Anne was instrumental in establishing a
wonderful support group which met every week in the local
hospital's therapeutic pool. What a good idea! The children
play and swim and the parents watch the children and talk to each
other. They share complaints and frustratibns and they also
share strategies and successes. They support each other and give
each other a break, as well. While not every support group can
enjoy the "warm tub" while supporting each other, a regular
opportunity to talk and share and relieve tension apart from
advocacy responsibilities seems to be a must for parents. I
think this would be a valuable asset for all parents, and even
more necessary for parents of children with disabilities. The
mothers in this study definitely expressed a need to talk and to
share. Meeting this need would not be very difficult. This

could be a regular service provided by advocacy groups. On the
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other hand, there is no reason why other agencies (service
groups? churches? hospitals?) couldn't regard the providing of a
room -- perhaps some coffee or tea and some initial
organizational leadership, maybe some longtime administrative
work, like telephone lists and telephoning, perhaps providing
some transportation -~ as part of their service or ministry or
outreach. This parental need could be easily met. What is
required is a person in every community to initiate some
activity, and a community will to support families and their
children.

c) changes that bring hope

In the lives of each of these families there are reasons to
be hopeful. Positive changes are probably more abundant for the
younger children, but it is possible to see hopeful happenings in
Bruce's life as well. These hopeful signs lift the spirits of
each child's mother. It is easy to talk to parents about-what
their children cannot do or how their children fail. What is a
little more difficult is to find all those things that a child is
doing better than before, to find out how a child learns so as to
capitalize on that factor, and to figure out ways to he;p the
future look brighter for these children. Anyone can talk about
all the "nots". What makes professionals worth their salaries is
the ability to find what the child can do and to help the child
build on that, and to increase the number of things that the
child can do so as to increase the child's competence in complex

ways. At the same time, professionals worth the money
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continually give parents hope and meaning and continually support
parents in the many good thing that they are doing. The mothers
in this study all gave examples of things that they see happening
that give them hope. Each has found at least one professional
that she thinks is working well with her child and each can point
to growth in her child. Aas professionals, we would be wise to
take very seriously the descriptions of positive interactions
with professionals that these mothers have experienced. We can
learn from both the mothers and the professionals. I am thinking
of the medical doctors that have behaved sensitively and
compassionately toward these woman and their children; the speech
therapist who brought the process of language acquisition alive
for Sara; the grade one teacher who learned from a little child
(Marianne) not to make limiting assumptions about her; the
beginning teacher, still in pre-service training, who learned to
"read" Bruce and used her "reading" skills to teach things to
Bruce that he found exciting and satisfying; the professional (and
friend) who volunteered to initiate the Circle of Friends for
Bruce and the professional (and friend) who volunteered to act as
a "go-between" for Martha and David in the communication between
family and school. Of course, we cannot forget the wonderful
friends and neighbors, the teen-agers in Bruce's Circle of
Friends, and the extended family members who are beginning to
offer some "hands on" support to Shane. These eamples and many
others have made a difference ir the quality of life for Bruce,

Marianne, and Shane. We have much to learn from them. Our
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textbooks and professional societies are limited; professional
growth and development must also take place through our
involvement in the lives of our clients and their families. They
have much to teach us.
~d) strategies

These mothers are problem-solvers. They have identified many
strategies to help their children to develop, to enter the.
mainstream of life-and to help themselves survive the demands put
on them. While I was delighted to see the planning and coping
skills and the capacities for adaptation that these mothers
possess, I could not help but wonder, with people getting paid to
provide services, why does the provision of appropriate services
require so much parental strategizing, initiating, monitoring; in
short, why does this require so much parental time and energy?
If parents are labelled "nags" or are a "problem", maybe it is
because we professionals have forced them into these behaviours
because we are not doing our jobs. Of course, not all
professionals are guilty, as the many positive comments about
professionals and their work made by thes; mothers attest. But
the questions remain, why should parents have to be strategists
at all? Why should they have to initiate? Why should they have
to monitor?

e) growth

Like all families, these families have experienced growth and

insights about themselves as individuals and as families. None

would have wished to have a child with disabilities, but all
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three mothers and all three families have taken the daily
encounters of this challenge as an opportunity for growth. The
situations of these families have put additional demands on
siblings and the siblings are responding very well. This is
particularly true of Marianne's brothers and Shane's sister.
Bruce's siblings have not lived in the same household as Bruce,
except for the very earliest years of Bruce's life. Bruce's
parents, however are pleased to see that now these adult
children, especially one of them, are seeing Bruce in a new
light. They hope for continued growth and understanding and
expect to see this develop as Bruce's older brothers have more
and more opportunities to interact with Bruce.

f) parents and professionals

During the course of our discussions, each mother articulated
ideas of how the relationships between parents and professionals
could be improved. For the best development of the child, no
matter what the child's disabilities, parents and professionals
need to work as a partnership. Communication has to be open and
honest and meaningful. Each party should assume the best
possible motives and the best possible interests in the child on
the part of the other, unless there is definite reason to assume
otherwise. These parents want professionals to display a
definite interest in their children with disabilities and to
assume genuine professional responsibility for them. For their
children they have the goals of independence, as much as

possible, and life in the mainstream, as much as possible. These
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parents know their children and they want their knowledge
acknowledged, respected, and incorporated inté the decision-
making which affects their children's lives. These parents want
their children to be seen as whole human beings, no matter what
the child's limitations. And they want professionals and other
service providers to see their children and work with their
children within the context of the whole family. These requests
read like a litany of the "best practices" for working with
children and their families (Johnson, 1989). There is nothing
here that is beyond what can be reasonably expected of
professionals and other service providers at the present time.

g) satisfactions

Martha, Anne, and Sara, while freely discussing the stresses,
anxieties, demands, and complications of family life when one
child in the family is disabled, also indicate in many ways the
satisfactions which have resulted from each family's challenge.
More striking than any individual comment, howevér, is the air of
confidence and competence that these families present. Yes, they
get tired; yes, they have had to make specific adaptations, in
varying degrees; yes, they have faced many struggles, which are
not over. Nevertheless, each mother can express satisfaction
with her own experience and in the knowledge that their families
are meeting the challenges that child disability presents.

Having a child with disabilities has provided its own
opportunities and satisfactions to be celebrated. I think they

would like to share this celebration with a larger circle of
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people -- friends, school, the community, but they are frustrated

in this regard. Many people can't seem to find much to celebrate
‘here, even those whose training, would appear to give them cause

for celebration.

Questionnaire Data

Data were gathered from both mothers and fathers of the
three study families using questionnaires from the work of Carl
Dunst and his colleagues (Dunst, Trivette and Deal, 1988).
Questionnaire responses were analyzed and all analyses were
discussed with each couple. This data-gathering activity
provided an opportunity for the fathers to give information to
the study and the ensuing discussion proviaed time for everyone
to clarify or give additional information. In general, the
couples agreed with subsequent analyses and the information from
the questionnaires and discussions supported the interview data
previously provided by the mothers. Any reported differences
between families should not be interpreted as indicative of one
family's "superiority" over the other families in any given area.
These questionnaires provide data that are descriptive of
families and of their support systems. There are no "right" or
"wrong" responses. Each questionnaire is discussed in the same

order as their presentation in appendix C.
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1. Family Functioning 8tyle

Questionnaire responses and parental interactions during
observed family discussions indicate that each cbuple functions
as a partnership in creating their well functioning families.
-While there are differences in style and differences in
situations, all the study parents provide z family atmosphere
that is loving and caring for themselvés and for their children.
All three couples indicate a high degree of within-couple
similarity of response to questionnaire items and to the listing
of family strengths. All three couples indicate the presence of
considerable cohesiveness in each of their families, though this
is more clear with the oldest couple (Martha and David) and less
clear with the youngest couple (Sara and Phillip). At the same
time, all the parents except Sara indicate difficulty in going
outside the family for help if it is needed. It is not clear
whether this attitude exists because the families are unwilling
to seek help or because they do not perceive the possibility of
help outside the family. The latter is the more likely
explanation. Certainly Sara has been the only one of the parents
that has found any significant personal support outside the
family circle. Martha and David, as well as Anne and Sam, mostly
find their support from each other. All three couples solve
their problems primarily by themselves, with Sara being the
exception, once again. She finds support for her concerns,

from her husband and from outside of the home, when she needs it.
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2. Family Needs

David and Martha, and Sara and Phillip showed quite a bit of
within-couple difference on this questionnaire; Anne and Sam's
responses are more similar. Both David and Phillip left many
questions unanswered or "non-applicable," but so did all six of
these parents, in varying degrees. In general, they indicate a
moderate level of needs. 1In every case, the mothers indicate
more needs than the fathers and a higher level of need. This is
especially true for Sara as compared to Phillip, though Phillip
expresses some needs, as wgll. The failure to respond to some
items is probably partly a true indication of no need, partly an
indication of each family's (rightful) pride in solving their own
problems, and partly due to our socializatipn practices. These
inform us early in our lives that it is more acceptable for
females to indicate a need for help than it is for males.
Differences in each family's stage of their family life cycle
probably explain a good portion of the expressed needs, as well.
It is quite clear, however, that these families are handling
their problems and are finding ways to meet their needs. There
is considerable support within each couple's relationship. Each

person indicated "spouse" and the most constant and reliable

support.

3. Family Resources
David and Martha indicate "non-applicable" for many itenms,

but Anne and Sam, and Sara and Phillip answer most of the items.
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There is considerable agreement within each of the two older
couples, while the youngest couple, Sara and Phillip indicate
many different concerns. David and Martha show more concerns

about time than concerns about money. This was not true for the

two younger couples, whose concerns cover bcth time and money.

In general, the mothers articulate more concerns than the fathefs
and their concerns cover more areas, including concerns about
resources to help them meet their own personal needs and many
concerns about finding enough time for family, friends and
spouses. The variations in concerns regarding time and money
probably reflect the different stages in the family's life cycle
in which each family finds itself. Differences between the

mothers and the fathers probably reflect different roles and

socialization process and current social attitudes. These
parents are trying to do what each has been socialized to believe
is his/her responsibility as a parent. Because this study is
focusing on family coping and family organization, in the light -
of child disability, it is not surprising that those parents
traditionally responsible in these areas (the mothers) are
showing many needs. What is surprising, is that these needs are
showing so clearly, despite supportive husbands who help
considerably in all areas of concern. It is clear to me that
there is not enough support going into these homes from outside
the families, and that societal attitudes which expect women and

men, and mothers and fathers, to match very traditional roles
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continue. There is, as well, a lot of ignorance about what would
be helpful for a family with a disabled child, or even about how
to begin to help. We "outsiders" pull away, and assume that this
is not our concern. It is their prpblem. Even people who have
been paid to help these families have not always been helpful.

On the whole, our society and professionals have not . been
consistently good resources for these families. No children are,

nor should they be, sclely the responsibility of their families.

4. Family Support

Parental responses to this scale support the discussion of
the findings of the previous scale. While there is considerable
within~-couple agreement (after differences between Anne and Sam
were clarified by discussion) members of all three couples
indicate very little help and support comes into their homes from
outside the family. As well, much of the help they are getting
is not very helpful. Each indicates most support comes from the
spouse. Bruce's parents and Marianne's parents articulate a
feeling of "aloneness" both here, in responses to other
questionnaires, and in the mothers' interviews. As has been
previously seen, Sara indicates the most satisfaction with any
support from outside the immediate family. In general, then, the
youngest couple, or at least the mother in the youngest family
has found the mpst support. This may reflect different levels of
need, different individual personalities, different opportunities

or different societal attitudes, over time. An adequate
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explanation of different perceptions of support on the part of
these parents would likely have to include some portion of each
of these pdssibilities. It is not clear why, but it is clear
that these parents find very little support outside of their
immediate family circle. They have learned to depend on their

spouses and on their young children.

5. Personal Networks

All three sets of parents answered most of the items of this
scale and each couple showed considerable within-couple
agreement. While these parents see many people and have many
contacts, few of these potential supporters from outside the
immediate family are viewed as truly helpful. Extended family
members have provided financial support if needed, but, with only
a few exceptions, they are quite "removed" when it comes to
providing "hands on" support to these families. Only Sara finds
personal support from cutside the family, which she integrates
into her coping skills for meeting specific family needs. There
are some "helping-professions" exceptions. Some medical
personnel, notably those at Regional Centre, but also two of the
three family physicians, provide very helpful services. Services
provided by early intervention workers are regarded as a truly
exceptional resource by two of these families. Both Marianne's
and Shane's parents, especially their mothers, state early
intervention services have been very supportive and very useful.

It should be noted that only Marianne and Shane had the
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opportunity for early intervention (provided through their day
cares). After some bad experiences with some speech therapists,
all three families have become much more satisfied with the
services in this area. This is primarily true of Marianne's and
Shane's parents. Sara is especially pleased with current
services in speech and language.

The information found in these responses verifies that found
elsewhere. While some professional support is very helpful, much
is not. Some is even detrimental because it takes up precious
parental time and energy without supporting or helping, and some
has been directly, even though urintentionally, hurtful.

Somehow, we professionals have to become more sensitive to the
effects of our "help." Our first rule for providing any kind of
intervention service should be, "Do no harm." Similarly, we need
to create ways of helping the general public and extended family

members to grow in confidence about their ability to help. Every

~ person in society is potentially a parent or an extended family

member of a disabled child. General consciousness-raising and
general learning about disabilities and their effects on
children's development would have long-term positive effects on
the social climate and future reception of children with
disabilities as full members of our society. This is why the

mainstreaming of special needs children is so important. Not

~only does it help children with disabilities, but it helps all

those who then come in contact with them, to grow in ability to

see more possibilities for them. We can grow to see them as part
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of the whole human family, with positive characteristics and
talents as well as needs. When this is accomplished, the
probability will increase that we professionals and society in
general will be more supportive and helpful to the children and
to their families, simply because the children are familiar to
us. They are part of us and part of our presence. Most
importantly, through greater awareness and more experience, we
increase the pfobability that children with disabilities will be
seen as children, and later as adults, who have rights. The most
basic of their rights is that they be included in; that they be
provided with opportunities to learn and develop to the greatest
of their potential, sharing in a lifetime of interaction, as
independently as possible, with everyone else and, being part of

us, celebrating their lives along with all of us.

6. Social Support

Martha and David and Anne and Sam answered most of the
items of this scale. Sara.answered all the items and Phillip
answered 14 of the 20 items of the scale. There was considerable
agreement within couples on those items where both partners
responded. Each marriage partner finds his or her spouse a big
source of support and each parent indicates sources of support
like friends and co-workers. All three couples have frequent
contact with a fair number of persons outside of the immediate
family, but few of their contacts are acknowledged &= sources of

support. David and Sam are more focused on their spouses as
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sources of support than are Martha and Anne. While they indicate
David and Sam as primary sources of support, both see more
possibilities of support outside of the family than do their
husbands. Sam lists himself as a source of support, as doe;
Sara. In addition, Sam's sources of support, apart from Anne,
appear to be rather "serious" types of individuals. It would
seem that both Sara and Phiilip see sources of support outside
the immediate family.

Anne, Sam, and Sara see their children less accepted by
these outside sources of support than do Martha, David and
Phillip. That is, Martha and David agree that Bruce is widely
accepted among the sources of support they have indicated. Anne
and Sam agree that Marianne is narrowly accepted, primarily by
close family members and friends. Sara and Phillip do not have
the same perceptions about Shane's acceptance within their sphere
of social support. Sara feels he is accepted, only by the
immediate family regardless of how he behaves, and Phillip feels
he is accepted by almost everyone within their sphere of social
support. Whatever the individual perceptions, there is a lot of
room for more support and acceptance, here. There is a lot more
that service agencies and society, in general, could be doing to
help these children grow to adulthood. We readily accept that
typical children need many different adult models and social
contacts in order to develop optimally. These children are no

different. They need more than their families, especially as
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they mature, and their parents need some periods of freedom from

parental responsibilities.

7. 8upport Functions

David answered fifteen of the twenty items of this scale,
while the other parents answered all of the items. For the items
that both partners answered, Anne ahd Sam indicated considerable
agreement and both Martha and David, and Sara and Phillip
indicated about 60% agreement. All of the mothers responded in
ways which showed more needs, and more personal needs, than the
fathers. They want someone to talk to about child rearing,
someone who is having similar experiences. This information
confirms what was said in their interviews. They also want some
guidance in finding information and services that would be
helpful for their children. 1In general, the fathers indicated
fewer needs overall and fewer personal needs.

It is interesting to note, that David checked that he needed
"someone to relax or joke with" (item # 14). 1In reviewing Sam's
listing of contacts outside the home, it seemed to me that there
was a scarcity of informal and "fun-generating" contacts for Sam
outside of the home. Both David and Sam seem to be indicating a
scarcity of non-serious companions and opportunities to play.

The fathers in this study take their family responsibilities very
seriously. They "spell" their wives often in child care and
domestic chores, in addition to their traditional responsibility

of earning the family income. Because of the additional time and
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energy demands on these families which arise out of the special
needs of their disabled children, there is not much time left for
recreative fun. This is a serious lack for these families, not
just for the fathers. There is very little opportunity for these
parents to re-create themselves. Anne probably comes the closest
to achieving a balance of responsibility and fun. She has her
swimming "support group", her regular "crafts night", and regular
walks with a neighbour. Sara comes close to achieving a balance,
thoucgh she continues to express a need in this area. She has her
two twelve-step programs and their occasional after-meeting
social ventures, her sister as confidant, and her somewhat
regular Saturday afternoon crafts. Phillip has friends with whom
he socializes, although sometimes this presents problems for the
family. Martha and David mostly have fun at home, but both
indicate a question about "balance" in their lives. These
parents, with the qualified exception of Anne and Sara, mostly
"soldier on" in relative isolation, finding fun where they can,
and if they have time for it. Along with the very real demands
of their lives, this is a perfect recipe for emotional
"burn-out". I've seen it happen too many times. Families carry
on for years, meeting the demands of their lives, going to
meetings, going to doctor's appointments, interacting with the
schools, doing what they are supposed to do, and then everything
falls apart. I am not saying that disaster is inevitable for the
three families of this study, but that there is a risk here, and

few "outsiders," especially few professional "outsiders," are
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doing anything to even acknowledge the risk, let alone to
minimize it. It is almost as if we professionals and society are
saying, "This is your child and your responsibility. We will
assist you in ways that we will defire, and we don't intend to
give you too much. Moreover, in order to show us that you
deserve it, you will have to work to get whatever it is you think
you need." This certainly describes what Bruce's parents have
had to face, especially since Bruce turned 18. There is almost a
"grudge" against Bruce's being home, rather than in an
institution. The parents of the younger children have met a less
grudging atmosphere. These attitudes exist, despite the fact
that we know childien reared at home, whatever their levels of
competence, perform better and are happier and more socially
appropriate than those reared in institutions. Moreover, this is
accomplished with the spendipg of far fewer tax dollars, because
parents devote much time and energy to helping their children
grow, develop, and learn. There is almost nc acknowledgement of
this parental contribution, certainly not at the policy level.
These children are the responsibility of all of society, yet we
let their parents exhaust themselves, time after time. We.give
them only marginal support, despite the taxes they save us and
the better functioning citizens they present to society when the

child-rearing years are over.
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8. Projects

All three sets of parents indicate specific "projects" that
they would like to accomplish. The prqjects include both family
goals and personal goals, but all include some projects for their
children with disabilities. The projects are very concrete and
include ideas about who could help the family meet their project
goals. Some specific projects are as follows:

Bruce

-childcare (employment related)

-Circle of Friends

Marianne
-computer time
-speech/alternate communication

-making new friends/recreation

Shane
~toilet training

-speech and language training

These goals are very appropriate for the children. Sources
of support are listed by each parent, and consist mostly of
people who have been supportive in the past. The circles of
support for each of these families need to be widened. While
everyone is grateful to the people who have provided support in

the past, new people need to be added, so as not to wear out
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these children's welcome and to help to share the support
required among a larger number of helpers. There are lots of
people out there; there are very few children (relatively) with
these kinds of special needs. Somehow we have to help people
know that they have the skills necessary to give support
(ordinary parents do these things routinely) and that their

support would be welcome.

MAPS.Data

It seemed that the MAPS planning session was useful and
helpful for these families, even for Bruce's family, which has
had several planning session like this over Bruce's lifetime.
Planning like this helps parents to focus and articulate their
concerns and it provides a specific time for families to
communicate what they are thinking. In the case of this study,
the inclusion of some educational personnel for Bruce's and
Shane's planning session proved to be very helpful to the
planning process and to the parents personally. For Marianne's
planning session, her two older brothers were included. They
added an important dimension to the planning and it provided an
important opportunity for the boys to develop their thinking
about some issues related to their sister's disabilities and to
express themselves, to the extent that they wished.

Each family history and the history of each child in the
study has unique features, yet there are many things that these

families have in common. All speak of the period of adjustment
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each family went through at the time of each child's birth or
return to the family. All three families coped with very serious
illnesses with Bruce, Marianne and Shane. This continues to be a
serious concern for Bruce's and Shane's families. All speak of
continuing the struggle to get information and adequate services
for their children. All restat, as well, the rewards and
satisfactions for the families and for individual family members;
the opportunities for growth; and the development of new skills.
These families have learned to do things that they never thought
would have been possible. While the experience is demanding, and
they get very tired, having a child with disabilities in their
families has had its positive and rewarding side, too. But all
three speak of needing some help and support that they are not
getting.

Each family dreams of as much independence as possible for
their children and as much support as is necessary to help these

children remain in the mainstream of life. They hope for the

development of functional communication skills, friendships, -
normal social networks,; meaningful work, security, success, and
happiness for their children. All see school as the basis of
education and training for their children and the source of
learning opportunities that will help their children have
meaningful ‘adult lives.

Their nightmares are the opposite of their dreams. Any kind
of institutional living, even group homes, are part of the

nightmare. They don't want to see their children without friends
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and without personal support and encouragement. The absence of
these are the big factors which make institutional living a
nightmare. They see, rightly, the loss of whatever has been
accomplished, of skills and competence, of friends and caring, of
rights and of human dignity. These are the fabric of their
nightmares.

For these parents, and for many people currently in the
children's lives, Bruce, Marianne, and Shane are real people with
their own special learning problems, but also with their own
special talents, gifts and strengths. Each child is unigue and
each child can learn. Each child requires, however, adaptations
and accommodations on the part of others in order to learn and to
function well in the mainstream of society. It is possible for
them to learn and to function, but they, more so than children
without special needs, have a certain dependency on others. They
need others to go a little further to understand them, to teach
them, to include them into the life that we all enjoy. It is
very frustrating to have to be so dependent on the good will and
cleverness of others.

When I listened to these families describe their ideal day
for their children, I was impressed with how simple their wants
are. They are not longing for unrealistic changeé. They all
want less time to have to be devoted on getting ready for school
and more independence on their children's parts in getting to
school. Bruce would dearly love to ride a school bus. Marianne

is just about ready to walk home from school by herself. Shane
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will be riding a school bus, but the family is hoping that he
won't have to be strapped into his seat, that he'll sit with a
buddy as he is supposed to sit. They all hope for the schools to
capitalize more on their children's ability to learn from their
social experiences. They hope for growth in their children's
ability to communicate something about their day's experiences.
They want their children to be included in at least some of the
usual age-appropriate activities. They would like to be much
less directly involved in seeing that their children have these
opportunities. They would like someone in the lives of these
children, other than themselves, who would do occasional special
things with the children or see that they are included in some
kind of a social life, some regular activities, and some
spontaneous activities. They would like some of these social
activities during the school week and some on the weekends. 1In
short, they want more "normal" age-appropriate experiences for
their children and the recognition of how important these kinds

of experiences are to Bruce's, Marianne's and Shane's growth and

developnment.

Observations

I visited with each of these families several times. I saw
each mother alone on two occasions for lengthy interviews; I met
with each couple on two occasions and facilitated a planning
session with each family; I saw two of these families at

community events. They always presented themselves as loving,
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caring couples working together to carry out their family
responsibilities. I continue to be impressed with the stamina of
" these parents and their competence in meeting the demands and
challenges of their families, and their children with special
needs. I am also aware of their fatique and their sénse of
isolation. These can be cbserved in their words and by their.
behaviours. The couples in this study help each other out and
pick themselves up after each set-back. Then they start again.
The children themselves are not as demanding as is the challenge
of getting services to meet the children's special needs. One
doesn't have to be a particularly astute observer to know that
these parents cannot go on meeting all these demands
indefinitely. They are pursuing important goals: helping their

children to become as independent as possible and helping their

children to be, as much as possible, involved in and learning

from culturally normative experiences.

Limitations of the Study

Qualitative research is different from quantitative research
in several specific ways. Each type of research has its place.
This study attempted to discover the meaning-making (Guba and
Lincoln, 1982) of the co-researchers' experiences of having a
child with disabilities. It is an attempt to understand their
world from their descriptions of it. It is inevitable that the

researcher and the co-researchers would interact with each other

in order to gathexr the data of this study. It is acknowledged
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that in interacting we influenced each other in ways associated
with the research question of this study. Data from the
questionnaires, which add a dimension of information beyond
interviews and discussions, however, guard against a distortion
resulting from these interactions. Generalizations beyond these
three families are neither possible nor desirable. This study is
about the families of Bruce, Marianne and Shane. Whether or not
their experience is more universal remains to be determined from
future research based on a large sample of parents. But
generalizations can be mads about what would make the lives of

these three families more like their counterparts who do not have

children with disabilities. The research methodology of this
study is used to ask the question, “What is happening here?"
(Stainback and Stainback, 1988). I believe it is possible to

answer this question from the data of this study.

General implications

General implications need to be discussed at the societal
level and at the level of professional involvement. We need a
general attitude change which acknowledges that these disabled
children are our children as much as any other child. They are
part of us. Disability is part of the normal risks of human
existence. It is normal that not everyone will be born perfectly
formed or remain perfect thrcughout a lifetime. Unless we are
prepared to eliminate disabled people, as was done in other

times, both ancient and not so long ago, we must be prepared to

174

181




help disabled people to live among us. We must be truly prepared
to help them become as competent as possible and to enjoy
inclusion, as much as possible, in our corporate life.

It follows that those who are in the helping professions who
are called upon to help in situations where disability exists
must ¢do just that. We must help and we must do it with an
attitude of warmth and acceptance and above all with the attitude
that people with disabilities are a part of the normal spectrum
of humanity. We must not help out of a sense of pity or as a
favour. We help because it is our job. We are paid to help
because we have knowledge and skills that are of value to the
optimum development and quality of life of the clients who come
to us. People with disabilities are a part of the normal
spectrum of clients that we will see. They are our
responsibility as much as any other clients.

Acknowledging the enormous contribution of parents both for
the development of their children with disabilities and for their
role in educating the rest of us, will help all of us to see
parents of children with disabilities as sources of information
and experience, especially about their own children.
Acknowledging the contribution of parents will help us to see
them as partners in planning and decision-making. They are our
richest resource for whatever professional plans we might have,
both in shaping the plans and in implementing them. We ignore
parents at our peril. We will do a much better job as

professionals if we include parents as full partners in what=zver
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we are doing with their children. Moreover, by acknowledging
parental competence and knowledge, and by working with parents,
we can decrease the time and energy that these already
over-worked parents must expend in getting the services that
rightfully belong to their children. A relationship of mutuality
and equality will go a long way in minimizing what is the great
shame of the findings of this study, namely, the inordinate
amount of time and energy these parents must expend to get what

their children deserve.

Implications for Service Providers

The attitude change stated above is critical to appropriate
providing of services. Following this, real hands-on types of
assistance are required. We hope, as more and more children wiﬁh
special needs live and grow and develop at home and at each
neighborhood school, that more and more acts cof support will
evolve out of the normal day to day interactions of people.
Neighbors will lose their self-consciousness and fear of the
unknown and more and more models of support will evolve. As
well, service providers will anticipate what will be needed.
Anticipation and planning is a must. We know who these children
are. We know what will be needed as children with special needs
rature and develop. It should not be the responsibility of
parents to have to raise children and develop community services.
Working closely with parents in an atmosphere of mutual respect

and equality will help professionals to discern what services are
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appropriate and to identify specific and appropriate service
options. Parents have much to offer us here. Working together
increases the probability.that we can achieve the goal of
independence, as much as possible, for these children when they
achieve adulthood. Of course, providing support where total
adult independence is lacking is society's responsibility and
professionals are or should be the facilitators of this support.
Where parents continue parental services, because of the nature
of any given child's disabilities, they should be acknowledged
and remunerated. Among other things, these parents are saving
society a lot of money, and deserve recognition and some form of

financial support.

Implications for Education

My primary identity is that of teacher. As a result I am
particularly interested in the educational experiences of the
children in this study and the families' fesponses to that
experience. I was particularly gratified at the positive
comments two of the mothers gave with regard to their children's
early intervention experiences. It seems to me that we in
education have a lot to lzarn from workers in day cares, early
childhood, early intervention and the primary grades. We have a
lot to learn about including all children and working with
parents. It is true that things are very different at these
early levels, as compared to the later grades, when schooling

becomes very much more abstract and cognitive. Yet in every
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school, theré are many times when even very disabled children can
be included. 1Inclusion of all community members into many school
or community activities needs to be viewed not only from the
point of view of the education of the child with disabilities,
but also from the point of view of the normally developing child
(see Peck et al., 1990). It is a part of their education to
learn about disabilities, and, in so learning, to learn about
themselves. Moreover, unless there is a dramatic change in our
ability to prevent disabilities, at least 10% of these normally
developing children will be parents of a child with a disability.
It is a part of our common human experience. Disabilities are a
normal part of life. We fail in our goals to educate all
children if we do not arrange the environment so that all
children can learn about and learn to interact with all other
kinds of children. We diminish future possibilities for all
children.

Educators can do much to create positive receiving
environments where all children can be included and where all
children can have friends. Children with disabilities learn much
in such environments, as do all children. We are social beings.
All of us learn in very social ways. While some of us learn
faster than others, all of us learn in relation to others. We
learn social interactions, language, behaviours. We learn about
our emotions. We model behaviours and we have fun together.

None of us learns everything from books. All of us learn within

a social context and we continue to capitalize on this throughout
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our lifetimes. People with disabilities are no different from
the rest of us in terms of the importance of social learning for
their growth and development. We would be better educators if we
capitalized on this human characteristic more often. We would be
especially better educators if we more often used and recbgnized
the opportunities of the social environment as a resource to

teach to all children, particularly those with disabilities.

Implications for Future Research

This study needs to be replicated with similar families in
other areas of North America. We need to hear the stories of
many parents. Similar studies need to be done, as well, with
different types of families. What are the experiences of
single-parent families, both those headed by women and those
headed by men? What are the experiences of nothers who are not
so articulate? not so supported by their husbands? of an ethic
group not so similar to that of service professionals and school
personnel? Equally important, a 1arge-samplé survey study needs
to be completed in order to see how universal the experiences of
these study parents is, compared to those of other North American

parents. There are many possibilities.
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RECOMMENDATIONS

1. Appropriate attitudes to adopt
-Societal

Disability is part of human existence. Some of us are
born with disakilities; some of us become the parents of
disabled children; some of us become disabled. It is a
normal risk of life. People with disabilities, whether
children or adults, are a part of us. We must be

prepared to help disabled people live and work among us.

The parent who is the principal household organizer and
caregiver is as valuable in contribution and expertise as
is the parent who is the principal provider of economic

resources for the household.

-Professionals
People with disabilities are a part of the normal
spectrum of humanity. We are paid to help people
because we have knowledge and skills that are of wvalue
for the optimum development and the quality of life of
the clients who come to us. People with disabilities are

our responsibility as much as any other clients.
Parents of disabled children are a rich resource of
information and experience concerning their children. We
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will be most effective, as professionals, if we learn to
work with parents and learn to include them into planning,

goal-setting, and decision-making about their children.

Even though it is imperative that we work with parents,
the responsibility for the development and monitoring of
programs and services is ours. We know who the clients
are and through planning with the parents, we know what
services they need, now, and will need in the future. It
is our responsibility to see that appropriate services
are available without having to be "pressured" by

parents. Parents have enough to do.

Our response to the parent who is the primary household
organizer and caregiver should be as respectful and
responsible as it is to the parent who is the principal
provider of economic resources to the family. Similarly,
we should be respectful and responsive to the parent who
is the sole parent.in any household. In all cases, we
need to be mindful of the time and energy demands which

parents face.
2 Policy

Because of the benefits to both those with disabilities

and those free from disabilities, life in the mainstream
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is the option of choice, as much as possible, for all

human activities.

Financial equity must be pursued in order to minimize
the differences between natural and adoptive parents'
financial risks when parenting a child with disabilities
as compared to foster parents' risks. This is especially
important with reference to natural and adoptive parents

who care for an adult child.

Provisions for more respite care, especially in the
client's home, more direct support in meeting the daily
needs of clients, and more specific support in meeting
the social and recreational needs of children and adults

with disabilities are desperately needed.

Provisions for adequate, affordable, and reliable child
care as an option for families, is basic to any kind of
equity in quality of life for all parents. This is
especially important for parents of children with
disabilities, some of whom require specific kinds of
child care for much longer periods of time, than do

children without disabilities.
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3. service Providers
Work with parents, valuing them and their contributions

and ideas; acknowledge their expertise.

Start with the positive. Celebrate the child and her
competency. Only then, move into the child's areas of

need and how parents and service providers can help the

child.

Don't overwhelm parents; don't dishearten parents. They
are aware of the child's limitations. Provide
information and ask parents about what they know; what
they think. Focus on two or three achievable goals.
Support parents. Try to see the situation from the point
of view of the family. Look at the whole chiid and look
at him within the context of his family. See the child

first and then look at the disability.

Try to appreciate what it means to be responsible for the
child's care twenty-four hours a day, seven days a week.
Contemplate alternatives. Would the child really be
better off? All indications assure us that children

grow and develop best at home. Give parents a hand.
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When parents are asked to work on skill development,
elect skills that are truly appropriate and useful and
which makes sense to the child. Ask the parents,

"Would it be possible to work on this? Do you have the
time? Will it work into your family's schedule? Would
acquiring the skill be helpful and useful?" Ask parents
to provide feedback on the process. Don't be afraid to
admit error. Do be willing to rewrite the plan. If the
child fails, ask, "Could there be reasons for failure
other than simply parental disinterest, incompetence, or

neglect?"

When planning programming and making professional
suggestions ask, "How can we use this family's strengths?
How can we avoid making any family member feel left out?
What information and supports have to be jn place in
order to. avoid failure, and especially, in order to avoid

disaster?"

Be prepared to change "the system," or the school, or

the classroom, or whatever, to meet the child's needs; do
not expect the child to make adaptations to fit into
what "the system," or the school, or the classroom,

currently has to offer.




EPILOGUE

This study has been a very important experience for me. I
feel especially grateful to the University of Saskatchewan for
providing me with a sabbatical leave to gather the data. Time to
do research is a very critical component in any academic career.
Because of thé enormous amount of data, time has been a
particularly important ingredient for the completion of this
project. Similarly, what would any research be without the
subjects; or as is the case here, the co-researchers, who spent
much time and energy in telling their stories? Here we go again.
Parents are spending time and energy to help a professional.
It's supposed to be the other way around. Let us hope tﬁat the
information from the lives of these families goes beyond a mere
final report of the study. There is too much at stake here. I
am certainly committed to a wide range of dissemination of these
families' knowledge. They took part in the study hoping that it
would help to achieve a better quality of life for future
children with special needs and their families, and perhaps fcr
their own children and families. Now it's up to us who earn our
livings working with people with disabilities, to read, think,
and reflect; and then to make the necessary changes in our
services and the manner in which we provide them. Have we got as

much commitment and stamina as these families? I live in hope.
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APPENDIX A

l General Inte.view Questions




INTERVIEW QUESTIONS

Interview # 1 (Tell me what I need to know.)

Tell me something about the "history" of your family and

of 's disability.

Tell me something about the characteristics of your child.
Be sure to include both positive and negative
characteristics.

Tell me some of the characteristics of other family

members, especially as they relate to .

Which characteristics of your child are particularly
stressful or difficult to manage? How do you respond to
these? How does your family respond to these?

What are some coping strategies that you have found useful
in your family? (passive appraisal, reframing, inner
strength, social support, professional support,
whatever...)

Tell me about your family's strengths.

What people or agencies provide any kind of support for
your family?

Oon a scale from 1 to 10, how would you rate yourself on
"inner strength"? What about other family members and
their "inner strength"?

On a scale of 1 to 10, how would you rate yourself on
knowledge about your child's disability? Tell me about
some of the features of.your Knowledge. What about other

family members?
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Tell me about how your family participates in your child's

education.

Interview #2 (Follow-up of first interview, and "personal"

questions)

Individualized questions based on previous interview,
designed to get more information or to clarify, were

asked at the beginning of each second interview.

Tell me about how you }eel about yourself... Are you
satisfied with your life? Do you feel you are a competent
person/mother? What are your hopes for the future for
yourself? What do you do to take goed "care" of yourself?
Tell me about your job. What is your job. Do you do it
well? Are you satisfied with your job? What about the
people you work with...are they good to work with?

All families have problems and conflicts from time to
time. How do you feel about your family's ability to deal
with its problems? How does your family deal with it's
need to communicate effectively?

What do you do for FUN? How do you recreate yourself?
Tell me about your friendship net-work. Are you satisfied
with it? Do you feel "supported" by your friends?

What things make your life stressful? How do you manage

these?
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-~ What do you do in your life that is not your usual "work"
but isn't exactly "fun", leisure, or recreation? 1Is this

satisfying? (altruistic, religious, political, whatever).
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Child's Characteristics

He is a people person. He is a real socialite. I also find
him to be quite perceptive in his ability to know whether
people warm up to him or they don't. What else can I tell
you about him? He is super active.

Any time he cries .. he cried yesterday for the first time
in months because he was hungry... He cries for reasons.

He never just cries for anything that we can't figure out
why.

Communication

We know him. We just sort of know. The focus of all of his
priorities (home, school, everywhere) is all on pre-language
kinds of things. We are constantly offering him choices
about everything. We have consulted a lot with specialist
in Regional Center who taught us how to work with Bruce
around making choices, teaching him some of the very basic
developmental skills around cause and effect and learning to
find things that you hide and all of that stuff. Once we
started doing that, he became more able = ~xpress himself.
If he doesn't want to do something he just physically will
not allow you to force him to do it. He has his ways of
saying "no" and he is learning to push things away when he
doesn't want something and ...

There is a lot of eye pointing and stuff, so you really have
to be able to clue into Bruce. He will fix onto something
that he wants with his eyes. He breathes really heavy and
his eyes get nice and wide open and bright and ..

I have a couple of friends who spend time here and they can
"read" him. He has a Circle of Friends and they know him
real well. They are real good at "reading" Bruce.

I know that Bruce is severely mentally handicapped and I
don't think either one of us has tried to deny that, but I
think that his inability or our inability to figure out a
way to get him to communicate has really held Bruce back a
lot. You always get the sense from him, once you get to
know him, that there is a whole lot going on in there that

just isn't coming out... Because we have not found a way to
help him get it out.

Imagine not beinyg able to communicate
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Well we were late in getting supper and Bruce was sitting
and all of a sudden he started to cry and we said "Bruce,
are you hungry?" and he went (smack, smack, smack}.

I guess one of the big things, is if Bruce could
communicate, could he tell us things like, "I'm
uncemfortable and I need to go to the bathroom"; would, all
of a sudden toilet training not be such a big issue for us
anymore? Or even the visits... Bruce's friends are about
as good as '"reading" Bruce as we are... But if they come
by, you can't read "What did you do yesterday Bruce?" and he
can't initiate any contacts with themn.

Parental struggles to communicate

So we have had to spend a lot of time just sort of being
taught that these behaviors mean things. They really mean
things and that people just don‘t do things for no reason.
So to get to know what things mean and tell Bruce that we
know and give him what we think he is looking for sort of
thing. And it has really changed his life. Even that
little bit has turned him right around. He has become more
outgoing and more assertive.

Child's play, pleasure, recreation

He is into things like playing with cupboard doors and
rolling things off ends cf counters and seeing where they go
and what happens to them. He's quite an explorer in his
play. He does a lot of play kinds of things. He does a lot
of roaming around. He plays a lot with his dad. They sort
of rough house and carry on.

If there is just David and Bruce here at home or just Bruce
and I here at home he is a little more subdued. When all
three of us get home from work and schcol (lately they have
been home before me) when we are all home together, there is
an instant change in Bruce. BAll of a sudden he is more
lively, happier. He is clapping and laughing and carrying
on and he seems to like the time around supper when
everybody comes home. It is a good time for Bruce. He
really enjoys that.

A lot of games we started playing around, you know, just
sort of functional cause and effect things have made things
a bit crazy around the house. He is constantly turning the
dishwasher on and he is, you know, switching on and off the
lights on us and all this stuff and running to flush the
toilet and turning on taps. But it's neat stuff so I guess
it is nice to be busy in that way with him versus some other
way that is maybe less productive for him.
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Y"RKnowing'"/learning

He has a really good memory. He knows things. David is a
bag-piper so whenever the bag pipe comes out, Bruce is heavy
breathing. He's all over his dad and he knows. He's trying
to get the case open and he just knows that the pipes are
going to be played. He is crazy about themn.

No, the kids actually teach Bruce things. He learns from
them. Kids get up, they want to sit on their desks and put
their feet on the chair. Well, so does Bruce. It's so
neat.

He wants to please. He wants to know he's done well. He
looks to be told he's done well. I think a lot of people
don't even recognize that he's looking for your approval,
when he's made something happen. A: He recognizes he just
did something right. And B: he's looking for you to
recognize it. And if you can't see that that's what he's
doing, you don't recognize it. It's a lost opportunity
right away... 1It's gone. And it's so sad because it's so
critical for Bruce.

Child's friends

Bruce met them at the Junior High at Grade 8 level towards
the end. Bruce had a lifestyle plan in the middle of his
grade 8 year or early in his grade 8 year. The over-riding
issue was that Bruce was alone he had no friends. David and
I were his best friends. We were his whole life and he was
our whole life.

The first thing we had to do was to get him a little bit of
time in a regular classroom so that kids could meet him,
regular kids could just meet him and make a choice to see if
they would like to become part of the Circle with him. It
took us until about May of the following year before we
could convince the school that Bruce had a right to be in a
regular classroom. Just a homeroom, that's all we wanted -
five minutes of homeroom to start.

Well, the Circle of Friends just took off. By the end of
grade 8 school year, he had 12 or 15 kids who just rallied
around him. And they started putting (in their own very
special way) pressures on the system about if he's in
homeroom why isn't he in this class? and why isn't he in
that class? He ended up getting about half of his time into
grade nine, Junior High level.

At this point in time, Bruce would be at the equivalent to
grade 11 level right now. He's got about six really good
friends.
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When his friends call it is me they talk too. They want to
know how he is doing and what he is wearing today and what
he is doing friday night and so I have had to learn to talk
to 16 ~ 17 year olds...

It has been real difficult for me because he can't pick up
the phone and call them and they can't call him. But they
are comfortable to call David or me.

One of Bruce's friends, Paul, said that for him, what he
found so amazing was not only could he become Bruce's friend
but that he could become our friend, that he had to become
our friend and if he didn't like us it would have been very
difficult to be friends with Bruce. That is really true,
because of the level of Bruce's disability. So we have
become a close knit little group. 1It's been really nice.

He's a real looker. He's got this one girl, one friend of
his,

that's probably his best friend. Her name is Marie. And I
think Marie spends a lot of time thinking about Bruce...
really a lot of deep thinking about Bruce. One time she
said to me, "You know, if Bruce wasn't handicapped he'd have
every girl in school." And he probably would.

When I lcok at Bruce before he had friends in his life and
just take a quick snap shot of what his life was like
before... it was not a pretty picture. His whole life
revolved around David and I. He also just wasn't the same
person that he is today. He wasn't as assertive. It just
turned everything around. 1It's difficult to talk about it
now. I used to be able to talk about it because it was so
fresh. Life without friends was all we ever knew. That's
really distant for us, at this point. He never went
anywhere unless he went with us. You know, the focus of his
social life was a trip to the K-Mart on Saturday mornings.
And I'm serious about that. He never went anywhere.

For a while I experienced an awful lot of shock when Bruce
first developed friends. There was a lot of not really
believing or trusting. Because you'd go to these "Circle
meetings" with these kids and they would say these wild and
wonderful creative things. They got a real good picture of
Bruce's life first of all. Mary went through a whole thing
about who Bruce was and what life was like for Bruce, and
drew some comparisons, she got the kids to look at: If their
life looked like Bruce's how would they feel? And would
Bruce feel any differently? Well they certainly didn't feel
that he'd be feeling any differently, that he's probably
pretty miserable and wishes things were different. So they
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were a perceptive bunch of kids as all kids, I think, are...
probably more perceptive than most adults.

They started out being very focused around the school.
They'd take him out at lunch or hang around with him after
school, or "Maybe he could come to my house for a visit
after school if you guys would pick him up?" Little steps
like that started to happen. I remember after that started
to take place, there was a bit of a non-belief or a lack of
trust on our part that this was going to last, that these
kids could really be friends with someone like Bruce. They
really have that capacity to truly care. That is not some
pity thing or volunteer work that they choose to do for a
year and then let it go. Their relationship with Bruce is
based on the fact that he's a person that they care about
just like it would be for anybody else. That took some time
for us. It took some time.

It just opened up a whole new world. He almost turned
around instantly after being placed in a regular home room.
It was like day and night and it happened real quick. All
of a sudden he had some life and some spark and some.. a
twinkle in his eye, that we never saw before. And honest to
heavens it really just happened that fast.

Loss of child's friends

It's gotten messed up though, since the senior high, because
here we've got the semester system. They don't have home
rooms. We are finding it next to impossible to get Bruce
into their classes.

If he lost all of his friends today we would simply be
impelled to go out and start again. Because we couldn't
deprive him of all the wonderful things that have ended up
happening.

STRESS/ANXIETY

General parental stress

He is a very time consuming young man. He is very busy, I
guess because of his seizures and with his neurological
disorder he is ... His balance would be funny at certain
times. He walks with a big gait and he could fall into
things. You are kind of watching him a lot. You really
never go and leave him alone in the room. There is just
constant watching of him, mostly for safety sake.

All these sets of parents come to my mind. And you just see
them doing it all the time, you know. Or one family in
particular where the mom takes care of their daughters um..
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all her medical needs and she's running up to meetings with
doctors and taking care of all of that stuff. And Dad takes
care of all the educational stuff and fighting with the
school system, and they're running back and forth taking
care of all of this stuff and not taking care of themselves.

David and I worked really hard to keep him busy on the
weekends; but when you work, you know, it involves: What do
we have to do that we can involve Bruce in? and then: Is
there any time left over to do something that he might like?
Like take him to the beach or take him for a drive or a walk
to the park or...

I worry if something gets in the way of my being able to
keep it all together. Because, as I said to you last night,
sometimes it's like David and I are against everybody. And
there's just the three of us.

I won't speak for David but I suspect that he will feel the
same way... we're tired a lot. I don't know if people
really know what that feels like.

And there's always this um, I'm not sure what the word is
but it's like you're fighting against time. You feel that
time is running out and things aren't getting done... you
just feel really helpless to be able to get everything that
you need. And it's not frivolous stuff. To us it's... He
has rights that are not being awarded him.

Illness and stress

The neurologist's clinic, they come here every couple of
months, they would see him and kept fooling around with
drugs and medication. At that point he was on 6 different
anti-convulsives. It had gotten to the point that nobody
knew what was wrong with Bruce. Was i t - his seizures were
totally out of control, which they were, but was that sort
of based biologically or neurologically or his drugs because
he was on so many. And the combinations... It had gotten
to the point that you couldn't decipher what was really
happening any more. I remember this past Christmas was just
hell. I mean he was sick, he got to the point where he
vomited constantly. He had diarrhea. He couldn't keep food
down. He went from 103 lbs to about 80 lbs. It was just a
mess. We got through Christmas. We missed a lot of work, a
lot of work. I was grateful for where I worked.

So anyway, we struggled through it but I sort of felt that I
wasn't anywhere doing anything for anybody, be it at work or
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at home. David was feeling the same. And we were getting
lots of pressure from the school.

So anyway, he ended up in the hospital around Valentine's
day. I had called the doctor. He wasn't any better and the
doctor wanted me to try some new medication. I don't know
what happened but he said to me on the phone let's try this
and I just started to cry. I said, "I can't do it anymore,
I cannot take that kind of responsibility because I am
feeling that it was causing more harm to Bruce. I need mcre
support than you over the telephone." So Dr. Curley
arranged right away for Bruce to come to the Regional Center
within three days and I had to go with him on the plane. He
wzsS so sick when we took him over. We couldn't both go
because we couldn't afford to both go, either financially or
to just manage, you know. Somebody had to work.

Anyway he was just so sick and he spent about 3 weeks in
Regional Center and I kinda lived... I didn't live in but I
stayed in Regional Center. I couldn't live in I just
couldn't handle it. I was there from 9 in the morning until
about 9 at night and then I left and had time to myself in
the evening.

When we brought him home he looked reasonably stable for a
while but he was only home for about a week when it all
started again. We were just shattered all over again. We
thought, oh my God what .. so he was only home for about 2
1/2 to three weeks.and he ended up back there again and he
was there for 6 weeks.

If they'd just come and sit with him for a while and let me
get away or whatever. Um, that would have been more support
than calling me and asking me to go through all of the tests
and all of the sickness and everything day after day. I
found that really, really difficult to cope with. They
never sent cards. Everybody else I know, all my friends,
all Bruce's friends, all my family, all sent him cards. You
know, get well cards. I don't know if they just didn't know
if he would appreciate a card. I don't know what they
think.

If we didn't have to worry about seizures, life would be
wonderful. And people think I'm crazy when I say that but
life is such hell when his seizures are out of control.

stress (work/job)

But there was a lot of pressure that I was feeling about
needing to have some answers about when Bruce was going to
get better. All I wanted to do was get through a day.
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1 Well to be perfectly honest, it really would have been nice
.2 to have somebody to come to me from my employment to say
3 it's o.k.. We know that right now Bruce is more important
4 than anything. I never got that once...
5 .
6 So I always walked around feeling guilty, and trying to
7 justify x amount of time spent at work and x amount of time
8 spent with Bruce. I would raise the subject every once in a
9 while about that and it would be, it would not be as
10 understanding as I hoped that it might have been. Um, it
11 was more... well when do you think he's going to be better.
12 When do you think you're going to be back.
13
14 ' It just would have been helpful to think I didn't have to
15 worry about the work situation so much. Cause that really
16 stressed me out. .
17
18 Disability and stress (financial)
19
20 He's only on three medications now. He has one, which until
21 the first of April was an investigational drug. Now it is
22 on the market, and that is for his drop seizures and he is
23 well under control with those. He is on Ativan which is a
24 form of Depakene which controls sort of major/minor seizures
25 and the Dilantin for his grand mal seizures. The only time
26 he tends to seizure now is in his sleep. They are quite
27 severe convulsions.
28
29 The phone bills to Regional Center were just atrocious, 200
30 to 300 dollars a month just to phone to Regional Center.
31 ‘
32 We get ours (diapers) from another province because they are
33 cheaper. We have them shipped by courier every month. It
34 works out cheaper to do it that way. But anyway I mean that
35 the money for Bruce just doesn't go very far. But if he was
36 in a room and board situation or in a group home or living
37 in foster care somewhere, there would be a lot more money
38 put into his keep. And it's not like we want to get paid to
39 look after him. But there seems to be some kind of ,
40 injustice here, in that we are just here twenty four hours a
41 day for Bruce, basically free of charge to anybody. And
42 somehow, at some point, you think this isn't right. Bruce
43 is eighteen years old and if he didn't have a disability and
44 he chose to live at home, it would probably cost him.
45 -
46
47 Demands on parents
48
49 Ya, they (parents of disabled children) have enough to do.
50 They can't do any more. But we don't get a whole lot of
51 support unless we're willing to get out there and fight and
52 work for it.
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The education coalition of which I am a member. It's a
group... It's made up of parents of children from all the
different disability groups... We just look at all issues
around education and that sort of thing. 1It's kind of
falling apart. At one time it did provide a bit of support
but it was mostly a working kind of coalition to try to
effect change. It was very busy looking at legislative
things and policy stuff. But one of the things we have been
doing for five years is running this summer program to try
to maintain the kids skills. We deal with not just kids
with mental handicaps,; rather the whole gamut sort of thing.
Any kids that are falling behind, if we can help hire

‘university students... Of course, some of these kids learn

more in that summer than may learn all year in school,
because they get total one on one attention. So Bruce had a
program half days for seven weeks in the summer. Part of it
was computer and part of it was community. It might just be
going to the park and taking his box of stuff that he's got
there on the floor and just... We were teaching him to draw
with markers and white boards. He fell in love with that
activity... That he could make marks and wipe them off. So
just doing fairly academic kinds of things but in new and
different environments wherever we could find them. This
young woman who's been with him for the past two years, just
"reads" him like you wouldn't believe... She has picked up
on "reading" his communications, no problem. And really
came to care about Bruce. Studied in Regional Center and
when Bruce was so sick she would come to visit him at
hospital.

(Friends) stress from school

We almost get panic stricken at times because Bruce has only
got a couple more years left in school. One of our
arguments is that most kids keep and maintain their friends
by their connections in school.

The pressure is on us, his parents to always be the ones to
make sure that203ruce sees his friends after school,
evenings, that sort of thing.

You don't make friends and maintain friendships with people
that you don't see in school on a regular basis. That is
the part that we struggle with the most in trying to get the
school to see that they have a role to play.

Lack of support

There are Sunday meals at David's parents, every Sunday.

It's sort of open to go down to be with the family. 1It's
not always easy with Bruce just not feeling well. We go

down and we would take Bruce and one of us would have to
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1 constantly sit with him. Nobody would say well let me sit
2 with him for a while. 1I'll sit with him you know. Um, and
3 it just got to be more work that it was worth. Bruce is
4 much easier to care for here at home then at somebody else's
5 home.
6
7 What hurts the most and really put a gap, was this recent
8 stay in hospital with Bruce. David's brother and his wife
9 came and visited a lot cause they were living over there.
10 But there was an occasion where David's mom and dad who are
11 mid-sixties, very active, very healthy, not a thing wrong
12 and are healthier than David and I put together. They had
13 occasion to be just outside of Regional Center for three or
14 four days for a family wedding. Bruce was down and out and
15 sick and, you know, .t one point we didn't know if Bruce was
16 going to make it. ‘“That's how sick he got. AaAnd they didn't
17 even ~ome to visit in the hospital... That really turned me
18 off v ite badly.. I can't forget it. Yet I haven't been
19 able to say anything about it. Because, well, my mother-in-
20 law said how badly she felt that she couldn't have done
21 more. But I believe she could have.
22
23 I believe they all.. not a card.. well my in-laws called
24 every second day just to see how it was going but sometimes
25 that was more of a drain on me. To have to go through what
26 we've been through all day.
27
28 "Misc.' emotions (parental)
29
30 He's quite pleasant to look.. well you see now I don't know
31 Barbara, like most.. people do stare at him because he's got
32 some fairly gross motor movements about him.
33
34 ...I have a lot of resentment, I guess, for some of David's
35 family... I think he probably does too. We don't get a lot
36 of support from them.
37 :
38 To be honest we have a bit of resentment when we hear one
39 sister saying to the other, well I'll take your kids this
40 weekend, if you'll take mine next, and all this. I know
41 that Bruce is not easy to look after and people would have
42 struggles with that but there's a lot of things that Bruce
43 likes to do like just go for a drive in the car. I keep
44 thinking that it wouldn't kill them, if they're out for a
45 drive, to come and pick Bruce up and put him in the back
46 seat, put his seat belt on, take him for a drive. He's not
47 going to hurt anything or touch anything or..
48
49 And that's one of our other fears... Really that hospital's
50 supposed to take kids until they're sixteen. They will take
51 kids I think up to twenty one, given certain criteria and
52 Bruce meets every single one of them because of all of his
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special needs and things. But we're going to lose that
support within the next few years. That's scary. Unm, Dr.
Curley has followed Bruce well since Bruce came home to live
with us. He's very supportive. He's the chief neurologist
over there right now, I think. Although they work in a team
over there. So it's really hard to tell who's who. They
don't sort of get into these I'm the boss sort of thing.
He's been around and worked with Bruce for a long time.

SERVICES

gsocial Services

I've often wished that I had help to clean the house and for
people to come in and help me with that. But that's just
another expense and it's certainly one that the department
of Social Services isn't willing to pay. But that's
another... I have quite a number of gripes with them. I
think they abuse, especially parents of disabled adults.
It's like slave labor, looking after people with
disabilities.

...The whole system just changes when you leave childhood
and go into adulthood. The mentality of the social service
system is more of a welfare mentality and you're treated
differently. You really are. I felt it right away. We
were getting children's services through the family support
program they have here. It was much more individualized.
There was much more trust.

We were getting some help to put in a stair 1lift. It
happened after Rruce became an adult, so we'd make an
agreement where... they certainly weren't prepared to pay
for the cost of the whole stair lift. They're very
expensive. So we split the cost with them. I made it quite
clear that they could either send us the money, or we'd pay
for it first, or whatever they wanted to do. Anyway some
welfare worker, on his own, that I've never even met, who
says he's Bruce's worker... his financial worker. (And I've
never met this man.) Took it upon himself to call the
company, a local company who was supplying us with the
chair, and inform them that this person is on welfare and
they were to bill so much to the department and it would be
paid. Well I was just devastated... I call once a week, I
wani. to speak to him about what he's done. He won't return
my calls.... they just start to treat you differently. I
just feel that Bruce... or we don't get the same respect now
that he's an adult, that we used to get. The same privacy
is not afforded us.
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Services/'The System"

Well I guess I mean systems like Social Services. I guess I
mean people in authority over you who have control and power
and make the decisions about what's going to happen.

Oh well, it's a lot like doing lifestyle planning on people
but looking at all needs. You contract what they call a
broker who helps you to plan and identify your needs. Who
then sets out and about looking at the different services
around, which is hard here because our services are limited
anyway. If you live here there's one vocational service, so
how do you shop around? But the ideal is in shopping around
and getting what you want and having the money attached to
the person and not to the service. This way people are
funded to buy their service, verses having services funded
who say we're going to run this kind of universal program.

They don't understand... they just don't understand. well,
this is what we have for you in the way of services. Well
we don't need any of that, I need all the stuff that you
don't have... Cause they've just got stuff for people, say,
who can't afford certain things. But that's never really
been our issue. At least not lately. When we were first
together it was an issue. Now it's not really an issue. We
need the stuff that people think, gee that's not the service

we give. You get that from your family or you get that
from...

And we've been to places like the Society and we're saying
look there's a real need for a system change here. This is
not just our problem. Families are running into this and
you just get the line well, you know if you want to make a
change, well we'll have a meeting and we'll all take on a
job and I can't take on another job. I can't do it. I have
no more time to take on another job.

I think I've said most everything. Some of it in a round
about way. I just think the system stinks. 1It's certainly
not responsive.

8chool (descriptive)

They just set up a regular special education model, you
know, special ed class in the regular school, making it very
difficult. Plus they're high school teachers who aren't, in
my opinion, getting the leadership they need as to how to
make that school a welcome place for the kid with
disabilities.

David stays with him until the cab comes to take him to
school cause they don't let Bruce go on the school bus
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because of his seizures. They won't let him ride the bus.
Plus he doesn't attend his neighborhood school so the
transfer in buses... they just can't make it work. They
originally put him out of his neighborhood school and then
when he made his friends, and they went on to the senior
high, we insisted that he go to the senior high they went
to, even though it wasn't the one he should have attended.
Plus we Qidn't get a very welcome reception from the senior
high he should go to so, we thought at this point in time,
his friends are getting licenses and cars and so it's not
really the same barrier as it is being removed at a younger
age from your neighborhood school.

Education (parental involvement program planning)

Well we tell them what we would like. And it's not just
based on what we want. I mean, it's based partly on the
fact that we feel we know Bruce better than anybody in terms
of what he needs and how best to meet his needs. But we've
gone to great lengths, Barbara, to ensure that we're not
just airy fairy crazy people. That some of the stuff that
we believe are needs of Bruce's are, in fact, justifiable.
We've gotten things from places like the J.B. Children's
hospital and his speech and language pathologist here. And
I remember the speech pathologist, here, initially talking
about Bruce's apparent inability to communicate or peoples
inability to "read" what was really happening and that we
needed to start giving Bruce things like choices... When we
relayed that to the school, they said, "Oh my God we can't
give him choices! He'll choose not to do anything." They
made an assumption that Bruce would just choose to be lazy

and do nothing. 1In fact, they found out the opposite to be
true.

In fact, it (being given choices) really motivated him to
want to learn to do more things. But even going beyond our
own expertise to other people and trying to create some kind

~of a change in the programs and make his program closer to

that of other kids, that's just been one up-hill battle
after another. Just constant. Even things like his
drooling became an issue. "Well, you can't put him in a
regular class because he drools!" 1t was just one thing
after another.

S8chool Struggles

We have had struggles at school for a couple of years, which
is really unfortunate, because Bruce is the kind of kid, if

he is not happy and something is wrong he is not the kind to
lash out or hit anybody or hurt anybody or bash his head or

do anything weird like that. He internalizes everything and
he just shuts down, basically, so that when things aren't
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1 satisfying to him and he is not happy he just shuts his eyes I
2 and falls asleep. He doesn't really fall asleep because he
3 walks around the school with his eyes closed. You can't be
4 sleeping and walking around with your eyes closed kut that l
5 is his behavior. That is how he copes. He just shuts down.
6 It's the one thing he has control over.
7
8 Now I spent a lot of time last year being on the receiving '
9 end of the phone calls from the school... come and get him,
10 take him home, he shouldn't be here, and all of this stuff.
11 They would always call me first at work. Always call me l
12 first... I would get messages or I would be told later by
13 the teacher that she was very disappointed in me in that I
14 wasn't available to come to the phone right away or that I l
15 had gone out to a meeting or just horrendous silly kinds of
16 . things. Anyway it just got to me. I put up with that for a
17 whole year, practically. We write back and forth in a book I
18 about Bruce to the school, just because of his inability to
19 share with us everything we need to know. And I would say
20 I'm not going to be around today, you'll have to find David
21 if you need anything. But still they would call me first. l
22 I found that very taxing. And just because of that... and
23 with my new responsibilities this year and under new
24 employment and you just can't get up and go when people I
25 call. I just can't.
26 David and I talked about it and he's going to take that on
27 this year. I'm just not returning the phone calls. They'll
28 be forced to have to deal with David. I
29
30 And so now that Bruce is more aware of it (drooling and
31 swallowing) we are going to try one more time to see if we l
32 can't just teach it (swallowing), rather than having to
33 interfere medically apout it. But in terms of his friends
34 and the kids at school, his drooling is not an issue. He l
35 drools all over them and they take a rag and they just wipe
36 it up. They just tell him to swallow and don't drool on me
37 and, you know, wipe it off. The issue is for the adults...
38 The adults have the hard time with it. So that was the I
39 issue around trying to get him into a regular class room.
40 “"Well, he'll drool on the desk." And so the kids said, "So
41 what, we'll wipe it up." I
42 ‘
43 Last year, when he entered the senior high they put him in
44 for a little bit of gym. But what they did, Barbara, when I
45 they put him in a gym class, first they made no introduction
46 to the other students about who he was and why he was
47 coming, in ways chat the students could welcome him. We
48 talked to them about that. So then, they went back. They I
49 backed up and they tried to prepare the students. They
50 changed gym classes and tried again. They thought they did
51 very well. But when Bruce entered the class, he played on l
52 the side lines, while everybody else did their thing.
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And another thing they refused to do was put him in classes
where his friends were. That was the only thing we ever
really wanted, was that he'd be in the classes with some of
the people out of his Circle of Friends. And they were
taking things that we knew that Bruce would enjoy.

Computer, typing, music, art. There's a course called, I
think language arts at the junior high level. Now I'm not
sure what it's called at the senior high level. But where
they would do report writing. And the kids came up with
this one at a Circle meeting. Let Bruce come to the first
half hour of this class because we write in our journals and
he could sit with us just like in Jjunior high. One person
would sit beside him because he was drop seizuring in junior
high... they'd sit beside him and if he'd drop they'd catch
him. So they (the kids) had no problems with Bruce. They
come up with this plan at senior high, that he could 301n
this English class for a half hour, while they wrote in
their journals. And while they were writing they would read
to him what they were writing because he loves to be read
too... You know, and it's not an instructional time. So
it's not taking away from anybody. And Bruce's special ed.
teacher didn't feel he was ready for that. And by the time
you fight the issue the semester's over and the kids have
gone on to something else...

Bruce has always had a teacher assistant due to his
epilepsy. He's always got someone paid to be with him at
school. So, when we first started integrating at the junior
high, it was based on, "Well there's a teacher assistant
going to be with him so, you don't even have to take
responsibility as a regular teacher..."

But over time, the teacher was comfortable with having the
assistant just go sit in the staff room or do something with
somebody else. Between the teacher and the kids, if
something went wrong they'd just run and get help if they
needed help. Nothing ever went wrong and nobody ever had to
go running... But at the senior high it's just been one
road block after another. Some of it's coming right out of
the special education teacher.

Friday they said he fell asleep on them. I thought, here it
goes... Like I said to you earlier, that's Bruce's way.
That's what he can do. He can just shut down on them. He's
real good at it. 1In fact there were a number of occasions
last year where they would call and say look, he's out of
it. He's sound asleep. This is not productive. Come and
get him. And the minute David would walk in the room, and
say "Bruce", he'd get up, start laughing at them and run out
the building. And them just looking, you know.

Back in June, an update on Bruce's lifestyle plan was done
with some help from the folks at the technical school. Miss
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Maxwell (Bruce's special ed teacher) did agree to check out
a couple of courses for Bruce. On his typing, she would
look into it, but she was not supportive. To me that's just
setting it up to fail. When you don't have a teacher coming
forward with a very positive approach to a regular teacher,
you know. These teachers have been in this school forever
and they don't know why "these kids" are here to begin with.
They are very much afraid... So anyway, she did make the
commitment to check out two or three courses to see if ...
Two of Brett's friends, Marie and Paul were at the planning
meeting. It was great to have them because Miss Maxwell
would say things like, "Well, he couldn't really go to
tvring class because it's usually always full." Every time
we asked by the time she got around to checking the classes
were full and there was not room for Bruce. So we said,
"Well, this year if you could supply the desk, we would
supply a typewriter." And there must be three square feet
where you could put Bruce in a desk. Kind of a back up but,
you know, we run out of tact after a while. And we just say
things. Anyway, she promised to check it out and she felt
that if he got too excited that he might scream or
something. But Marie and Paul said, "Well, that wouldn't
matter, because once you get your instruction and
everybody's banging away and typing, nobody would hear Bruce
scream. So they're really good to have there. They're a
good support. Anyway she lost that little battle and agreed
that she would have to go and check it out.

He wasn't there (in school) that much. Um, I would say that
from September until December, David and Martha were
probably there half a dozen times. No, no, they called us
in before school started, we were in the week after school
got going, we went back the end of September. Ya, well we
were in a lot. We were in again in October. There were
concerns that maybe stuff around seizures and Miss Maxwell
wasn't sure if she was dealing with his seizures properly.

I would say in the four months we were probably there a
couple of times a month, on average. And then when he came
back (from hospital) he didn't go to school right away. He
came back from hospital early May. We got a phone call. As
soon as they heard he was back we got a phone call saying,
"We trust that you're not sending him right back to school.
He's going to need time to recuperate..." I always
constantly felt like people were trying to insinuate
inadequacies on our part, constantly. So it wasn't just
visits to the school. It was all the other stuff that they
had us running around doing... Just totally exhausting us.
We brought him back and had no intention of sending him back
to school after being six oi’ seven weeks in hospital. But
they wanted to make sure that we had no intention. And then
when he was ready, we had to have a meeting before he went.
We had one more meeting after he was in school and there was
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one more after he came out of school. So that was from mid-
May to the twenty second of June. We met a lot.

But it's just so exhausting and what we were doing was
getting caught up in their game and having no time. Bruce
just had a total.. almost non-year educationally, last year.
And there were times when Bruce was "up" and ready for
learning.

We send them video tapes. We're just constantly trying to
do something. So if it's not a phone call from the school
or bringing him to the doctor so that they can hear it from
him so that we're not telling them lies or... Because

there's always insinuations that we're keeping things from
themn...

We're trying very hard this year to get off to a good start,
to keep things positive. We got a lot of his video taping
of his summer program this year. Which was more educational
looking than in past years.

So she did some video taping to show to the school. BAnd one
of the instructors from the college, in fact, Stewart, the
man that I'm filling in for this year. He's Mary Winston's
counterpart, he's helping take some of the load off of us.
He'll meet with the school, and because like I said, it's
like o0il and water at this point, he will introduce the
video taping of Bruce. Estelle did a wonderful report...

So Stewart, if you ask me, he's supportive... He's another
unpaid person. He's volunteering to do this and he's going
to go forward with Estelle on this report, with the video
tape and see if we can't get off to a positive start about
some approaches with Bruce. The taping is wonderful stuff.
Bruce is doing all kinds of neat things and he's working
really hard. The really interesting thing that I observed
when I watched the tapes, is that it's not so much what you
do with Bruce it's how you do it... If you have a good
relationship.. if he knows you care about him. It's just
like everything else, if he knows that you care about him,
(even) silly boring things like putting beads in a can.
He'll do it even 'til the cows come home for you.

PERSONAL

llDadll

He would leave. He dropped Bruce back off at the end of the
day and would drive out to the end of the driveway and stop
the car so that he could have his cry.
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David said that he always knew, you know. I think for the
first 4 years of Bruce's life he and his dad spent a lot of
time just rocking in chairs and just listening to
traditional music. So he is into the old bag-pipe and
fiddles.

Yes, David is a terrific father for Bruce. I guess he
always has been, long before I was in the picture. David
takes on.. I wouldn't say that David takes on half of the
load of looking after Bruce. I tend to be the one who would
sit up nights, if need be, and stuff like that... But just
in terms of.. when everything's going smooth then, it's
about half. He showers Bruce every morning. He takes care
of his personal care in the morning. Um, helps with his
dressing, cooks his breakfast, sits down.. I don't eat
breakfast. David cooks the porridge or the eggs or whatever
and the two of them sit here and have their breakfast
together.

(Mother's) self-concept/self-worth

I feel good about myself. I am, I mean, I don't think I'm a
bad person. I think I cope reasonably well. Sometimes I
get a little overwhelmed, I have to admit that. Um, I have
a very busy life.

(Mother's) personal needs

You know there were times when even though you were sort of
going all out and Bruce wasn't feeling well, you needed
somebody to help meet your own needs too and I sort of felt
a real imbalance, like a major imbalance.

I took the summer off and really needed that. Because
initially when I took time off, I thought, I'm not sure if I
want to work anymore. Like I'd gotten to the point that I
didn't know if I could handle it all anymore, because it had
all just been too much. I thought to heck with this. We'll
just live at a different standard. We'll just, we'll make
do. Because I can't, I don't know if I could handle it
anymore. But time away gave me some perspective in that.
No, I want to work. I know that at least for the next
little while, I want to try to continue to work. I want to
try to meet some of my own needs too.

Because, I just can't keep it up. I can't keep juggling it
all... something is going to fall apart at some point.

I worked in my flower beds and stuff like that. And there

were a lot of times... just doing nothing. Sometimes just
doing nothing felt really good.
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I spent my mornings with Bruce. He had his summer program
in the afternoons. I had my afternoons to myself. Go to
lunch with a friend and sit and have lunch and sit and look
over the water. You know, just the things that.. Where I
worked before I couldn't even have lunch.

My new work place operates on a very cooperative basis and
it's going to be nice. Ya, I'm looking forward to it. It
should be a good year.

And I know that over the coming year there willi be more
opportunity to do that. I will have time off at Christmas
and in March break and all of those kinds of things, so that
was probably a real.. That was uplifting for me to be abkle
to look forward to knowing that that's coming. To knowing
that um, I don't have to work over lunch break and whose
going to look after Bruce?

Care of self

We'll just go sit on the deck and David will read his book
and I'll read my book or work with the plants. We also
believe it or not, have fun with Bruce... We get down on
the floor and we start to play with him. That's fun. I
like that.

So we sort of get into taking care of the place and
puttering around and fixing it up, if we can. There's
pleasure in doing that. There's a lot of fun in doing that.

Inner strength

I guess my conviction. It would have to be that. I just so
believe. And just my love for Bruce and... Well I think
the same holds true. I think just our ability to support
one another, it helps to build on your own inner strength
and your partners.

vVolunteer work

I'm an adviser to the People First group. I sit on the
board of a citizen advocacy group. I'm a member of the
local society. So I get involved in a lot of that kind of
stuff too. I dropped a bunch of it. I used to sit on the
equipment library committee and I'm also a member of the
education coalition. So there's a lot of that stuff too. I
don't know. But I really get a lot of satisfaction out of
these volunteer commitments. I really enjoy it. I love it.
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1 Parental friends

2

3 But it's the kind of relationship that when you're together
4 or when you're talking it's like you've never been apart.

5 You can just make a really close connection really quickly.
6 I saw more of her during that time or heard more from her.

7 Whenever I'd make my next trip back she said, you must tell
8 me as soon as you get over and see him and just tell me how
9 he looks. What does he look like? Does he look better than
10 the last time? And on occasion I'd be over there for 2 or 3
11 days before it would come to me, I'd better phone Alice and
12 let her know. 1I'd call her and she'd say, "Oh my Ged, I've
13 been waiting for your call, how.. is everything o.k.?" Just
14 knowing that someone cared... nobody could do anything that
15 the hospital wasn't already doing.

16

.17 Really there's not a lot of time you know. I guess the
18 thing I'm grateful for is that the people that... um,
. 19 there's only two or three people that I'm really close with.

20 Um, but they know and they understand and they're not the
21 kind of people that say, Where have you been? How come we
22 haven't heard from you?

23
24 I love to have people come. I used to have a real conflict
25 with my mother, for example, "You never come to see me" and
26 I'd say, "Mom, I'd love to see you but you'd better come
27 here. It would be so much easier." And then that got

28 worked out the same way with some friends. It's easier to
29 just... if they'll just stop by, or have chats on the phone.
30 But they might choose a lot of um, spend of my free time too
31 involved in other people's disabilities.

32

33 SURVIVAL

34

35 Positive support

36

37 Now, on my side of the family, I don't have very many here.
38 I really only have my parents who are around... Both of

39 whom are elderly and not real well. They love Bruce to

40 death and they come to visit, a lot. Bruce just loves my

41 mother. She's this really big woman... Whenever he sees

42 her there's always hugs for me and she's always got kisses
43 and stuff like that for him. I think my parents give what
44 they can give him. But my mom's in a wheelchair herself and
45 just really not able to do a whole lot. But you know they
46 constantly call. They were concerned when Bruce was in the
47 hospital.

48

49 But you know we've done our best to try to open up as best
50 we can to the people who make it easy and that's certainly
51 not family. But um, people like Mary Winston have been

52 extremely helpful to us. If times got really tough, um,
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Mary would certainly be there. She'd be somebody to talk
to, and somebody who could.. somebody who had compassion but
yet was removed enough to be able to say, "Now wait a minute
here, we should look at what we can do that's going to get
you what you want.'" Because you don't go and cry on Mary
Winston's shoulder. You come away with things that you can
do, positive things to help change and got things more the
way you really want them to be. And she's been a real big
support.

She would actually stop and ask, "How are you doing? Are
you getting enough rest? Do you have people to come to
spell you off when you're over there? She would ask
questions, that if the answer was no... I'm not doing o.k.
and I don't have people to come to spell me off... it's not
that she could do anything about it. 1It's just that she
thought that. She knew that, that mattered.

There's Bruce's family support worker, or whatever Betty is.
She does her best in her limited authority within the
department to try to get things for Bruce. She will go to
bat. She will take things up the line and say these people
need this. So I have to say that Betty has been helpful.
The difficulty is that once the wheels kick in, in terms of
processing how things happen, Bruce just gets lost. I have

a big problem, with how things have to be processed in that
placed.

She would come over to the hospital and sit with me and
visit with Bruce. Or just visit with Bruce and say to me
"Go, I'll stay with Bruce for an hour or so. Stuff like
that. She's been a major source of support, actually, over
the summer... I don't know what happens next summer. She's
teaching away. I know that she's not going to want to come
back to this work. But for the last two summers we've been
free of worry. and knowing that Bruce is having fun and he's
with someone who cares about him and he's learning.

Before he turned eighteen, Betty was the only person we had
to deal with. She took care of everything. And you could
handle things financially the way you chose. I mean if you
wanted to be paid once a year and take your money, you could
take it. It doesn't work that way anymore. I just find
that it's more dehumanizing now than it used to be. But
certainly she is supportive in saying yes, if you say you
need this we believe that you need this. And that, I guess,
comes from her experience of working with us to know that
we're not out to rip off the system or to take things that
we don't really require. So she's somewhat helpful. Un,
other than that it's sort of just friends or people who care
about us or care about Bruce. We don't have a lot of people
paid to be in our lives that we find supportive...

215

224




WO s LN

I just don't believe that a place like the general hospital
could ever operate like a children's hospital, where they
work in teams and where parents are so vital and important
in the process of

getting well and getting kids better again. The children's
hospital just make you feel if you weren't there, things
just would not go, as well... They really value family.

The principal was a really welcoming person and wanted to
try this out. We sent him to the next province to see some
of the stuff over there, where they were integrating kids
successfully. He went for three days. He saw some
wonderful stuff at the senior high level and came home all
excited. But he doesn't have a lot of support around him.

Ya, well we've had a lot of it confirmed by people at the
J.B. Children's Hospital that chances are if we don't know
it, they don't know it either. Now, of course, obviously
they've got some medical training that we certainly don't
have. But just in terms of Bruce as a person and what's
really happening there, I don't think that they would... I
would seriously question if Bruce would be here today if it
were not for our ability to act on his behalf, to know
what's going on with him... For others it (parental
involvement) is just lip service. 1It's on paper. They
believe it, parents are important. If you never show up for
a parent interview you're labeled too. But if you do and
you try to get involved uh, there's sort of a line. Like
get involved but only this far.

Spousal support

Boy, I think if it wasn't for just having somebody like
David. You know where the two of us... we experience the
same kinds of feelings. We have the same kinds of hopes and
anxieties, or we seem to. I think we really help one
another.

I was feeling a lot of pressure from work and all of that
stuff. And when times like that happen, I get overwhelmed.
It gets a lot harder to cope. Not impossible, but a lot
harder. And if you don't have a partner that you can lean
on (and there's a lot of strength there) I don't know what
would happen. You know, you might sort of want, then, to
throw in the towel. :

8iblings

Doug now, comes around a little more. This is nice to start
to see happening. He'll come to dinner and uh, he's just uh
found himself a new partner who has a six year old, which is
a whole new life for Doug because he's only 21 or 22 Yyears
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old. He'll be 22 in a month or so. But they'll come over
and they'll have dinner and he'll talk to Bruce. Last
Christmas he bought Bruce his first Christmas present.

Doug has started to see Bruce very differently. We were
over when they just moved into their new place. He invited
us over to see their place, so the three of us went over and
Doug said, "Bruce is really doing great isn't he?" He's
starting to notice.

Relief from stress

So I would say he's really been quite well and we have been
able to, sort of, sleep again ourselves at night and stuff
like that. Yes, sleep deprivation for everybody is just
terrible. I don't even remember sleeping for months. I
don't even remember. Not that you can do anything you know,
but you would sit up, just sit beside him in bed and just
watch him, because I felt I had to.

...those kids just took an awful lot of pressure off us and
gave us a bit of our own life back. He would go to their
house for dinner and to me that is a major undertaking.
Bruce has a lot of needs. He is not toilet trained {(for
example).

And another. thing is that I don't think about Bruce. I
don't think abuot school for Bruce. I get in there
(work/job) and I get so busy that it's not possible, plus I
guess part of it's knowing Bruce is probably o.k. right now.
I'm quite concerned about his program and how we're going to
find time to make sure that he's got a quality program now
that we've got everybody convinced that he's well again.
But, so there's a lot of that worry gone too, which allows
you to be freer, to enjoy what you're doing.

Of course we're tired. Things are better now though, since
Bruce is well, and sleeping at night...

strategieé

I get mad a lot. And sound off. And in fact ... it has
worked. I mean, if it were not for all of our pushing and
sounding off, Bruce would still be sitting back in the
juniocr high school. The classic (traditional) high school
would never have opened.

Ya. But one of the things that David and I never do is go
to any meeting about Bruce without one another. We do not

do it. Because you can always... If one's going to lose
it, the other one can maintain composure and think about
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what to say next. And I find that to be very helpful, to be
together.

I guess there are some sacrifices although I'm not sure that
I would call them sacrifices. We don't have a major social
life with people, because we have to make some choices. And
you have to take care of yourself. We have to be well.
Cause we've got a lot riding on our being well.

Life waits until the weekend. A few days until we get
rested up. And it still gets overwhelming. As I said to
you last night, I would dearly love to have a neat and tidy
house but I can't. Unless I'm prepared to allow someone to
invade what I consider my privacy and come into my home and
clean up after me. So far I'm not prepared for that. I'm
not ready to say that I need that much help yet. I'm sure
it's going to come. That day, I know, will come. Because
we have no vision of Bruce leaving us or living anywhere
else. This is his home as much as it is our home. And God
forbid we should turn him over to a group home. You know
that's just not in the cards right now. And so what's going
to have to happen is we're going to have to open up and
accept some more help at some point. We know that. 1It's
just not yet. -

...Just little cues you give to one another, tells the other
person that "I need you, now, to do this." And you just do
it. The other thing, too, that's been helpful is that we've
learned that our house can never be neat and tidy. It can
be clean but it can never be neat and tidy and everything
can not be put away. Some things are just more important
than other things.

But we always make time for both to be there (appointment,
school meetings etc.) together. And if we can't then we
have to say no we have to cancel because one of us can't
make it. And we just wait until we can both be there.

But it's the way you figure things out. You have to go and
check things out and you have to be prepared for not always
getting the answers. But we find out what the answers
aren't. And maybe through all of that you get some of the
answers to what's medically happening with Bruce and what we
might expect. But it's still...David and I are just out
there and we're fighting the system. Things are starting to
happen around the school and getting some people to rally
and help support, but you wonder how much you get out of
just volunteers coming forward and saying I'1ll go do that
for you. How long will they go do that for you? Where's
the safe guard there? That whenever you need it, it's going
to be there?
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“Interface" and community

In fact we always shop at the K-Mart and everybody knows him
now at the K-Mart and will all say "hi". Um, It's
interesting. One of the things we've discovered... He
recently got a wheel chair, because he was so sick. We
wanted to keep him moving in getting him out and stuff.
Walking him was impossible. And at times still can be.

He's still having difficulty with um, long, long walks.

He's still got some problems. He was so run down that if we
were doing a lot of running around we would take him in the

" wheel chair. And one of the things I've noticed is, he does

not get stared at as much, in the wheel chair... Somehow
the wheel chair makes it o.k.

Changes that can give hope

What's so important to me is having the ability to make
decisions and to have power about what happens...

I think what really struck me, was the fact that.. Was the
summer tutor's interaction with Bruce. Then all of a sudden
I really realized that not only does she understand and
internalize where he's at and what he needs. But she does
it so well. Maybe it is part of her being able to put
herself in Bruce's shoes. There was also a lot of just
warmth. You could sense it, you could just see it
happening. She took great delight in very small
accomplishments. What most people would call very small
accomplishments. Estelle would just hit the roof, jumping
for joy.

And you could very quickly see that she cared about him so
much and that his learning was so important to her. It then
became important to him. Because he saw how much it meant
to her and she meant something to him. He's very
sociable... wants to please... loves to do well. So they
sort of fed off each other.

Just her approach, lots of touching and "That's great Bruce"
and "Do it again". She laughs with him when he does funny
things. You can just see it all coming out and he is
picking up on it.

BEducation

It's a parent based-program. Parents must enter their
children into the program. Parents must decide on what the
program will be... if they choose to involve teachers,
school systems, whoever. In terms of what's most important
for the child... that's their (parents) business. If they
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choose not to (involve teachers, school systems, whatever),
that's o.k. too. The only.thing that this program insists
on is that parents are involved in setting up programs and
determining priorities for kids. Every child who enters the
program gets one-on-one tutoring. There's no grouping of
kids, there's none of that... The parents volunteer to
raise the money to come up with the program every year.

So the parents of kids with disabilities raised the money
and we hired university students. We give them three weeks
of training. We train them in different disabilities. We
assign them a case load of kids and some people might have
two kids on their case loa.”. No child can have more than
four hours a day of this program. Any more than that and
you can't call it a maintenance program, when school's only
six hours. No child can have more than four hours a day.

We always trust that parents know what's best. Some parents
choose an hour, three times a week. Some parents say, my
child needs it every day or they're going to regress. We
trust in what the parents say. We always try to do for them
what they believe is best for their child. So every tutor
is going to have a different case load. A case load will
£ill their day. They might have two kids a day, they might
have three or four. And the programs are designed between
the coordinator, the tutor, the family and if they choose,
the school.

I think they're comfortable with the old traditional way of
doing things. But what we discovered was that Bruce's
priorities didn't change a whole lot. Even some of his
activities didn't change a whole lot in what he actually
did. But if you took him somewhere else to do it, it made a
difference. If he had a new place to do it in.

She read Bruce's communications. She seemed to
instinctively know it. Although we talked to her about the
fact that you really have to watch Bruce to know hinm.

How do you get him from where he is to where he needs to go
without making him look childish? That's our challenge and
we'll help you and you help us and together we'll figure out
ways. This is where we come up with more and more

computer, cause that was a really good kind of thing.
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CHILD
Child's Characteristics .

Well the characteristics of Marianne, I guess are the
typical ones of the Downs child... very lovable... fairly
good-natured, I'd have to say. I would describe her as
fairly good-natured. And there's always something in each
passing day that kind of gives you a lift. By something
that she does or something like that. She can be stubborn.
Lord, Lord, Lord. She can be stubborn. Let's see now.

Well this stubbornness, it would have to be her most
negative, most negative thing. I would have to say that was
the only thing I would consider... That's the most stressful
thing to deal with is her stubbornness.

Ccommunication

Speech is very, very poor. Uh, her biggest delay is in the
area of communication. She has to communicate by the use of
sign language. And she does have problems. Her
verbalizations wouldn't be at all clear to a non-familiar
listener.

Child's Play/pleasure

She loves to dry the dishes and things like that. Make the
beds and fold the clothes and she's the neatest child I
have. She always picks up what she lays out, always puts it
away. She's the neatest. She hangs up her coat and things
like that.

She likes exercise. She doesn't very often sit.

Knowing/learning

Because I look at Marianne and the little that she could
communicate to you that you'd be able to understand, but yet
I often wonder how extremely smart she is. She's at a
double, double disadvantage in that. If she had the speech,
she'd be really spinning their heads down there at school.
She'd be just spinning them... Because even though her
communication is poor, she lets them know that s’ : knows
what they are teaching in the classroom and... "Don't count
me out!" :

She imitates those two boys an awful lot... An awful lot.
In their actions and in their movements. She models their
actions. For example, if they score a goal in hockey, or
their wind-up when pitching a ball, or doing their homework,
and things like that.
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Child's Friends

I would say her first year at school was her best year as
far as friendships... Now I think maybe it might have been
that we hit a better set of parents. Not a better set, I
shouldn't put in that way, but a more understanding group of
parents... In that Grade one room where she was first
integrated, because she had a lot of invitations to birthday
parties and things like that in her first year. Her second
year in Grade one you could see a decline in that type of
thing. And this year, or course, it's too early to tell.

There's a group of children she plays with at recess and
lunch time. She's not a loner. She's not just in a corner
somewhere playing. She's in a group when she's playing.
Terrance quite often goes over at recess or something and
shoots a few baskets with her or something like that.

STRESS /ANXIETY
Parental Stress/anxiety

I'm no hero. There were plenty of days I said, "That's it,
I am not doing any more. I don't care where she goes or
what she gets into. I am not fighting anymore. And I'1l1
keep her home"... Mind you it only lasted a short while.
Then it was time. to start again. And you do.

In a matter of one phone call, I got the other two
registered in school. To register Marianne was an eight
month process of meetings and phone calls. I can call and
get the boys into hockey or anything. I can't do one bloody
thing over that phone for Marianne. 1It's a meeting, then
there will be another meeting and they take it to somebody
else, for another meeting.

If given percentage-wise I guess maybe I'd only give myself
seventy-five percent patience response. Like being patience
to deal with that, 0.K.? 1I'd only give myself seventy-five
percent. The other twenty-five, I think I react be being
frustrated, which makes her more frustrated and more
stubborn and the whole family unit then is frustrated. 1It's
difficult... And I don't know what it is, why some days I
think better than others. I don't know. If I used the same
mode I quess every day or whatever. But some days I just...
I let her stubbornness get me frustrated.

Even as she gets older, we wonder will she ever be able to

be left alone for a short time?... But with her

communication problem, I don't think I would be comfortable

enough to ever do that... If she couldn't get a message
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across on the phone or something like that. I can't see
babysitting ever ending.

I remember a six page report from a speech therapist, done
immecdiately prior to Marianne's entering school, that when I
received it in the mail, I actually cried. Of six
typewritten pages there was not a positive thing in it! It
was a total list of what Marianne can't do, not one mention
of what she can do. A report like this is extremely

10 disheartening. I already know what she can't do. There had
11 to be something positive to build on. It gave me a sense of
12 hopelessness and total frustration. Why would I want to

13 return to see this professional who had nothing positive to
14 say and no recommendations of how we can help in Marianne's
15 problem areas?

WO oWV

17 A lot of the professionals you deal with... you come home
is with the feeling of being disheartened. Of the majority of
19 them I have dealt with I can honestly say that. That it's
20 disheartening.

' 22 There are reasons to doubt. You know, we're worried about

23 all our children walking home from school and everything

l 24 like that. But your other children can handle the
25 situations that might come up on that road home, whereas I
26 don't know if Marianne could handle some situaticn that she
27 would be confronted with. But then again, I'm not always

' 28 going to be there... She is going to have to handle some of
29 this on her own and her brothers aren't always going to be

l 30 there... There has to come a time definitely.

32 School wasn't even focusing in my mind at that time (at

33 Marianne's birth). There would never be school (I thought).
34 There would never be birthday parties. They'll never...

35 There's a whole lot of "nevers" that was going through my
36 mind. You know Brownies, I thought she'll never go to

37 Brownies. She'd never, impossible.

39 If anybody is sick in the family, I'm stressed over that.
40 Financial demands make my life stressful. Dealing with
41 professionals makes my life very stressful.

43 Disability and Stress

45 They weren't particularly sure at that time that she was

46 actually a "Downs child" and it took two days of

47 investigation to confirm that. It was at that time that the
48 doctor approached us with the news that she was definitely
49 Down syndrome. It was a very difficult time. It was a

50 stressful time for everybody in the family to realize that
51 the child was going to be disabled. As far as family

52 members having to realize what was taking place, her other
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1 two siblings were only young at that time. Her oldest '
2 sibling was only three and a half and the other fellow was
3 only eleven months old. So, as far as any kinds of
4 interpretation in their mind's eye, they didn't understand l
5 any of this, anyway. So it was just my husband and I that
6 had to actually deal with it from the time of the birth
7 diagnosis. I
8
9 Sstress (Financial)
10
11 I didn't ever have to get too much of the special egquipment. l
12 Other than physiotherapy... I did get some walkers and I had
13 to get some wooden canes and I can remember, having a carpet
14 roll made up at one of the carpet places when she was ‘ery . l
15 young... to get her knees intp the crawling position and all
16 those wonderful things. None of which were terribly
17 expensive. l
18
19 They (sitters) are not in plentiful supply, There are some
20 girls that I can get that are very reliable. But it's
21 costing double because you pay a good amount of money for l
22 somebody that you know, will do it, and is reliable.
23
24 Demands on Parents l
25
26 They (father and brothers) rever really did have a keen
27 interest in acquiring the sign. Not to the point that I
28 did. But I think what happens, too, is they depend on me to .
29 know what she's saying, you know. I still have to
30 interpret, here. Although they get along fairly well, I
31 really do think they could do better. l
32
33 She was so sick and ah, I just... I didn't have anything...
34 I didn't have anything else in my life other than her physio I
35 in the morning that I did and... An outing for me was to
36 the clinic or to the hospital for an x-ray.
37
38 and you have to consider, too, that while I was doing all l
39 this through the space of my day, with her, I still had two
40 other young lads. I had one fellah, five. He was off to
41 kindergarten and into school and things like that. But I '
42 had another little fellah here.
43 .
44 You know, there were plenty of mornings that I'd be doing l
45 the physio or something and the neighbor would come in and
46 leave because she couldn't stand it... seeing me do this...
47 trying to get those legs straightened up. I'd have Marianne
48 plastered up against a wall, and she was just screaming her '
49 bloody head off... And all that the neighbors could think
50 was, this was too cruel. They can't witness that. So they
51 were free to go out the door... I didn't want to have her l
52 crying either... But I wasn't free to go... I had to put up
224 '
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with that. I couldn't go out the front door and shut the
door and be gone.

We take her skating and swimming and things like that. We
don't allow her to get into a rut. I do go two days a week
skating and one night swimming. So you know, it's another
constant battle. If you're going to do that for them, it's
you that,s going to have to do it, so you might as well get
busy and goc and do it. It all falls on the parents'
shoulders... I'm busy Keeping her busy... It's not that I
can just send her down to the rink by herself. They have
skates now. We come home at six o‘clock.
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2 And it's... others don't realize it's an extremely different
3 situation. If she's going to benefit from it, it's because
4 of our efforts to make sure she gets there and does it. l
5
6 I haven't explored those groups (Brownies or Guides) to be
7 truthful with you. I had her in a catechism program a l
8 couple of years ago at the church... I didn't find my
9 reception overwhelming... And I was... usually I'm not one
10 that will back off because my reception wasn't good. 1In
11 fact, that gets me going all the more. 1I'll usually admit l
12 that quite freely, two years ago I was struggling here with
13 the school, you see. Trying to keep that on the up and up.
14 And I didn't know if I really wanted to tackle the church l
15 too at that time...
16
17 There's a limit to what you can do and what your head can
18 hold. So I let that go. It wasn't what you'd expect from a
19 church. So there's a real kick in the teeth, as far as I'm
20 concerned... practice what you preach type of thing. l
21
22 Respite care would be one of those (special things) that
23 we've had to do. Baby-sitting for us, well, is it ever
24 going to end? l
25
26 My neighbors can go away for a weekend and they can send the
27 child to their sisters or the grandparents or whatever, here
28 I'm confined to the respite care worker. .
29 .
30 There was a big problem we faced, whether we wanted to keep
31 her in grade one for the additional year or move her on with .
32 those kids. That was a toughie. That was a toughie as to
33 what to do. We hated to lose that group of friends because
34 they're now in grade three. They still play with her and l
35 everything but there's not that same kind of closeness.
36
37 But we decided for the additional year in grade one because
38 we had such a terrific teacher. It's the way we went. We .
39 were pulled both ways, believe me.
40
41 There was a couple of us that started it and approached the l
42 hospital to see if they would give us the pool... It's
43 small. It's a relatively small pool but the water
44 temperature is terrific.. We're talking at 98 degrees. l
45 It's wonderful. We'll never want to go to another pool.
46 That's the problen.
47
48 ...Generally, yes, I am satisfied with my life. There are l
49 times that I wish I had more freedom of movement in the
50 sense that I always feel that I have to be available to
51 whomever may have Marianne, whether it's school or whatever. a
52 I don't feel that I can just cut loose and not be too far
226 l
235 l




1
2
3
4
5
6
7
8
9

away without... a phone call away or something like that.

It was definitely harder when she was younger and the boys
were young, as well. I didn't have the freedom to go as
much as my friends could go... out in the evening or things
like that. So definitely you're more confined... more so
than the mother of any family unit. I would say a mother of
a handicapped child is more confined and confined for a
longer period of time.

She would walk home anytime from school. Now I think maybe
that's me more so than her that's doing that (driving
Marianne to and from school). I have to put a lot of the
blame on myself. I'm not confident enough that she has the
kind of skills to walk up that road by herself... I worry
about cars and just different times that I walked with her.
If she has a rock in her shoe, she sits down in the middle
of the road to take the rock out of her shoe.

Yes, I like the swimming and I like... you have that contact
with people with the same everyday day to day situation that
you are in. I like that part of it; but as far as skating
I'm just there because I have to take her and I have to wait
for her... I usually sit and watch the kids skate for a
while... I don't get too excited on skating day.

The frustration of... it may not be any different in any
other province, I don't know. We always have this two-
tiered system in a sense that we still have our Forest Home
institution. Handicapped children are institutionalized.
And you'll have your other group going more for integration.
Instead of that being those two groups trying to work out to
a common goal that's beneficial to specific needs. Your
needs are different than my needs. So no one wants to work
together for the best interests of the individual children,
whatever those might be.

I am pro integration. But I don't like the ideas shoved
down somebody else's throat. I'd like to see something
worked at and worked at reasonably without it being a
confrontation.

This was Health and Social Services. That's what they had
provided in the first years after Marianne was born. It was
from this request of mine, to put trained worker in my home
versus putting Marianne in Forest Home, that community
respite care started. Put them in the community. And if
they still wanted that connection, they'd still have that
connection with Forest Home that ultimately... perhaps they
were responsible for care. But Marianne wasn't over there.
And it's not that I thought she was any better than the
other kids or whatever that was over there. And I certainly
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never questioned the capability of the staff. It was
something that wasn't suitable to us.

Lack of BSupport

The doctor that was attending me at the time, the
obstetrician, had no idea in the wide world on how to cope
with the situation. So he ran from it, to the point that I
was five days in hospital and I didn't see him over the
space of five days. He never came back. That was the end
of him. He was gone.

It was after the hospital environment that we did hear from
some other people... that the burden is awesome. It's a
responsibility that never goes away. And perhaps maybe
could consider sending her somewhere else.

They were shocked that this happened and offered support by
saying, "Oh well, you can handle this." "Things won't be
that bad." This was both sets of grandparents and that's
on-going. That's an on-going thing right to this day.

I don't think it's rejection. 1I think it's more of a fear
of what to do or how to act or... What would I do in a
situation if she happened to take a stubborn streak or
something like that? I think it's ah... No I can't say they
reject her. Both sets of grandparents, I think, are very
fond of her, but at a distance. As long as we are there you
know, to be the main caregivers and look after her. But
don't expect us to jump in and try to alleviate some of the
stress. No we never did have that kind ¢f hands on
support. And that holds true to all family members. I can
honestly say that there's no support in that family unit.

I don't have a lot of people pounding down my door saying
"You want me to take her for an hour?" or "I'll take her
some Saturday evening or something." I don't have any of
that. I don't have that kind of support. The only hands on
support that we've ever had is what we bought and paid
for... that is domestic care worker or baby-sitter or
anything like that.

Nobody would come near her when she was an infant because...
When I look back on it now and thought (at that time) that
it was valid. They were very scared to look after her
because of all her health problems. Because you could lay
her down at eight o'clock and then at ten after eight she
could be in real distress breathing. And indeed, that was a
valid point. But I wonder if they didn't play on that too?
Thinking that, all right that's a legitimate excuse and you

know they're going to say they don't want to look after her
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because they're scared that something was going to happen to
her.

We're always present, ya. She'll go in to her grandparents
or something but Sam is with her or something like that.
Age is a problem there, too. I mean, they're not young by
any means. But I think even if I knocked twenty years off
their lives, I still think it comes down to the basic thing,
that they wouldn't know how to react to her in a certain
situation. I think that's why they don't...

I could sit here and talk to a friend of mine about the
problems I might be having with the T.A. or something at
school... Well they're not in that situation. They
respectively listen to you but they're not hearing what
you're saying. And it comes to the point that if that's all
you're going to talk about to your friends they get to the
point where they don't want to listen to you anymore
anyway... Because they're not facing that situation. 1It's
not a lack of interest, it's that they're not involved in
that situation. So it means nothing to them in that sense.

Miscellaneous Parental Emotions

I was at a complete loss. We knew nothing of associations
for this type of thing. We knew nothing, absolutely
nothing.

Sam's concern was not so much his reaction but everybody
else's reaction. What everybody else would say and think...
That kind of bothered him. But he's extremely good with
Marianne. he hasn't got in too much to the signing or to
try to understand, you know. It's the communication thing
that's the big, big problem.

I really don't... I don't have too many regrets in what I
had to do over the years. Sometimes I had to compromise in
one area to get more in another area. When you look back
there were no other options open to you... I look at
perhaps times that were taken away from the bhoys because I
was tied up with her being sick or things like that. But
there was no other way that it could be done... Because the
need was great that was there at the time.

I don't think that anxiety about time away from the boys

ever goes away. You certainly reflect back on that. And
even the fact that it still happens to the present day.

SERVICES

Services (General)
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I think definitely the professionals that are... sometimes
maybe they are thinking that the parents are looking for
somebody to put the blame on, or something. Maybe they
think that's why we are hard on the professionals; but I
don't think that's where the majority of us are coming from.
Really what we're trying to get across to them more, is just
try and see the child as a whole. Just not this child that
this mother or father has to deal with. There are others
involved. There's only a certain amount of time that you
can do it. And most parents, 99.9% are doing the best job
they can anyway, or the child would never have everi shown up
for the appointment... They're doing the very best they
can. And I don't think there are too many people that are
slack in the sense that if you want your child to accomplish
tc the very best he/she can. You're going to darn well work
and put some effort into it. You're not going to let the
child sit in front of the T.V. and all this. And I think
the professionals do have to realize that. They have to
realize that you have to work with the parents. Don't work
against them or nothing, nothing will work out... nothing at
all, actually.

Social Services

Not very many people or agencies provide any kind of
support. Well, the family support program through the
Department of Health and Social Services does. And that...
well it's more of a financial thing than any kind of
tangible support. By that I mean, they would pay for
respite care~workers, for example. That doesn't do us much
good, when we haven't got a respite care-worker. They don't
have any staff made available to you that can come in and
help you out... which has always been the big bone of
contention I had with them. Like, just don't send me a few
dollars trying to keep me happy. It's not what I'm looking
for. I want somebody to come in here for a couple of hours
and give me a break... or know that we can go away for a
weekend with another couple. That's the support that I'm
looking for in a family support program from your
department. I'm not looking for cheques. I'm not saying
that we don't need the financial support either. We
couldn't pay for respite care-workers all the time either...
to go away for a weekend. The financial end of it is good
but it's no good sending me money if I don't have the
person.

School (Descriptive)

She had early intervention. Three mornings a week, we first
started with. They increased it to the five mornings. Then
just before her first school year, we put her in until three
o'clock in the afternoon.
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They really don't exert and pressure (to move her out of the
school) at this point in time. It has been said to me,
though, if... if with maturity, if she's not going to fit
into grade three class room, we have the option of moving
her up to grade four, or whatever. But I think they realize
now, after two years of me being down there, that I'll give
them the rule on that. 1I'll decide on that, ...what I want
to do. Definitely I would say they wish that they didn't
have her. In a community this size, it just amazes me that
she's the first child with a mental disability to be
enrolled in that neighborhood school... We're not talking
about a new school by any means.

Ya, it's lonely though, if you're the only one in a big
school like that. We have an enrolment of 550 down here.
It's lonely.

If you had another family that had a child that is trying to
be integrated into the system.. it would be better.

They (day care/early intervention) changed the system to
accommodate her. Whereas I don't see that in the schools.
She has to fit into their specific system, somehow.

And I mean these are the educators with all the education
and the brains. Why are they expecting a disabled child to
fit into their system? What can they do to make it easier
for the child to fit in? You're the one without the
disability. Don't put the onus on the child to fit in.

I put her right down here in the neighborhood school, couple
of blocks down the road... I didn't have a lot of support,
of course. I still don't.

struggles

I think they have the philosophy here that... Well I know
for a fact that disabled children are probably the lowest
priority on a list here. And if it's a child Jjust with a
speech impediment or something, well they can work on that
and see some success. But if you take a child like Marianne
where you're basically trying to teach her oral langauge...
that's a big job. That's a big job, and they don't have the
time or the resources or I think what it boils down to, is
there is no interest.

But I can remember my original request for respite care for
Marianne. We were told if you want to go away for a week-
end or a week or whatever, Forest iiome was our only option.
That was it. That was all. "Well, that's not for us.
That's not what we'll be doing." So if I want the week-end
off you're telling me I have to put her over in the
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institution and tell me to drive away and tell me to have a
good weekend. Now you've got to come up with something
better than that... I don't want it, I don't want it. Take
your worker who has qualifications and bring her on over
here. She stays here with school available to Marianne.
There's a car available to her. Come here and look after
Marianne in the community. And then let me drive away and
you can say to me, have a good weekend.

But on the other hand, there were families who wanted
respite care provided for their children in Forest Home. I
could not with clear conscience, dictate to them that they
should have the worker come to their homes - perhaps they
wanted to be home themselves for a week-end, without their
child. So this was a problem and continues to be so. How
do you satisfy both sets of parents? It is not my wish to
have institutional care. But how can I tell others what
they want? So Health and Welfare Services continues to
operate two systems. A lot more work has to be done in this
area. Financially alone, the taxpayers cannot afford to pay
for “disadvantaged" citizens to live in both worlds!

If I were a foster parent, I wouldn't have to worry about
going out working trying to make some money. They'd provide
me with everything. I'd get so much respite care and I'd
get money for looking after the child and everything. But
if we ask them for anything for our own natural child that
we try to keep home, it's a fight.

It hasn't been a stressful situation with my pediatrician.
But any of the other disciplines I have had a lot of
stress... It's the attitude they exhibit. And mind you,
you can't put everybody in one lump sum in that. But
there's some in the same discipline but have a different
approach... that makes it easier for you. But generally
speaking I would have to say it is the attitude. And
absolutely no comprehension or willingness to acquire
knowledge of what it is to have the child for twenty four
hours a day, and try and keep a normal family circle going.
They can come up with umpteen suggestions that are not
practical to implement at all...

I get really stressed-out with some professionals who are
hell-bent that the child should acquire a certain skill at a
certain age, and if not accomplished, would give the
impression that the parents were not teaching it or even
working on it. They did not consider if it was the approach
being used by themselves or, if indeed, the child needed the
skill at this time. Does it make sense to the child?
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I had one professional come here, well not here but out in
Dover and wanted me at that time (because she locked it up
in a book that the child should be able to learn how to open
the door handles for getting in and out of your house.

Cause age-wise that book said that). Now, the professional,
I mean just had to look at Marianne. Marianne was not even
on her feet at that time, although she was two and a half.
And she used to jump around the floor on her bum was how
she'd get along. So I asked the simple question, "Well how
am I going to get her up to the door knob? She can't take
the weight on her legs yet. That is what we're working at
now... to get the weight on the legs...

Ch she didn't like it (my questioning her). She didn't like
it one bit and indicated that "Mother was unco-operative."

Don't provide parents with a list of do's and don'ts. Ask
them "Do you think that's possible that you can do that
certain task and without putting added stress on yourself?
Would you have time to implement that? And let me know how
you're getting along with it, you know. If it's useless,
call me up and tell me it's useless. If it's something
that's going to work for you, great. Let's develop on it."
That type of thing. But they never did seem to have that
kind of approach. I didn't see it, anyway, with the people
that I had dealt with.

PERSONAL

Dad

Oh yes. He's very good with Marianne. He's always been
very supportive of her and things like that. Perhaps it has
taken him a little longer to adjust to the fact of a child
with a disability. But I think that happens everywhere... I
had those five additional days in hospital, too, where I was
exposed to her and was the care-giver to her. So I always
had five days plus on him.

I'm the walk-the-floor type... but he's always supportive in
the endeavors that I came up with as far as skating or
anything like that. And if there is any problem or
whatever, he will always go and intercede... to see that she
gets in. it was the same when we registered her for school.
Sometimes it just takes a couple of words from the man. (
Which I don't agree with). But I remember trying to get her
into school and they had listened to me for months. I can
remenber him sitting at one meeting and he said to the
principal, he said "We both know that you have had and will
have children in the school that are going to cause you a
lot more trouble than Marianne ever will. So get on with
it." And that seemed to be the be all and end all of it.
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Whether it was just my exhaustion of having talked with them
and wasn't getting to home-base, or what...

He can step in quite easily when he takes her for a little
while. "All right, Marianne we're going for a little drive"
or "Let's go down to my office and play with the computer."
And it always seems to be at the very best time where I say
“"Oh my Lord". You know she and I have to be separated for a
few minutes here. Somewhere, sometime, you know. So it
always works out well there, too. And the boys seem to pick
that up, as well.

Mother's self concept

I'd like to think that I'm a competent person. I think so,
you know. I certainly have the confidence that I did the
best I could in any particular situation.

Personal Needs

It was that second year that she was in daycare that I went
back to work part-time. I worked the mornings. Well I
worked as a lab technician at the capital city clinic but we
just got laid off there the other day... The clinic closed.
So I did that in the mornings, which was great for me too.

I had to get back out in contact with the adult world. I
just had too. I just had to make that contact again,
because it was too much at home. It was hard enough when
you had young ones at home. Everybody realizes that, but
when you have all this extra stuff that you have to do for
one child.

I had no choice, But, no, I know I could never think that
the burden was too much, even when she was so desperately
sick. Those were hard times. Oh they were rough... nights
and nights and nights of lost sleep. And you'd come home
and you'd wonder what could I get for supper? The other
ones are crying in your ear looking for something to eat.
It was rough going, there's no doubt about it. But no, I'd
never, ever tell anybody the burden's too great. You know,
it took this two and a half years of physio, but when she
took that first step on her own... It makes a difference,
makes a big difference, ya.

Well, I don't know if I want to explore more education for
myself. But there are times that I wish that perhaps I was
a person that could be employed full time outside the home.
I really feel, even up to this point, that I'm not
marketable to be full time, because there's no employer that
would give me the amount of time off required to attend to
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Marianne's appointments, that can only be done on a nine to
five basis.

I am going to miss my few hours of work each day,
definitely. I hope to find something again but... because
it was good therapy for me, too.

This is what I mean when you have to work outside the home.
It's that space cf time that you can forget about... Well I
got speech therapy on Thursday and... You can forget about
that when you are at work. You have three or four hours of
somebody else demanding something else of you. So that's
gone out of your mind. Whereas when you're at home your
calendar is just basically appointments and things 1ike
that.

I know when she was born and they came to tell us, if I had
had somebody that could have said to me, (whether it be a
nurse or whatever), "Things won't be that bad. I went to
school all my life with somebody with Down Syndrome." That
would be a big "pick me up."

You know it's just that extra... I mean it's an awful
feeling when you'‘re preoccupied with this child with this
disability you think of nothing else. And no matter who you
ask, they know very little about or what they do know is
very gloomy. You don't want to hear it, anyway. I don't
know how many books I took home here and shut the cover
after the first page.

I could use a little more of action. Actual hands on type
of things and...

Care of self

I love to walk and I love listening to music. What else do
I do? I read. If somebody gave me five days off and gave
me a number of books I'd be the happiest woman in the world.
I wouldn't have to do anything else but sit and read, I'd
love it. I like to go out quite frequently. I belong to a
craft group. I go with friends of mine. We never
accomplish anything in the craft line but we have a good
time. No I don't restrict myself, I go out.

And he and I always go at least once a year when he has a
meeting away to another province. I usually go on that for
four or five days, and any other meetings that he might have
out of province that I can possibly ask for a respite care-
worker, I go... I don't mind it as much now as I did when
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she was really young. Well, I guess I usually get a fair
kick at the can.

.. .because we could be there swimming with other parents of
disabled kids for the hour and all we did was growl over one
particular issue that we may all have faced, whether it's a
school problem or something like that. Then another week it
may be entirely different. Maybe something really good
happened. Something was turning out right. So we talk about

that. It's just the similar... because we're in a similar
circumstance and those are the people that best
understand... Somebody else that knows exactly... yes I went

down that road. "I was where you are, two years ago," kind
of thing...

You always have that kind of safety net where you can say,
look your fella's in grade four. What did you do in this
particular time? Did you have that problem with him in
school? or something like that.

I try to go out for a walk every day. I usually go with my
neighbor. This is my time... a half hour to forty-five
minutes. We have a real good time.

Inner Strength

Well I guess when I look back, it (inner strength) must be
pretty good to go through... I mean sickness and the... And
I'd have to say it's pretty darn good because there hasn't
been a whole lot of support anywhere else other than in our
immediate family so...

Oh no, I don't think up to ten. I don't think I'm a ten,
but now it (inner strength) would be an eight.

No I don't get overwhelmed. Thank heavens for that. No. I
don't think I overwhelm too easily.

I do have a sense of humor. Cause there are days that you
might as well laugh than cry... I do have a sense of humor.
I can-see that.

I quite readily say when I've had enough, I've had enough.
Volunteering

A lot of things that I find myself volunteering in are all
centered around mentally handicapped, except for catechism,
I do that for the church.

That has been a kind of blessing for me. At least it's
something that I volunteered for; I get some enjoyment out

of it. 1It's not a big hassle to me...
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I'm involved with the developmental equipment library for .

the mentally handicapped for the past six years. I like '
that. I enjoy that because it's something that you can see

that's providing a direct benefit, cause they can come in

and borrow these items and use them for their kids. I like

something that's actually getting to the child.

Parent's Friends

I have a good many friends all right. They're supportive
in... well I can't say... not so much hands on type of
things. Like I was saying yesterday, I don't have a great
abundance of people saying "Well maybe Marianne can come
stay with me for a Sunday afternoon" or something like that
you know... If indeed, though, I had to take her somewhere
and something cropped up or I had to go home on a family
emergency, I know there's people I can call. Friends that
would help me out, you know.

S8URVIVAL

Positive Support

The pediatrician I found was excellent at that time. The
pediatrician, who was supposed to just be looking after the
baby, had to take me orn as well. From him I got a fair
amount of support. Fortunately he's the pediatrician that
was in practice for thirty some odd years and has dealt with
this situation before. He knew a lot of children with Down
Syndrome so that he

could give me a somewhat positive attitude about it. Had it
not been for the one particular pediatrician, I don't know
where we would have turned or to whom we would have turned.
The pediatrician's words to us were, when I asked him where

do we go from here? I remember specifically asking him
that. He said,

“"yYou take the child home and you treat her as normally as
possible."

The club is competitive and they try to teach everyone to
skate well; yet where Marianne has a problem in a certain
area, they try other options that will give her success, as
well.

Sometimes people ask, "Who gave you the most encouragement
about your child, and the most support for the new parent?"
I would have to say, "This particular pediatrician."

I recall a story of the grade one teacher, the first couple
of days that Marianne first went to school. Well she gave
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all the other children numbers to print on a sheet. I
believe it was the number 4. And when she came to
Marianne's desk, she gave Marianne a nice picture to color,
because she wanted Marianne to have success. Her intention
was honorable. I'm not saying anything about that. She
thought Marianne could color but she couldn't do numbers.
0.K. this was a low expectation. So Marianne looked to the
left of her and she looked to the right of her and she saw
both students with the number 4. So she took up her
coloring page to the teacher. She put it down on the
teacher's desk and she said, "Four, please." She wanted the
number 4. So the teacher.. and she'll tell the story
herself, was so astounded that Marianne knew the number 4
that she couldn't find the 4's page fast enough. She was
astounded! And she said from that day forth, she said
whatever the other children were getting in the classroom,
Marianne got too.

There's been friends that have been supportive, girlfriends
of mine. When Marianne was really youndg and still to this
day, they are supportive.

It's the five of us. There's not another person that comes
to mind that I'd jump in and say well they really helped us
out in the bad times.

our pediatrician is a good support for us. Unfortunately
he's retired so that's a big loss right there to us.

I know the first year that she was in school there was some
parent that had spoken out from the very start of the school
year at the "Meet the Teacher Night" and said that they
thought it was an excellent idea. That this chii& be in the
class room and it's high time it happened too.

I had a meeting with them and it seems to be superb. The
classroom teacher has a T.A., again, so we seem to i::
getting luck that way... And the grade one teacher was more
than willing to keep her the second year... would welcome
the idea and she thought that she could get her to progress
a little bit further

academically than if we plunked her into the grade two at
that time. And she was right, in that.

I think there's a difference between listening to somebody
and hearing somebody.

There was a lot of people would phone and a lot of prayers
were said and masses were said and things like that. But
there's a difference between support that happens to be just
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given verbally... but there's nothing wrong with verbal
support. You need that too...

She has different attitudes but yet the same discipline of
speech and language pathology, (she has) a different way and
a much different way of working with Marianne.

8pousal Support

And another good thing, when it's a couple doing it. I mean

- don't get me wrong, there's times when I'm burnt out wanting

to wash my hands clean of it all... But then if you have
that extra strength coming from the other side that wasn't
so involved in it, that could then take over, so you get
rejuvenated again in order to carry on with the task that
needs to be done.

+...If I'm tired here in the evening and I've had a
particularly bad day with her after school, I just can't
take anymore... that's it. I'm done. But, see; then Sam can
come through the door fresh, "Now what's the problem here?"
you know. But he hasn't been in it for the last two hours
and it's an entirely different situation.

Sam's usually home now on craft night. He knows that's
pretty important for me, craft night.

8iblings

I would say the oldest fellow, like I say, was three and a
half when she was born. I can remember distinctly hin
saying, when we brought her home, that he thought her eyes
looked different. You know they have a down, a little
slant. I remember him saying that. I would say he was a
good five, before he started to realize the difference.

Marianne would have been a year and a half, and he knew of
some other children who were her age. But you have to
consider he could see, at that time, that I was doing a lot
of extra things that you just don't normally do with a baby.
I was doing physio~-therapy. I must say that both boys,
though, have never ever shown any kind of resentment or
anything like that towards her. The youngest fella was only
eleven months at that time. I think he grew with her, not
being that far apart in age with her... I don't think he
ever really realized that there was too much wrong with her.
I think he just went with the flow of things. Definitely he
saw, too, that there was some extra work being done, and
things like that; but I don;t think... Of the two boys, I
would say the youngest fella would be the least likely to be
able to point out any big areas of disability with Marianne
at that time.
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It was hard on them I think... definitely. I think when you
look back at those days, there had to be a certain amount
that they lost. Yes. There's no denying that. But they
are none the worse for the experience. I would take the
oldest fella, thirteen now, and compare him to other
thirteen year old's, that we know. I just look at the sense
of responsibility that he has compared to other kids, and
their general attitude to somebody with a disability or
somebody that's a little bit different, our sons, they seem
to have that extra thing that perhaps you wouldn't see in
other teenagers that are so self-centered. Now I'm not
saying mine are the best, they can be either. There are
times when they get pretty darn mad at Marianne. You know
there's no doubt about that. But over all, I would say they
lost but they gained a lot too. I think that they've gained
from the experience, as well.

I kind of wish that... of course you're always wishing... I
wish that. perhaps they would spend a little bit more time in
the communication area where Marianne really needs people to
use the sign and try and understand what she's saying and
things like that. But then you look at other things they do
with her, playing road hockey, etc. and they include her in
the road hockey... So, you balance it all out. You can't
ask too much.

...I would say by in large, they're fairly patient with her.
They're very, very patient with her. I think, too, living
the situation twenty-four hours a day, they acquire the

ability to handle certain situations because they see how we
handle then.

If it's a day that I just don't have the strength to deal
with her stubbornness... And I just want to take her and
say, "Come on!"™ and I'm losing my patience, everybody's
patience is gone, automatically. I notice that... If I
yell at her then the oldest boy will yell at her, "Come on
get ready for school"... But the days that I'm not losing
my patience with her and can handle it, then I see that
modelled from them. That's how they handle the situation
the next time she's in a stubborn, stubborn streak.

I think all in all, it's been a positive thing, but there's
no doubt that they had to give all in some areas to gain in
others... There's no doubt about that. 1It's not all a bed
of roses. But I think ultimately what we've gained from
these experiences, it's going to help them.

I've heard various people comment, teachers of the boys or
something like that. Something, somewhere has made a big
difference in themn... '
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If there's somebody hurt in a fight, if somebody has a
problem, it seems to be our fellows, not just ours but
others too. But they principally go and handle the
situation... And they look out for those that are being
teased on the playground or something like that.

Of course communication problems is the one that's very
outstanding for her. But if you were to question them on
something else I don't think... they may say she's a little
bit slower to learn or something. They certainly wouldn't
go into it in any great detail. And it's not because they
wouldn't understand it but that's the way they see it, I
think. :

Wayne has just left that elementary school now this year.

He was with her then for the two years that she was in grade
one. And I never heard a negative comment from him as far
as being in the neighbourhood school. and, um, that began
when he knew she was going down to Pine Hills school. Well,
why shouldn't she? Where else would she go anyway but to
Pine Hills?

One example of embarrassing incidents was last year. It was
at lunch time. There were some kids around the grade one
doors and I believe they were older kids in other grades.
They were encouraging Marianne that perhaps she should take
her shirt off... and then I think they, perhaps, were going
to go further than that too. With all the clothes off cause
they told her it was a hot day, that she should take her .
shirt off, which she did: She took the shirt off. Well I
think there was a couple of buddies of Terrance who came and

‘got him on the school ground, to come to her assistance.

And he came directly over and got the shirt back on her and
told her not to do that. Well, a teacher happened to be on
duty as well, and saw what was happening. But Terrance did
the handling of the situation.

He didn't want to disown her, which is what I got out of the
situation, anyway. He didn't want to disown her, although
he was embarrassed by it. There was no doubt about it. But
he wanted to get to the one who really caused the problem...
Well it's something strange like that. It's hard. 1It's
hard on the siblings. He told me about that right as soon
as he got in the car.

And then the older brother last year was in grade six. It
wasn't that dramatic of an incident, I don't think, but
uh... Marianne was in the corridor and she was running away
from the teacher assistant or something. She was in one of
her little moods there. She didn't want this teacher
assistant and I guess she was making quite a bit of noise
out in the corridor. She happened to be going by Wayne's
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room in school, and somebody in the school said "Oh, there
goes your sister." So Wayne went out and he calmed her
down. He handled it. He does that on his own accord. He
will check in on her for a few minutes at recess and noon
break just to see that she is happy doing something.

Characteristics of Family Members

I think they have a good sense of responsibility and a sense
of humor, too. One probably has a good sense of humor and
the other fellow probably doesn't have a terrific sense of
humor, they kind of vary there... Sam's more of a serious
type. He tends to be a little bit more tense in situations
where I wouldn't be.

Relief from Stress

The service that I received at the day care was absolutely
wonderful. I had no problem whatsoever. I reached out to
the day care myself because I was at home with her. At that
time I was doing physiotherapy. I was doing speech therapy,
I was doing occupational therapy. And when I wasn't doing
that, I was sitting in the doctor's office for an
appointment, to the point reached in my life where I said,
if somebody doesn't help me with something pretty quick, I'm
going to lose my mind.

Strategies

Her frustration level was really high. Mine was really high
because I didn't understand what the child wanted. So
that's why we got into the sign language. We had a tutor
come here who was deaf and mute.

We immersed in sign language right away. Because the tutcr
communicated only in sign. It was a real good way to learn
because you had to learn to sign or you didn't know what the
tuvor was trying to get across.

One thing I don't do and I would say Sam, too, is we don't
ignore. 'We don't ignore things. Certain things that she
has done or tried to do which were unacceptable behaviors,
we never ignored. We corrected unacceptable behavior right
away.

I usually set a goal and stick to it. But always try... to
use a reasonable approach. Not always a confrontation.

I try to work around them. I feel I have done that in my

situation at school. The principal is not supportive of the
endeavour of integration, and is just not going to be
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suppor tive. In my way, I worked around him rather than
through him.

I'd say we're pretty good at family communication, but I
wouldn't say we got it "aced" by any means. I think the
boys are very good to say to you what happened or that such
a thing went wrong today or something like that, which is
very good. Sam and I would talk when we have the
opportunity, such as when kids are in bed for the night, or
when doing dishes, and so on.

I always keep Sam abreast of what's happening as far as any
problems at the schools or things.like that. So that he's
well aware of what's going on...

I don't think he gets the feeling of being left out .. I
think if anything, he would try to help out in as many areas
as he possibly can. Sometimes I think he thinks that he's
helping most by looking after what the boys are involved in,
you see.

I'm knocked down an inch... But give me this breathing time
until I get myself back on my feet here... I do that.

We swim over at the hospital pool. We (Marianne and Anne)

go once a week. The kids love it and then I have a chance

to talk to the parents while (we're) in the pool... I like
it. It's good for both of us.

Well I'd have to say that (our ability to deal with family
problems) over the years is good and nothing's really
tumbled us... So I would say it's moderately good. Of
course there's always stressful times... following something
like that or if you have to deal with an illness. Or a lay
off or anything like that. We certainly don't go off the
deep end or anything and be totally crushed... or hit the
drugs or alcohol or anything. So I'd say we do fairly well
in coping with problems.

The basic philosophy I've always had with these
professionals is I watch first, their reaction to her, and
then I could find a base from there, where we're going to
go. Whether it's going to be a success or failure. And so
far I've been pretty well on. If the professional person,
(as I arrive with Marianne) is "How are you Anne" and
everything like that and there has been absolutely no
mention whatsoever of Marianne being there or looking at her
or anything like that. Well, that to me, says it's just not
going to work out. If they acknowledge her and make her
feel the least bit welcome... Because she knows who's
friendly with her and who isn't...
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Interface with Community

But I did have her in an art class down here. I did that
for a couple of years. I met both positive and very
negative reactions to that... Some from other parents who
were taking their kids into the art class... In fact one
parent said to me one day, "What do you think she's going to
learn here at the art club?" I said, "She's probably never
going to make what your daughter can make. But she's
getting exposure to other children and the children have
exposure to her and hopefully those children will grow up
with a better attitude to the handicapped than you are
displaying right now!

And conversely to that, now, I registered her in the skate
club figure skating program here. Now they gave me no
problem whatsoever as to try and get Marianne into that
program. None. Now, I know I make it clear to them at the
time that you're not going to make a grand figure skater out
of her. She hasn't got that kind of co-ordination. But she
likes to skate and she likes to be with other kids. And I'm
paying my $89.00 like my neighbor can pay $89.00 and she's
coming. And I had no problem at all with them.

I'm going to have to give the church a whirl, for example,
again. Because ah, I want her, now, to make her first
communion. But the problem with the communion.. I don't
think it will be the two priests at all. It will be just
that she probably won't want to take the host. She doesn't
like taking something new that she hasn't had before. But
that's another one I'll have to go through again.

Changes that give hope)

But the support that actually requires an action... to
actually go out and do something... Is a whole lot~
different.

If anything that I have learned out of this is that if
anybody came to me and said they have a new Down Syndrome
baby, the first thing I would offer would be tangibles
support... Like if you want to go shopping on some
particular afternoon, you drop the child here, and I'll look
after it. That type of thing. People need that and there's
not an awful lot of it.

I hope I see that (less societal ignorance about
disabilities) in my life-time I really do. Because, that
is our main basis for... Our main philosophy behind
integration, is that these other children will say when they
are grown up and out into the work force, "I know someone
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who had Down Syndrome and things are not as bad as what you
are trying to make them out to be."

It's great to see this new material. Video's too that are
out now... Give Me A Chance. Things like that. The child
first, I'm a baby first... that type of thing. 1It's what we
needed.

Education

Well in her day care years, she progressed through the day
care a little bit. They could see that the oral language
just wasn't coming. They did ask me if I was interested in
sign language. Well I knew that the child needed a mode of
communication.

The grade one classroom that she was in with the regular
teacher and the teacher assistant signed to the class. They
took it upon themselves to teach sign language right in the
class room... Ten minutes a day was allotted to sign
language, to the point that those children at the end of
grade one were almost fluent in sign language. They amazed
me how they picked up and they loved it. The same thing is
carried through in the grade two room but that's only at my
insistence that it be continued. They did want to drop it.
They figured if they forced her to use cral language that
maybe that's the mode. But there's no sense in forcing her.
She depends on her sign and I think you have to learn this
stuff, it's as simple as that... So don't take away from her
what she's got. Keep adding to it... don't take away what
she's got, is my philosophy. So they do the signs.

I'm trying to think of something other than the formal
education but as far as community events or participation in
activities or anything, it's usually a family thing that we
do. For instance we all go to church together or something
like that. Or we're attending hockey games. Education as
far as day to day living for Marianne is a joint effort from
all of us, I would say... because we all participate in
that. But the formal education I would say it's more.. it's
me, as far as what she's getting in school and hoping to
accomplish and things like that.

Wayne did go out. Of course the teacher in Wayne's room was
very good, too. He didn't mention the fact that Wayne went
out or anything and had to help with his sister... He
just... If he felt Wayne had to do that, he let that go.

Oh day care was excellent. They had a good group of people
that were very knowledgeable; but yet, didn't shove they're
knowledge down your throat. They didn't always want to make
thenselves look like a professional telling you what to do.
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Although you knew from the very time that they opened their
mouths that they knew what they were talking about... But
they always... they could spill off a lot of things to you.
But they would always say, well what do you think? Like
they gave you chances to participate.

And they always kept you abreast of... "Look that's not

- working. We're cleaning the slate on that. What we're

trying to do with her is not working. 1It's probably us or
the way we're doing it, or something. But we're scrapping
that and we're going to try another whole approach on that."

And they didn't try and take her and stick her into their
system. They kind of made their system work around her.

The speech therapist I have now is Susan Jones. She also
knows the things that we need for Marianne. Susan wanted to
have her the first part of the year down at Pine Hills
school so she could help get the program in line with

computers and things that... I have an awful lot more of
personal effort put in from the therapist as to try and help
out with Marianne's communication from Susan... She starts

with a positive. She's not going to build you up with a lot
of stuff that you know is a whole lot of bologna, that's for
sure, either. She starts with a positive and works from
there, rather than the negatives.

That's, I guess, why I got along so well too with the grade
one teacher that had her for two years. She was positive.
She would always show you, well look she did this and she
can do this really well. Ye are very pleased with her
ability in this area. And then (as the teacher progressed)
she'd say, "But, of course, you know, math skills, she
doesn't have those yet and maybe she won't." You know, that
type of thing.

Gradually come down and got out everything she had to say
but she didn't meet me at the door and say, well look, she
can't do this and she can't do that. 1It's a whole different
approach.
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CHILD

Child's Characteristics

0.k. He's curious, and he's funny. He has a good sense of
humor. And he's nice looking, you know... pleasant.

He was hitting and slapping and screaming and things 1like
that...

He's frustrated. He's very frustrated. He doesn't have the
language to be able to express what he wants to say. And he
will become quite frustrated.

Communication

Sometimes he'll say" Mom", if he hasn't seen me for a while.
I'll come in the door and then he puts out his arms and say
"Mom"...

He said "boy " and "“good" and "out" and "up". He's got a
few words but they are not consistent... One time he'll say
them and then he won't say them for two months... Then he'll
say something else, you know. He makes a lot of noises he's
being very vocal... So he's getting along excellent.

Well if I ask him to come, He'll come, or I'll say get up...
simple commands, that he's responding to, "“come", "up", and
"let's go out", you know. I try to keep the language to
things like, "shoes on", "coat on", "off", "in", "out".

child's Play, Pleasure, Recreation

But she wouldn't get him to play Barbies with her or (ask
him to) come to do something with her. She wouldn't.. The
little girl next door... She'll get her to come play
Barbies. But maybe that's because she's a girl and Shane is
a boy, I don't know...

He'll usually just watch them. He'll watch them play.
He'll come over and he'll look but... sometimes he'll put
something in the middle of them. And she'll say, "Shane
that doesn't go there" or something. You'll hear her... Or
she'll growl at him. But he'll sometimes get his own

things, too, and go and play. Or he will come out and hover
near me.

But for Shane... He can't play appropriately with the toys.
He wants to take a pen and put a clothes pin on a pen, or
put a stack of things on top of things and try and fit
things together, even things that don't fit together... It's
amazing what I've got that's fit together for him.
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He's always just fascinated with things that will go on your
finger, that he can put on your finger. So you get things
like

puppet things for his fingers. He'll find the weirdest
things to try to put together.

If I put on some music, sometimes he'll.. Margaret will be
dancing around there, Margaret wants to dance with me and
I'1ll go and dance with Shane and Margaret. 1I'll have one on
one side and one on the other. We'll be dancing around the
living room.

There's uh, one thing I wanted to mention about him... that
he has exceptional balance. It's unreal how he can balance
himself on things.

Oh my goodness, we had a hospital crib with the great big
high sides, and I kept him in that for the longest time.
One morning I went in and here he was just sitting on the
edge of the crib, just balancing. I mean it was only about
that wide. Sitting there. Another time I went in a I found
him walking. What was he walking on? The rail along.. He
had climbed up onto the dressers, got into his crib and was
walking along the railing of the crib. I Jjust couldn't
believe it. Then we have a ledge down stairs in the
basement that's four feet up, and he walks on it. He walks
on it all the time, I'm forever going down and finding him
up there.

Learning/Knowing

Well, I know what's wrong, what the problem is. It's the
attention. Shane needs praise and he needs it from me. The
last month I've been doing a lot of praising but I've been
away on a conference for five days and I just haven't been
here to give him his praise.

Shane has to be praised... This is probably uvne
characteristic on the negative side. You just can't say you
did a great job Shane. You have to go "Oh! Boy! I really
like what you did, Shane. Boy you're a really smart little
fella" and then it's the big smile on the face. So you
have to go overboard in order to get a reaction from Shane.
That's why a lot of people find it hard to work with him.
They aren't used to him, because you have to really give of
yourself tc get the reaction. But it does come.

And I also found out that I can over-prompt him in teaching
him. That's a danger too.
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Child's Friends

I found that, now, they accept him (at Sunday School). When
he first came in he wasn't sitting down. He wouldn't sit

down and he was yelling some and doing inappropriate things.
And all.. the kids would laugh some and now it's o.k.. But
I find that the kids... they're saying, "Hi Shane", and the
older kids, will be walking along and they'll see Shane and
say, "what have you got there, Shane? What are you doing?

They'll talk toc him even though he doesn't speak back to
then.

They will talk to Shane and Margaret and get things for him
or do things.

Stress/Anxiety
General Farental Stress/Anxiety

I was pregnant around about three months and I looked like I
was ready to go deliver. So anyway Phillip came down with
me and they did an awful lot of measuring and I didn't know
what in the heck was going on... The technician had said,
you have to wait to see the doctor. And when the doctor
came in he said, "Well, have you told them yet"? And I just
tensed right up because I thought "Oh no, there's something
wrong with the baby. And then as he turned around he said
that we're going to be proud parents cf twins. All I could
see was bottles and diapers.

I just forget to say, "Well what do you think? or "Would you
like to come?" (to Phillip). I never thought to turn around
and say, "Would you like to come with me to this?" Or
"Maybe we'll do it when we both can do it". Or "Lets set up
a time." I guess I've just kind of gone out and done the
things that had to be done myself. I find that happens an
awful lot.. You get an appointment and you say, well I'd
better take it because it might be months before that
person's going tc make it back here again. You can't just
go any time when you want to, or when it's convenient for
you. It's always convenient for them (the professional).

I wish that I had started right from the first. I wish that
somebody would have said, hey you've got (to include him
in). If there was some way that they could speak to you
somebody in the family support program or something that
would say, can your husband become more involved? How can
we keep this a family thing? Because sometimes you just get
so desperate in your struggles that you forget that you've
got a family unit that can work together to get things
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accomplished. And use each other and lean on each other and
that kind of thing.

Because you have the same kind of frustrations and stuff no
matter what kind of a disability it is. You're still going
to feel a lot of the same feelings... Frustration in
getting your child into school or getting the proper
supports and that kind of thing.

Sometimes my mother makes my life stressful. But who
doesn't have... it's just that she sometimes.. she used
to... She used to frustrate me an awful lot... I've
changed. I am more accepting of people's differences.

Ch back three years ago it was extremely stressful. I lost
all self esteem. ©Oh, not all, I must of had a little bit of
self esteem to get me into Al-Anon...

I was just like everybody else that lives with the disease
of alcoholism. It just effects the family in that way. The
wife becomes wanting to control the situation. She feels
that she should do something because this person is out of
control. They're spending money that they don't have to
spend. They're becoming aggrassive when you go out to
dances and things like that. You can't enjoy yourself. You
feel that people are.. that people are holding you
responsible. And a lot of people will hold you responsible.
They'll say "Can't you do something with that fellow?" or
that kind of thing. I laugh when somebody says that. I say
"no, but can you? Go right ahead." Now I can be much more
calm about it if Phillip's acting like a jerk. That's
Phillip. That's got nothing to do with me.

I said, "Well, that's Phillip". If you have any suggestions
that you want to go ahead and do, go right ahead." But it
took me a long time to get to that point.

I realized that this person was a sick person. They weren't
just doing it to be mean to me or that they didn't love me.
I xnow that Phillip loves me very much.

And I know that Phillip wishes for anything in the world to
be able to be normal. To be able to drink 1like everybody
else, because he see's all his other friends going out and
doing it. And he say's why can't I? And he doesn't
understand.

I understand the fact that when Phillip drink s alcohol his
chemical reaction set's off a craving like opium would.
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And sc it's very addictive. And so I understand a lot about

the disease. I understand more about it than Phillip knows
about it.

I know that with any disease, there's going to be the side
effects from it, or the symptoms. It's common in everybody
that's dealing with this disease. I look at it as the same
as my eating problems. I eat because of a lot of reasons,
because of my frustration, sometimes, in not being able to
cope with things, like with Shane's disability, and I felt
that there was a lot of pressure put on me to do everything.
That he (Phillip) wasn't taking responsibility and so I was
resenting him. So I would eat, just not to feel. So I can
see with Phillip, how Phillip copes with his frustrations is
to drink .

I find Margaret more stressful then Shane... Because she is
very demanding. Like she's um, oh I don't know... It's
always Mom, Mom, Mom, Mom, Mom... To get my attention.

It's just like, it's almost like.. I know she needs my
attention but it's like I don't think I can give her enough.

Oh I had some friends... I've gotten rid of them. I used
to be there with my ear open and just letting a lot of
people drain me dry. And I just said enough is enough. It
was just that.. I just said look, there's a place where you
can go and get help. I'm not going to be your program. You
are in a program, a twelve step program and I think that
maybe, it's time to start using it. I had to be cruel to be
kind. I just couldn't be listening to people phoning up and
going on and on and on. They didn't really want to help
themselves, they just wanted to have something to cry about.
So I said when you're ready, when you want help, I'll show
you how I did it. How I made it through but not until
you're ready to want to do something about it. I don't have
time for it. So I don't get these phone calls anymore.

Illness and Stress

I said this to the doctor that he's having what seemed like
nervous twitches or jumps. He didn't really say much about
them. I was getting concerned because they were happening
quite frequently. He wasn't sitting up by himself. I had
to prop him up and stuff like that. When he took a seizure
I noticed that his eyes were going back in his head, then I
knew he was taking seizures... As soon as I mentioned the
word seizure to the doctor, that's when things started to
happen... We took Shane to Dr. Wills here... We have a
pediatrician in Midvale, Dr. Kelly. I had taken him to Dr.
Wills and uh, he was then transferred right down to Dr.
Kelly. He had been seeing him before about a heart murmur.
He was checking him out for that. And I mentioned, I think,
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about nervous jumps to Dr. Kelly too; but nobody was paying
attention. When I wasn't calling it seizures... Nobody was
paying attention. Even from the first, I felt kind of
frustrated in that... Nobody was listening to my concerns
about Shane.

Anyway, they took a "cat scan" and E.E.G.. At that time
they thought it was epilepsy. They gave me some information
on epilepsy and we went home. We started Shane on Depekane.
Anyway the Depekane... it didn't take the seizures totally
away. Before medication.. When we took him over he was
having about 134 petite-mal seizures a day.

He's fine. Now there was a period in his life while he was
on Depekane from five months until about... That was in
December when I first put him on Depekane until about
October or November, somewhere around then... that he didn't
do anything. He was intoxicated on that depekane and we
didn't know. The doctors were saying that it was his
disease that was causing him not to be sitting up, not to be
crawling, not to be doing all this stuff.

But we've done a lot of trading medications around and
sometimes I've felt like he's been used as a guinea pig, to
try out medications. But I guess that's the only way that
you can do it.

Believe me, I had such a hard time I was scared before, that
something was going to happen to Shane...

I always felt there was something holding me back from
totally loving him the way he should be loved... It was
like, I don't know. We couldn't make that communication.
There just didn't seem like... Him and his father seemed to
be quite good, you know. They bonded together quite good.
But we couldn't seem to make that connection. I'd hold him
and everything... I had a real problem with that. because
I felt that something was holding me back... I think it was
the fear that something was going to happen to him, that he
was going to die. I didn't know what I was going to do.

We went back again for the second time. It was then he was
diagnosed. They wanted to try a treatment called, A.C.T.H..
It's a steroid. And I had to give him needles. I was
petrified of needles... Well, they wanted to teach me how
to give needles. I thought, oh, o.k. if I'm going to have
to do this, then I'm going to have to do it. So I learned
how to give him these needles and it was just.. There was a
period there for about two months that it was just a
nightmare.
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I'd give him these injections. He was screaming all the
time... The A.C.T.H. made him hungry all the time... It
was really, really rough.

8tress (Work/Jod)

It's just... I'm trying to spread myself around to
everybody. Especially when I've started out to work like I
have... Maybe I should have waited a little bit. I find it
very difficult right now to be working and to do all the
things that I feel that I have to do. There's just not
enough time. There's not enough time for me. I'd much
prefer if I only had to work three days a week. Because I'm
finding that... It's just that sometimes I have to work
because I need that. I need that connection with the
outside world. I can get depressed if I'm home twenty four
hours a day, seven days a week, that kind of thing. You can
just get too depressed. I need that contact with the
outside world. But I sometimes feel that I'm cutting myself
up into too many chunks and not giving enough to everybody.

Illness and Stress (Financial)

We took him down to Dr. Kelly and um Dr. Kelly said that he
was taking inf_ntile spasms... And that it was an emergency.
He had to be taken over to J.B. Hospital right away. It was
just all of a sudden. It was Dec. 5th, I think. And he was
only five months old and we went over to the Regional
Centre... I found it very frustrating at that time, too,
because it was just around Christmas time. Financially we
didn't have the money to go. Everybody that time of year
has done Christmas shoppving. I had done my christmas
shopping and I just didn't have the funds available to me to
go to the Regional Centre... Anyway I was lucky in that an
aunt lent me the money to go to the Regional Centre. I had
to stay over there for a week. )

Demands on Parents

A lot of his behaviors are autistic... austistic like
behaviors in a child with tuberculosis.

He wasn't coming up and making the connections with me.
Telling me "I want you". Or coming up and sitting on my knee
or doing all that kind of stuff. 1It's just been ever since
I took the cars... And I had to do funny things. He'd run
around the room from one end to the other and I had to run
around the room behind him and if he'd put a toy into his
mouth, I'd put a toy into my mouth... And I did this for a
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while just to get into his kind of world. It was so funny.
I'll never forget one day he took a car and then put the car
in his mouth. I went and took another car and put the car
in my mouth. He turned around and he looked around and all
of a sudden he realized that I was imitating him. And he
started to laugh. Ever since then it's been great. We just
have a natural way of communicating and that just makes all
the difference.

Sometimes he'll be off in a stare. I just tell him that
he's going to be o.k. and say now, just relax.

If you're accepting of him and you take the time to show him
that communicating and language is important when he's
vocalizing. I try to turn it into a word and I communicate
back to him, to show him that talking is fun... That we
both need to talk back and forth.

I suppose it's not fair to say that I don't feel stressful
with Shane. Because there's a lot of demands with his
frustration and his communication problems. Two days ago it
was like... He was just yelling and hitting and I couldn't
do anything for him and I said, you know, this is just
getting right back to where we were before.

And I hadn't been using the '"time out® because things had
been going so smoothly for the longest time. I just.. well
enough is enough. I just said, Shane no more throwing, no
more hitting, you're going to "time out" and I put him in
"time out". And since I did that, then things are back
to... he's getting back to normal.

Services
Social Services/Day Care

I have done the fighting to get Shane early intervention
because botnh me and Phillip were not working at the time. I
fought for nine months to get Shane's day care costs covered
because we were both not working and weren't requiring day
care, we were requiring early intervention...

They were saying no. And finally, what did they end up
doing? Using our respite care to pay for the cost of his
day care. So for forty five dollars a day that's what
they'll give him for respite care, I can buy three days of
day care.

I spent nine months and I went right to the top in Social
Services to get day care covered so that my child could go
to day care. And in the end, the answer was so simple and
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so much easier. Through Family Support you are entitled to
21 respite days a year which is 63 day, day care days.
Sixty three days, compared to their twenty one days. You
know like, give me a break! The answer was so simple and
yet they made it so complicated for me. Nobody would say,
"Well let's do this". It wasn't until I fought and just
kept being the squeaky wheel all the time that I finally
got somebody to put on their thinking cap and come up with a
solution. Cause I was saying, I want a solution. And I
don't want it to be too late. Right now, they have a
waiting list for tutors. They can't provide the tutors for
the day-cares. Kids are waiting and there is no priority
list. It's just first come, first serve... it doesn't
matter if your child is severely disabled or whether the

-child has no disability or they just feel that he would

benefit from tutoring.

The System

If you were with a bunch of professionals, if you're dealing
with a lot of professionals, you do feel like you're on the
one side and they're on the other side. And to be able to
sit around in a group of parents that are going through the
same things because they have a child with a disability...
It doesn't have to be the same disease or anything. They
still go through the same frustrations or the school board's
not accepting your child and you'd like to punch the
principal in the mouth! You know, that's

a real...feeling. And a lot of parents get guilt feelings
about that. You know about getting that mad, that angry.

Services/struggles

There was the time that we went to take Shane to see that
developmental psychologist. She handed us a book of all
these things. She asked me why I was there and I said
because I wanted to have an understanding of Shane, where he
was "at" so that I could know where to go from here. Anyway
she did an assessment on him and then I asked is there
anything... could she give me anything that would help?
That was my main purpose of being there was to get some
information. Pass some information on to people... But she
handed me a photocopied... Well, she didn't hand it to me,
she sent it in the mail to me. I was really thick, and it
just had... it was more of a clinical kind of... something
that a professional would use, not a parent. I mean, there
was a lot of things in there that I didn't understand even.
And when I got it, I just put it on the dresser and that was
it. I left it there for quite a while. Then I thought..
every time I walked by it... I'd get the guilty feeling that
I should be doing something. I should be working with Shane
and all this. And then... then I'd say, oh well, I just
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1 don't understand. Anyway,... every time I looked at that

2 thing I felt guilty because I wasn't doing anything with

3 him. '

4 But I just didn't know how to go about doing it. It was the
5 same thing with the speech pathologist. She gave me the

6 Hanen Early Language Book and said, "Here, do this%. And I
7 just looked at it. It was a binder and it had a lot of

8 information in it. You just can't do that to people, just

9 go and hand them something and say do this... And not go

10 over it with them and show them how it works, or how you

11 can bring that stuff into you everyday life. It just. felt
12 like it was too much. It was going to be too hard to get

13 the information out of it and it was going to take time from
14 Shane (just learning how to do the stuff)... Anyway, I just
15 would feel guilty about not doing it.

16 A

17 This is only one person. There's a 1lot of other people

18 that are involved in this child's life. 1It's not just the
19 mom and giving the mom all the stuff. If you want to go and
20 make something work and work effectively, show the whole

21 family how to do it. Show the siblings. Show the husband.
22 Show the grandparents. Call in everybody.. If it's a

23 speech pathologist call in the family. Go to the family

24 setting. Go to the home. Show everybody, not just mother,
25 because there's other people that probably have a better

26 natural ability to do it. Like my mother, whenever she sees
27 Shane she can be using the same kind of skills. For

28 instance, language... keeping your language level to short
29 words and short sentences. So that he can understand.

30

31 That's something that just telling me isn't going to make

32 that big effect. But if you told me, my husband, my

33 brothers and sisters, my mother... my huskands family. If
34 we got together like me and Phillip and then had a way of

35 letting the other people know by a video, or something, that
36 they could watch. Because the family, the extended family
37 doesn't know how to help out.

38

39 Now the speech pathologist that Shane was working with

40 first, she had no clue how to communicate with him... I

41 could see that in their communication. And it was a waste
42 of time. Because she just did not have the skills to work
43 with a non-verbal child... Now she was good with children
44 that had speech already. But when it came to the non-verbal
45 child she wasn't any good. So I wrote in and requested that
46 I have another speech pathologist because I felt that the
47 speech pathologist that was presently working with him... I
48 didn't feel that she and Shane interacted that good. I felt
49 that maybe, non-verbal was not her area of expertise... I
50 got a new speech pathologist. I was down in the Capital
51 City and I was talking with the day care, with the head of
52 the day care. Fay Clark, the head of the speech
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pathologists, she said.. Is that Sara out there? And I
said yes and she said I've been meaning to get a hold of
you. I've been trying to phone you. She asked me to come
into her office and she wanted to know just what it was that
I didn't like about this speech pathologist and that the
speech pathologist was very upset with me. She took it
very.. like on the defensive. And I explained to Fay, I
said it wasn't that I didn't think she was a competent
person. I just felt that her non-verbal skills weren't...
the skills that she did possess weren't enough for Shane...
I wasn't putting her down. I was just requesting that I
have somebody else that I felt would be much more suited.
There was other speech pathologists that I knew were
available so... I didn't think that it was going to be a
preblem. But she was quite put out that I had written in a
request so... If she had a problem with the letter she
could have called up and said, "I'm just wondering why you
don't feel I should work with Shane", or maybe she could
work on getting better with non-verbal kids... And I did it
in a way that... I made sure that it was done in a way that
wouldn't put her out. I wanted her to know that it wasn't..
that I wasn't putting her down as a professional... I just
felt that Shane had more needs than she could address at
this time. I didn't mean to offend her or anything.

Anyway, I know that I did offend her because I saw her in
the store after that and said hello and she just turned her
head and I know she heard me.. Sometimes those things
happen and you'll be o.k. (in the relationship). But if I
wouldn't have done that (wrote the letter), then Shane would
still be with the same person and I would still be having
that frustration that I was having before.

Education (Parental Involvement)

I think I find that one of the draw backs is that it's not
done with the whole family.

Well I found with that program it was just me and Shane
going to the course and if it would have been somebody
coming into our home and showing us how it would work, in
our home...

More than taking him out of his home. I think there needs
to be more of how you can use the family strengths... the
things that are in the family.

You need to bring everybody together because peocple feel
left out. 1It's hard to do once you learn a new technique
and once you do it, then it's hard to teach that other
person or bring him in. Like with my husband because he
wasn't physically able to be there when Shane was diagnosed
or at the hospital and stuff like that, it makes it
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50 It's hard to extend the hand and ask for help. If I would
51 have involved him right from the start, but you see, I
52 didn't realize...
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1 extremely difficult to draw him in. 1It's just so hard once l
2 you get into a pattern of doing things with your child and
3 taking responsibility. 1It's hard, then, to go and say,
4 "Here could you do this?" I like to keep the structured play '
5 over at the day care. At home I like to have the natural,
6 normal environment of learning, like getting dressed... And
7 things like "Put your arm through" letting things happen, l
8 naturally. We're all trying to do that. The three of us
9 let Shane do it. Or we try to remind each other to show him
10 how to do things and help him become more independent. l
11 \
12 We're going to be getting into a clothing "program". It has
13 to have the cooperation of all of us because Phillip has the
14 children between four and until the time that I get home.. l
15 Phillip has to make sure that he takes him to the bathroom..
16 We'll be doing this (the clothing "program") with the day
17 care. We're setting up a case conference now with the goals l
18 for spring and for the fall. What is our short term plan?
19 What are our long term and short term goals?
20
s 1
22 Personal
23
24 "Dadr '
25
26 No, my husband picks them up because they get off, Shane
27 gets off at four... But he's great. My husbands great as
28 far as I mean, he has supper ready. It's ready when I come I
29 home. And he's really good with Shane. He's... I don't
30 know, he's got a lot more patience than I have.
i
32 Ard the kids, they just... they really love their dad. And
33 he loves then. -
34 :I
35 I feel that he probably does feel left out because of the
36 training I have in the field. Now I'm taking my M.R.
37 (certification) and 1I've got all this training and I'm a
38 member of the Society and have been very active in that both l
39 at the local and provincial level.
40
41 I've been very involved in this and it's... The gap seems to l
42 be broadening. But he provides the support though, too, for
43 me to be able to do things. To be able to get out.
44
45 I don't know whether it's that we've reached a point in our I
46 relationship where it's hard to know what to say... Because
47 I don't want to make him feel that I'm blaming him for not
48 becoming involved. l
49

we
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If he's not working. Sometimes I'll get a baby sitter but
mostly he'll do it. Mostly, he supports me in baby sitting.
He'd come with me to the meetings and stuff like that if I
wanted him to come. He'll be there. I don't know how much
he'd say. But he would be there.

I think it might of.. it probably hurt his pride that he
couldn't provide this himself. And he wouldn't go.. he
wasn't about to go to people and say, "Look, we can't

10 financially"... because I think it had a lot to do with the
11 fact that, that would make him have to look at his drinking
12 problem, too. I mean, it's not that he was drinking a lot
13 and spending a lot of money. But he was still doing it.

14 And I think it made him really realize that he was having a
15 problem, and that his disease puts the extra strain on our
16 fanily.

Woo~NNod W

18 Phillip is really good for me because Phillip's... I'm the
19 type of person that jumps in. Phillip's the type of person
20 who will say, hold back a second and let's look at this.

l 22 He was the one that discovered that Shane was intoxicated
23 with that medication. Because he said he was looking
' 24 through our photo album and he said, "Sara, this is not the
25 same child that we had before the medication." I said "what
26 do you mean?" He said, "come here and look at this." We
27 had forgotten what he was like before he was ever on the
l 28 medication. I was looking at the pictures of the kid
29 smiling with bright eyes. I said "You're right." He said,
30 "Well, what do you think we should do?" And I said, "I
l 31 think we should.. we've got to get him off the medication or
32 something. Phillip was the one who suggested that we take
I 33 in the photo album with us when we went to see Dr. Curley.

35 Phillip will be out in the garage and Shane will be out in
36 the garage with him. And the two of them will be just

37 puttering around. Shane will be doing his own thing...

38 Phillip doesn't get him to do a lot of stuff but it's just
39 that they're there together outside working in the garage.
40 And Jill too. She'll go out too.

41 Phillip helps them with dressing and stuff like that. And
42 he's so proud of them too. I mean, whenever he does stuff
43 with them he really praises them. And Shane is real

44 pleased. So Phillip knows the importance of praising.

45 That's how he's supportive in those areas. He really... he
46 is a good father to them. Phillip has his problems but he's
47 a real good father to thenm.

49 Mother's Personal Needs (or Mother's Parental Needs)

51 I wanted Margaret not to feel that all my time was spent
52 with Shane. I knew that I needed help in order to make the
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balance so that I wasn't giving all my time with Shane and
not Margaret... I realized that in our farily we‘re going.
to have to have that extra support in order for us to make
it... So I started taking him out to a lady's place just a
couple of hours a week. Probably two

times a week or something like that... Let me see, how old
was he? He was about two when I started taking him out.

I'm a firm believer of acknowledging the need to get away.
Parents can't be everything to their children... You have
to look outside. You have to get the supports that you
need. If you can't get them within your family, you have to
get them somewhere else. And you have to be realistic about
things. I just felt that in order for me to stay healthy,
that I was going to have to have some time to myself too.

So I'm very much a firm believer in respite care, in having
sonebody to help.

Sometimes I get frustrated because he's at that stage where
he's pushing, independence. Push Mom away. He doesn't want
any hugs right now, and that kind of thing. But I still
want to hang on to him. I just want to hang on tc being
close and stuff like that, cause it's, it's just been so
neat. Cause I didn't have a lot of connection with him when
he was younger.

That's dealing with the family thing. The everyday things
that are different. The fears that we are different. The
fears that we have inside and stuff like that. We don't
talk about those. I find that one thing I would like to
have is a support group for parents that are saying, you
know, when their child has been crying for twelve hours
straight that they feel like being able to say I could just
take him and shake him... and make him stop. That's 0O.K.
That's a feeling. We sometimes feel we are bad parents for
feeling that.

That's a real feeling that a parent has when their child is
screaming and you don't know what the child wants or they're
pushing something at you and can't make it fit together and
you don't know how to make it fit. The child won't accept
the "no" and the feelings you have that go along with that.
You can't help him. Where can you share that?

It's just to be able to sit there and talk about some of the
things like... I don't know, just the frustrations of
dealing with doctors or with anybody. Just be able to go
and say I feel like every body's ganging up on me. How
could they let themselves get that angry or things like
that. Or just being able to go and say it makes me feel
sad. I seen two kids running down the road and my son was
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standing in the driveway wanting to go too but nobody asked
him to go, and how it made him feel inside... to have that
happen.

At the conference there was a drama group put on a drama
from Newfoundland. They did some skits and some singing on
different aspects of what parents go through. It was about
a half an hour or forty-five minutes within that time
period. I went through about, I don't know, how many
emotions. It was just like.. I was watching it and all the
feelings came back that I had suppressed, because you don't
have anyone to talk to about them. They all started rushing
out at once and it was just like... I couldn't believe that
I had, that many feelings bottled up inside‘'me because I
didn't have a place to really talk about them where somebody
else would understand.

You can talk to your friends but they don't understand the
way another parent would understand.

Ya, I think if we, all (the various grcups) . .got together and
just said let's have a group of parents just a place where
you can go... start up this group that's totally different
from the Society and from the other groups... Just a group
where you can just go and "share".

No, no, I blamed myself for not doing it, not taking the
time to sit down and read all through the information and
uh, you know. Because I just didn't have the time. I was
dealing with a lot of problems. At that time I was dealing
with getting myself sane again. I just didn't have the time
to just sit sown and sift through a lot of the information
and pick out what I thought I could use. I needed somebody
to tell me, here's two or three things that you can do at
home. Maybe not even three, maybe two things that I can
work at and then try something else. But don't be giving me
a whole bunch of stuff that I wouldn't know where to start
with... 1It's not that I don't feel that I'm an intelligent
person that could have gone through it and picked out the
things that I needed to do. But I just didn't have the time
to sit down and figure it out. Not when you're getting it
from all different areas, it just can be overwhelming.

I have a sister, she's the one that works down at the flower
shop, while I'm down there creating, I'm down there talking
away to her... She's more like a mother to me... We had a
big family and the older girls had to help out with the
younger kids. So we've got a very special bond. She's my
best friend. We share a lot of things. I can tell her
anything. I know that it's not going to go beyond the
walls... She's an excellent person. I feel that I'm a good
friend to her, too.
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1 I have another friend that's in the community... That I can

2 share confidences with. She shares both the living with an

3 alcoholic and the compulsive eating disorder. So I have a

4 lot to talk to her about, too. Those are my two main people

5 that I know that I can share everything with.

6

7 And then my brother's girlfriend, too. She's a good friend.

8 She's the person that I go out and have fun with... the

9 person that I can let down my hair and just, you know, act

10 silly and talk silly. So I have different friends that meet

11 different needs. It's nice if you can have somebody that

12 you can share it with. Because even though it doesn't help

13 you get rid of what you're carrying, it helps a person to

14 relax about it and put it down for a little bit anyway...

15

16 I know that part of me, part of my personality is that I

17 have to say what is there. I have been so used to stuffing

18 things down, stuffing feelings and stuff like that. But I

19 have to get them out. I have to have somebody to talk to...

20 That's just part of me. If I didn't voice the negative

21 feelings... like I'm a very black and white person as far as

22 judgements on myself. I can be very harsh with myself.

23 That's why I need to do it. I need to get it out because

24 once I say it then I'm not as judgmental as when I'm

25 thinking it. 1It's different. But at least I know that,

26 that's what I have to do.

27

28 Care of Self

29

30 Well, as I said before it's my rest that is important to me.

31 I will get a baby-sitter to come in... What I try to do is

32 try and manage my time. For instance, spending time with

33 the kids and planning myself around times when they're

34 asleep. If I can possibly do that... But there are other

35 times... Most of the stuff that I do is in the evening. 1In

36 the evenings around eight o'clock...

37

38 Mostly I spend time with the kids after supper and then get

39 the kids ready for bed, and then my evening is free. That's

40 important to be able to have that. I try not to get too

41 many things booked in, in one week if I can help it. This

42 has been an extremely hectic month for me because I've been

43 away. Normally, (I'm not away).

44

45 If I'm not going out to a meeting, I'll curl up with a book.

46 Sometimes I'll watch a T.V. program, but not a whole lot.

47 Mostly I like reading books and studying. If I have any

48 homework to do, I'1ll do it. Also, I like to talk to

49 friends. I like doing that too.

50 .

51 I like to dance. My husband doesn't like dancing that much.

52 He doesn't.. Sometimes we'll go out to a dance, just the
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two of us. But I really like to dance so I also attend
Over-eaters Anonymous, too. I lost forty-eight pounds in
the last year... It was great. They (OA) meet on Friday
evenings at a quarter after eight. Once a month or
something like that, a whole bunch of us will go dancing
after our meeting at the club in Midvale. We'll stay out
until eleven thirty or twelve or something like that... So
I have a lot of fun with them. And I like cross-country
skiing in the wirter time...

Sometimes I do 3-D pictures... I need that. I know that.
That's part of me. And so on a Saturday afternoon, after
work's done up. I will run down to my sister's for an hour
or so and just make something. She does all kinds of crafts
and stuff at her flower shop. I just go down and I'll make
something and put it out on her sheif, so she loves to see
me coming. I have to do that... It's a creative side of me
that needs to express itself.

Scmething that really makes me feel great is things iike on
the week-end you get to sleep in, in the mornings, and the
kids will come into the bedroom. We'll all be piled up on
the bed and they'll be giggling and laughing and rolling
around. That's when our family is the closest... We all
snuggle up in our bed and that really makes things special.
And then Sunday mornings I take the children to Sunday
School and I like doing that, too. I like being with them.

Volunteer Work

Oh ya, I really enjoy that (teaching Sunday School) because
it's so great... I teach the Jr. High class. They really
challenge me, my thinking and my creativity to keep them
interested. They keep coming back every Sunday. I'm quite
proud of that fact... Plus my faith has become a lot
stronger too... I've kind of turned Shane over, right to
God. I said "This disease is too much bigger than me. I
had to turn over my fear of losing Shane. I felt it was
much better that I love him than not... Then be sorry later
on... So anyway, I realized those things, it's just made a
world of difference.

Inner Strength
I am very optimistic. I know things will wecrk out. It's

just... you just have to be patient sometimes and trust in
God.

Phillip lets things bother him alot. I try to help with
those things. He worries a lot about finances and things
like that. I don't. I used to worry a lot and I just found
that worrying did no good. Worrying didn't work things out.
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They're going to be there anyway whether you get sick and
have ulcers or whether you

have a good day. I take one day at a time instead of living
week to week.

survival
Positive Support

...We stayed at the Ronald McDonald house in the Regional
Centre... That was great.

It was a really good relief to know that we had some place
close to the hospital, to stay. I had lived over in the
Regional Centre before so I Knew my way around. We went
over. I remember we had to be over there and it was a
snowstorm on the way over. My other sister and brother-in-
law drove us over. So, there was five of us going over and
we landed in the Regional Centre in the middle of a snow
storm... All this fun stuff. Any way, we got there and we
got tucked in. Shane saw Dr. Curley the next day. Dr.
Dooley is just a God-send. He has such a good way about
him. Everybody just loves him. I started with early
intervention for Shane. I knew that he had special needs
and I wasn't trained at that time.. I could give him the
love and the support that he needed but he needed the
expertise too. :

I found out through Council that there was a family support
program. I contacted the Dept. of Health and Social
Services and they told me about what they did. A support
worker came out to see me. She did an assessment on Shane
and then we talked about doing some home visits. '

I wanted to get some help picking the right toys and stuff
like that. I'm very concerned about intervention because of
their relationship, being twins. I did not want Margaret to
feel that Shane was getting all the attention because of his
disability.

Yes, Shane is going to school next year, to the elementary
school that all the neighborhood kids go to... it's not that
far to go. As far as the people around here and the kids,
helping and making sure that Shane is o.k. on the bus and
stuff like that, everybody is being really good. There's
kids next door here and... there's people that will help.

It's really neat. I'm seeing things happen more and more.
We were at my brother's place and Shane was cranky and
crying and there was me and Margaret and Shane. My brother
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picked Shane up and Shane put his head on his shoulder, and
my brother lay down on the couch with Shane on top of him.
And the both of them fell asleep on the couch together. And
I thought that was really, really nice you know... It was
nice to see that my brother cared that much about my child
to not let me always be the one to see

to Shane. He just comforted him. It was nice to know that
there is other people that can comfort your child.

But Phillip's sister in Midvale is really good with the
kids. She's so extra special careful of everything. She
makes sure... I'l1 take them there for her to baby-sit them
every once in a while. She makes sure that he gets his
medicine on time. She's the type of person that would go
right by the book... Because she's so capable I Kknow that
when eleven o'clock came, that medicine would be in my
child's mouth. I know I don't have to worry about things
like that, or if there was an emergency it'd be that she
would have him to the hospital. She's just that type of
person. I feel she's very capable.

I attend the Al-Anon program. I find I have a 1lot of
support there, practicing the twelve steps of the program.
Now I'm not trying to be the person that runs the show all
the time. And I'm realizing that I don't have to know all
the answers and it's 0.K. to reach out to somebody else, and
recognize that somebody else can help. That's what my
coping is. When things have gotten too rough for me, I've
talked to somebody about it. I talked it out. T1f I just
can't handle it any more, I get some help. Sometimes in
just saying what the problem is, just talking about it,
narrowing the problem down to what it actually is... 1In
other words I try not to make mountains out of mole hills...
So I got a lot of friends that support me in that way.

Oh, he's quite 0.K. with that (Sara's attending Al-Anon).

It makes for a much better relationship because I'm not just
standing at the door with my claws out when he comes home
late. I hope that Phillip will find help too. The kids
will always love their father and their father loves them
and I would never, ever, go take them away from him. I
would still make sure that the kids would always have their
father. I would make some kind of arrangements for them to
spend lots of time together. But for right now, as far as
me and Phillip and our family, it's working out pretty goed.
But it wouldn't be that way. Not unless I had the support
of a group of people going through the same thing.

My mother has always come with me over to the Regional

Centre and given me support that way. She won't go and take

care of the kids, the two of them together because she's not
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that well. She finds it extremely difficult. It never
ceases to amaze me. The woman had twelve kids. Three died
and... I don't want to put keeping the kids on her either.
I try not to. Because she's done well to bring up her owr
family... as far as coming with me over there or just to
talk when I'm making a decision about something... using her
as a sounding board.

They've (grandparents) been there financially and they've
been there to come in and visit the kids and bring them
candy and provide the things that we couldn't provide for
them. Phillip's parents bought them car seats, snow suits,
boots. She always is there with something extra for the
kids.

Our family strengths? Well, just love and acceptance.
There's a real bond of love that... it's just from the
knowledge of knowing tha*+ everything's going to be o.k. And
I've always been like that myself.

Well, the Society has been supportive, both "Local" and
"pProvincial". And then there's the community. They had a
benefit dance when Shane was first diagnosed.

I find that the day care... They're really great for making
me feel that Shane 1is going to be integrated into the
community because, they're so accepting. Also I teach
Sunday School. I take the kids to Sunday School and when I
first wenrt, they wanted me to be in the class with chase, I
said no. I said, I'll take a Sunday

School class because I've got to get up and be here anyway
so I']ll take a class and you fellows can teach him.

The family doctor is great with Margaret, too. I took Shane
out there to make sure whether he had an ear infection or
not and to see if his ear infection was cleared up. And

Margaret coughs and say's "I got a cold, Dr. Wills". And he
says, "Oh that sounds like a bad cough there Margaret, I
guess I'd better check it out". It's so sweet. He realized

that she needed to have a little check herself.

I know a lot of stuff. There's a lot of research that's
done at the clinic. 1I've provided Dr. Dooley with
information which is good for him. He knows as far as Shane
goes if there's something that comes up with Shane... 1I'll
say, well, could it be this or could it be that? and then
he'll look into it and do the tests. He listens to me.
Instead of just going and saying... We took the photo album
with us. We said, "Look", and the doctor said, "This is not
the same kid"! And he said, "We're taking him down off of
that medication ~ight now."
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You see, the best thing about Elaine Rhodes, his one-on-one
teacher, is that she's a parent of a disabled child. She
knows. She sits in on case conferences for us and she'll
say, after we get out, look Sara, I know exactly how you're
feeling. All the stuff that they're saying. Everything
that everybody was saying was their own little interest.
Out of all the things that they say what do you really feel
that we should work on? And then I'll say well, you know,
maybe this... She's very supportive that way.

Sue Beck one of the speech pathologists in the Hanen Early
Language Program, brought that book... that gresn book than
the other speech pathologist went and handed to me... She
brought that alive. She showed me how to integrate that
into my life...

Sue Kinaschuck is the family support program worker. She
has been an excellent support to me right through. She'll
say, well that might be too much for me or she'll say, well
are you interested in this? and she'll give me
information... if there's a workshop or something... that
she thinks I might be interested in. If I get too much
stuff or if there's a whole bunch of stuff to look through,
she helps me to look through it and the decision on what
would help, as far as what would be the best. She'll say,
we don't want to get you overwhelmed with a whole bunch of
information. She helps me to sift through a lot of stuff.

Ya, ya. She'll phone up and say things like, I think it
might be time for a case conference. What do you think?
And I'll say, when was the last one? And she'll tell me.
3he gives me all the information that I need. She makes
sure that I have it. She keeps me up to date on what's
going on. For example, this conference, here, the
Intervention Conference: she phoned me up about it. But
financially I wouldn't be able to go by myself. She said
don't worry about the finances part. She said, I'll work

that out. You just see if you can arrange to get the time
off.

8iblings

When she went to play school, she was very protective of
him. And she had to sit by him all the time and things like
that. I tried to explain to her. Shane has a lady that
works with him at the day care... She has a non-verbal son
herself. The lady has all the signs and she's excellent.
It's just excellent. And Margaretfs becoming more
comfortable with giving up the responsibility to her.

So now Marcgaret's.. she doesn't have to sit beszide Shane.
It's like all those things are leaving her. So I think by
the time she hits school age she will be able to.. I hope
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to put them into different classrooms. 2aAnd I hopé she won't

"mind. So that she doesn't have to feel that responsibility.

She does not tell anyone. I don't know how she communicates
with him but it's.. She'll just say Shane wants a drink or
things like that... just, out of the blue... He doesn't
have to be standing by the sink or anything like that for
her to know what he wants. He'll use vocalization to
request a need. Usually crying or going to the cupboard
etc. She can just... sometimes I can't figure out why he's
upset or something and sk<'ll just have the answer, and I
say to myself, "boy why didn't I think of that"?

It's not a lot of interaction between them. But then
they'1ll have fun times. They'll clown around on the beds or
something like crawling into each others beds and things
like that. But when it comes to... with Margaret play is
play and she's got her thing to do... But clowning around
on the beds is playing together.

With Margaret, she is really good with Shane's disability,
cause she'll let people know what's going on. She Knows
when he's taking seizures. She'll tell people that don't
know... She says, "Shane is taking a seizure and Mommy
usually just says, "It's 0.K., Shane. You're going to be
all right, you're just taking a seizure". Now, you have to
let Shane know that he's taking a seizure so that he'll
understand what's going on. She explains it all out... I've
explained it out to her. But she will explain it all out to
people that aren't familiar with what's happening with
Shane. When he does take a seizure, she'll say, "It's O.K.,
Shane is just taking a seizure'". Then she tells them, you
know, all the things...

As far as his speech she's really good with that. She'll
tell people, "Well Shane can't talk yet". But she says,
"But he will. He will eventually be able to talk", or
"He'll talk soon.

But Margaret's great, you know. She is a good model for
him. )

Strategieé

Because there are some supports there for Shane and I want
Shane to have that network of support. I don't want us to
be the only support system that ke knows. Because the one
support system can break down. If you don't have the other
things out there to keep things going then it affects his
life, totally.
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But what I've done since Margaret was a baby is every time
we've gone over to the Regional Centre I've always taken her
with me there too, so that she knows what's going on, too...
that we're all together.

I noticed in the last year myself going and trying to
include Phillip, because I've just automatically went right
from the first... I took over and just did everything that
was necessary and left him out. Phillip had never been with
Shane when he had a "cat scan'". Well, there was a time...
Ive been there other times for "cat scans" and when he was
having these behavior problems one of the characteristics of
his disease is that you have to go and find things out if
there's a change in behavior because of giant tumors that
can grow in that part of the brain that affects behavior.

So at that time I just said, "Now is my chance". I'll make
sure I'm busy that day with something else. Phillip wasn't
working at that time and I knew that he could do it. So I
sent him.

Ya, even if we do have to go through A.C.T.H. I know, now,
that the second time I got smart. I went and got a nurse to
come in and give him his needles. And I got "emergency
respite care" for somebody to come and stay with Shane while
we got away... I found that when he was crying and going on,
it was so stressful for everyone of us. We were just taking
turns leaving the house all the time... Where if I can get
someone to take him out somewhere and we stay at home or we
can go and he can stay home. 1It's necessary at those tinmes.
You have to get away. You can't be around and you... you
still have to feel like we're a family. So, therefore, if
Shane has to go out for a few hours because he's being very,
very cranky during the treatment. I felt it was
necessary... And then when he came home, we dealt with it.
But it was a rest. That's what it was for us and my family.
But you learn. Trial and error. You go through the
nightmare once and then you learn how to make it better the
second time.

I don't let things bother me because I've made up my mind
that things are going to work out. Things will get better
and that it's just a matter of slowing down and not getting
in too much of a rush. The answers will come. You can get
frustrated but talk about it instead of keeping it in...
That's the most important thing for me. You have to talk
about it and you have to let people know what's happening
with you, even if it's not good. If it's really bad you
still have to let it out instead of keeplng it in. I need
to talk out my feelings.
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I don't take responsibility for Phillip anymore. I think
that the more and more that I slacken off in responsibility,
the more that he looks at himself. He has to look at what's
causing his problems. I try not to let his problems effect
us as a family and make him feel guilty... It took a lot of
struggle and a lot of realizing.

Well I feel that without the Al-Anon program I wouldn't
have.. our family unit wouldn't have survived because it's
just... I was doing all the same things that every other
woman does when they don't understand. But now that I
understand and he knows that I'm quite comfortable, I can
live quite comfortably right now with the way things are.

But I also know that I'm confident, I got my confidence
back. I'm quite comfortable in knowing that I can leave if
I want to or that I don't have to stay in the situation.
I've got choices and that makes a big difference.

So all in all it would be nice to have something like that
(a parent support group). I realize that the most important
thing is realizing that you don't have to do it all... Just
because your child has a disability it doesn't mean you have
to provide everything for your child. If I was going to
look at it that way, I probably wouldn't have been able to
cope, because no one person can take that much
responsibility and be able to remain sane and well balanced
and healthy... You're going to become insane, if you don't
get the support that you need to make things work. I can't
provide everything.

Well I just take a problem... You've got to distance
yourself from it, emotionally. You have to get rid of all
of the things that tie you to it and say 0.K., this is the
problem O.K.? And what's everybody's angle? What is
everbody's interest in it?

Right now they're only giving my son-thirty hours of tutor
time at the day care and I would like to have more. But I'm
not going to go and fight because by the time I fought to
have it all done and put myself through all that aggravation
the time would be up and he'd be in school... So, I'm not
going to go through nine months of aggravation... There's
times when you fight because you've got the time to do it.
And you have to do it within that tinme.

I don't do a lot of work, one-on-one, with Shane at home.
The reason why I don't do a lot of it at home is because I
feel that Shane needs to know that there's a place to go to
work and there's a place to go and relax and be himself. He
doesn't have to work over at the day care and then come home

270

279




Voo whE

OO Db LDEbLEEEPWWWWLWWWWWNNNNUONNNNNRPRRERPEPRRERPRBP
MNBPOUVBNOUDBDUWNROWENAOAMBWNPBPOVLIONOAMBWNRPOWVRINAMPAWNDRLO

and have to work here, too. Shane can be just plain Shane
and he doesn't have to... He can have his own space.

I don't go and have it structured. I don't structure things
at home. I do the things that are more just a part of our
routine.

I find that it goes a lot better, because when I first tried
to do the teaching, I had Margaret on top of me all the
time, wanting to be there because I was working one-~on-one
with Shane. I didn't want to be always pushing her away and
saying "No", I have to work with Shane". I realized right
then and there that I was going to end up with a very
resentful little girl. That wouldn't be gccd for Shane
because she'd be resenting him and their relationship...
Shane needs Margaret.

I talk to Dr. Curley about it. Any knowledge that I get
about the disease or anything like that... Always I'm
sharing it with him and the pamphlets are there for him to
read. So I mean he, he pretty much knows.

By next month, I'm supposed to get in contact with the
school principal. He said in the fall to get in contact
with him, when I was ready to sit down. I'm having my case
conference so that we can plan for the fall. Then I can say
0.K. this is what we have decided that we are going to work
on. One thing that we decided was the toilet training.

He's having a psychological re-assessment in the fall. Of
course they'll call me so they'll know just how far he is
aleng in his development. I want the teacher to meet Shane.
I've got some video tapes too and that's what I'm going to
do is I'm going to do some taping of him over at the day
care in his structured place... for the teacher, so that she
knows what she's up against and what she has to plan for. I
don't know how they want to set things up. I really don't.
But I want them to know what Shane is doing now... And so,
they can say O0.K. I like this but I want you to do more. I
want to let them know what's going on now and have enough
time so that if there's something that we can change, lets
change it before he gets to the school.

I was the chairperson for the Provincial Society Education
Committee. I know all the superintendents of the School
Units and the head of the Teachers Federation. I met them
all and... I've met the Minister of Education and the Deputy
Minister. And I know who the guys are that make the wheels
turn. So they're no strangers to me. I know that I'm not
going to have a problem in either one. Because as far as
elementary school, integration is fine. I might have a
problem once he nits Jr. High because they have a segregated
class and once they hit high school it's segregated. But
hopefully, by then, that battle will be won.
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Middle school is six years from now and I'm nct going to
worry about it right now. I'm doing things to familiarize
myself with the whole system and then I've got all the
contacts that I need to have. It will probably be a
different government in six years time. We don‘t know. I
know how "the system" works.

More and more I'm realizing that we have to work as a family -
and not just one person doing all the things. So now I'm
feeling much more comfortable.

By doing this (taking part in this research project), maybe
the professionals will look at us in a different manner. I
was explaining that to Phillip last night, how easy it is
for professionals to forget that there is a family. That
it's not just the Mom and the child, it's the Mom and the
Dad and... And there's the brothers and sisters and the
grandmothers and the grandfathers. 1It's the whole family
and all the people that, the person is tied to... They all
effect the child's life.

I go to Al-Anon to help me deal with 1living with the
alcoholism, and I go to O.A. to help me deal with my
feelings about everything. Not just the disease of
alcoholism... my feelings about Shane's disability and my .
feelings with my parents and how I was brought up. All
those things. They're excellent programs cause they help
you look at yourself realistically.

You notice your good qualities as well as your bad. When
you're doing a four step inventory, it's like you can look
at all the good things that are a part of you and you can
look at the bad things that are part of you. And you can
make conscious

decisions that you want to keep this, but get rid of a lot
of these... Acknowledging them is half the battle.

But if I don't continue to remind myself by going to Al-Anon
meetings and reminding myself that this is a disease... you
can slip back into your old way of thinking, that they're
just out to get you. I continue to go. But I don't make
every Wednesday night. But I will do some reading or
something like that... I need that. reminder every so
often... that I'm dealing with a sick person.

Changes that Give Hope

But I took the speech program - a program on speech and
language acquisition. It was like somebody putting a key in
the lock and opening up the door... Because finally, I
understood what Shane meant when he would come up and walk
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around me. If I stood up in the middle of the room, he
would come up and walk all along the chesterfield to the
chairs and go all around me... He'd Keep walking around me,
but I didn't know that he wanted me... It made all the
difference. Because then I knew that he was trying to
communicate with me.

Ever since he came off of the medication that was drugging

. him, he's just been growing in leaps and bounds as far as

his physical and his mental development. Since he started
into the pre-school program, it's been good. I had a
psychological assessment done of

him a year ago. And he's gained in the last year, it was
eight months.

I still want to get my degree. But it's going to be
something that I can work on. I enjoy learning. 1It's just
something that I can keep continuing to do. They offer
university credit courses at the high schools near here...

I'm planning on picking away at my degree over time.

There's no behavior specialists or psychologists here that
you can take your child to when they're having problems. It
really frustrated me that I had to go all the way to the
Regional Centre.

We've gone through three series of the A.C.T.H. injections
and that's kind of tough. It was two months the first time
and a month and a half the second time, and about another
month and a half for the third. But, you see, every time
he's had those series, he'll go for a long period of time
with no seizures. After the treatment the seizures are
controlled really gocod and he has good growth and
development. So it's worth it. Two months of misery, but
eight to ten months of not a whole lot of seizures.

Education and Teaching (Positive)

I'm finding when I approach the schocl... the principal of
the school, he seemed very supportive too... He 's wanting
to get together to make some plans for Shane's entry into
regular grade one.

Well the day care tutor's just great! Cause she's been
there. She has a .non-verbal child. John's four years older
than Shane, so she's got that four years experience on me.
John and Shane are an awful lot alike in their development.
She's gone through a lot of things like ear infections with
John. And Shane is the same, he has a lot of ear
infections. So she knows the banging on the ears and the
slapping... Just the things that go along with trying to
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communicate with a non-verbal child. She knows him really
well and the way he reacts to things...

A lot of times anybody that's not so "in tune" might not
understand that. Like working on feeding and toileting. We
(the day care tutor and Sara) made a decision that we
weren't going to work on the two things. At the case
conference, they wanted to work on the feeding and the
toileting both together. We decided that with Shane, the
feeding and the toileting was too much with the
communication skills that he was working on, too. It was
just too much.

I feel bad about it, but the.. Society wasn't a help as far
as the family goes. They'll help you to fight to get your
child into the system or they'll put on the boxing gloves
for you a lot of times and help you. I find that there's a
lot of emphasis put on fund raising and not enough on family
support. I know you have to go out and you have to work and
lobby government and stuff like that but there's also some
things that parents need directly too. Parerts need to talk
about their feelings and get hooked up with some parents
that know.. Everybody's situation is different but there's
a lot of common feeling.

I really think that there should be two parts to the local
Society. You have the advocacy part and then you have the
family support, just the coffee and the sit around and lets
talk about some feelings...

They have the toy library at the Society, which is good, you
know...

They loan toys out and that. And they have a lot of

resource material that's available. But there really needs
to be a family support part of it.
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I Questionnaires from Dunst, Trivette and Deal, (1988)
1. Family Functioning Style Scale (Responses: Table 1)

l 2. Family Needs Scale (Responses: Table 2)

l 3. Family Resource Scale (Responses: Table 3}
4. Family Support Scale (Responses: Table 4)

l 5. Personal Network Matrix (Responses: Table 5 and Table 6)
6. Inventory of Social Support (Responses: Table 7)

I 7. Suppnrt Functions Scale (Responses: Table 8)
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(Experimental Version)
Angela G. Deal, Carol M. Trivette, & Card J. Dunst

Usted baiow are 26 statements about famiilies. Please read sach statement and indicate the sxtent to which it s true for your
family. There are not right or wrong answers. Please give your honest opinions and fesiings. Remember that no one family will be
like all the statements given.

Not At Alitle Sometimes Generally Almost Aways

To what extent is each of the A% Liks ko Uke Uke Uke
tollowing statements iike your tamily: My Family My Family My Famity My Family My Family
1. Risworth making personal sacrifices H it benefits our family ()] 1 2 3 4
2. We generally sgree sbout how family membaers are

OXpocted IODOhEVE . . . . . . . . .t e . (] 1 2 3 4
3 mmmmmmmum

WORSIBHUBBONS. . « o o v v v v v e e e e 0 1 2 3 4
4.  We take pride in sven the smaliest accomplishments

Offamilymembers . . . .« . . .ttt e 0 1 2 3 4
5. We are abie to share our concems and feslings in

productiveways . . . . . . ...0 1 2 3 4
s Nommmmww.umymm 0 1 2 3 4

7. We generally ask for help from persons outside our

family i wecannotdothingsourseives . . . . . . . . . ... (] 1 2 3 4
8. We generally agree about the things that are

importanttoourtamity. . . . . . . ... .. e ...0 1 2 3 4
9. hwmnmmmuww

sndhelponsanother . . . . . . ... .. e e (] 1 2 3 4
10. ¥ somathing beyond our control is constantly

upeatiing 10 our family, we find things o do that

keopourmindsoffourworries . . . . . . . . . .. .. . .0 1 R 3 4
11.  No matter what happens in our famity, we try 10 look

‘stthebrightsideotthings’. . . . ... ....... ...0 1 2 3 4
12.  Even in our buey schedules, we find time tubetogether . . . . .0 1 2 3 4
13 whmmﬂymumm

scceptablewaystoact. . . . . . . . . et ...0 1 2 3 4
14, MNMUOMMQM

whenever we heve a problem or crisis. . c e, .0 1 2 3 4
18. Mnnnm.uwomum.womahbn

decisionsaDoutwhattode . . . . . . . . .. . 0 1 2 3 4
18.  We enjoy time 1ogether even i it Is just doing

housshoidchores . . . . . . . N« | 1 2 3 4
17. lnm.m«mmnmm

we try 10 forget it for awhile . c e e e e s e e e . .0 1 2 3 4
18, mmnmmwmmnb '

Dothsideolthestory”. . . . . . ...... . ..0 1 2 3 4
19. Inour family, nmmnwwmm .

woallagreeareimportant . . . . ... ... e e .. .0 1 2 3 4
20. inourfamily, nmwwhappwum

snother wheneversomethinggosswrong . . . . . . . . . . . (1] 1 2 3 4
2. mmumnmmmm

with problems orconceme . . . . . . e e e (1] 1 2 3 4
22.  Inour family, umwmm

materialposssesions - . . . . . . L .. .. et e e 0 1 2 3 4
a3 mumwmmmMm

whatisbestforalifamilymembers, . . . . . . . . . e .. .0 1 2 3 4
24.  We can depend upon ons ancther 10 help out when

something unexpectedcomesup . . . . , e e e e e 0 1 2 3 4
25, Inourfamily, mwmnmmmmm ] 2 3 4
28,

We try to soivs our problema first before asking others 10 heip 0 1 2 3 4
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Family Neads Scale
c-w.mcwwacoop«.mc.w.mo.m.&mﬂ-w

Name ) Date
Thlsmbtzklyoutolndlmnyouhmunndl«wmdh.ipa“hﬂmmﬂo‘udﬂmm
that best describes how you feei about needing heip in those arees.

To what extent co you fesl the need for any Not ANmost Amost
of the following types of heip or assistance: Applicable Never Seldom Sometimes  Often Avways
1. Having money to buy necessities

andpaybilis. . . .. ... . e e e e e e e e NA 1 2 3 4 5
2. Budgengmoney. . . . . . . . . . 0 o oo NA 1 2 3 4 L1
3. Payingforspecisineedsofmychid . . . . . . . NA 1 2 3 4 8
4. Savingmoneyforthefutwe. . . . . . . . « . . NA 1 2 3 4 -]
S. Havingcleanwatertodrink. . . . . . . . . . . NA 1 2 3 4 [ 3
8. Having food for two mesisfor myfamily. . . . . . NA 1 2 3 4 8
7. Having time %0 cook heaithy meais

formyfamily. . . . . ..o NA 1 2 3 4 [
8 Foodingmychid. . . . . . ¢« .« . v o oo . NA 1 2 3 4 s
9. Gettingapiscetolive . . . . . . . . . . .. . NA 1 2 3 4 s .
10. Having plumbing, lighting,heat . . . . . . . . . NA 1 2 3 4 [ 3
11.  Getting furniture, clothes, foys. . . . . . . . . . NA 1 2 3 4 -1
12.  Compisting chores, repairs,

homeimprovements . . . . « . . « ¢ s o o NA 1 2 3 4 ]
13. Adaptingmyhoussformyehidd. . . . . . . .. MNA 1 2 3 4 8
14. Gettingajob. . . . . . .. . e e NA 1 2 3 4 [ 3
15. Havingasaistyingjob. . . . . . . . . . .. . NA 1 2 3 4 [
18. Planning forfuture jobofmychid . . . . . . . . NA 1 2 3 4 5
17. Gettingwhersimeed®0Qo . . . . . . . . . . - NA 1 ] 3 4 8
18.  Getting in touch with peopie { need :

WK . . . . vt e e e e e e e e NA 1 3 4 8
19. Tmanspottingmychid . . . . . . . . . . . .. NA 1 2 3 4 ]
20.  Having special travel equipment

formychid . . . ... e e e e e NA 1 2 3 4 [ 1
21. Foding someone 1o talk 10 about mychiid. . . . .NA 1 2 3 4 8
22 Havingsomeonstotak® . . . . . . . . . . . NA 1 2 3 4 8
23,  Having medical and dental care

formyfamily. . . . . . .. L0 e e e e e e NA 1 2 3 4 -]
24, Havingtimetotakecareoimyself . . . . . . . . NA 1 2 3 4 S
25. Havingemergency healthcare . . . . . . . . . NA 2 3 4 -1
28. Fiading special dental and medical

omeformychld . . . . . . . . .00 e e NA 3 2 3 4 [

. 27. Plamningforfutwe heaithneeds. . . . . . . . . NA 1 2 3 4 s

28. Managing the caily needs of iy child

athome. . . . . .. e b e e e e e e NA 1 2 3 4 ]
20. Caring for my child duringworkhours . . . . . . NA 1 2 3 4 5
30. Havingemergencychiidcare . . . . . . . . . . NA 1 2 3 4 S
31. Gettingrespitecareformychiid, . . . . . . . . NA 1 2 3 4 8
32. Fndingcarefor mychildinthefulre. . . . . . . NA 1 2 3 4 8
33. Finding a school placementformyohid . . . . . NA 1 2 3 4 s
34. Getting cquipment or therapy formychid. . . . . NA 1 2 3 4 [
35.  Having time 10 take my child %0 appointments . . .NA 1 2 3 4 5
38, Expioring future eduostional optiona

formychiid . . . . . e e e e e e e e e NA 1 2 3 4 8
37. Expanding my education, skille, and interests NA 1 2 3 4 s
38. Doing things that | enjoy . s e e a e e . .NA 1 2 3 4 8
30. ODoingtingswithmyfamily, . . . . . e NA 1 2 3 4 s
40. Participation in parent groups of clubs . NA 1 2 3 4 [
41. Traveling/vacetioning with my child . NA 1 2 3 4 [}
Source: C.J. Dunst, C.M. Trivette, and AG. Deal (1988). Enabiing and empowering famillee: Principles and guidelines for practice.
Cambridge, MA: Brookline Books. May be reproduced.
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l Family Resource Scale
Hope E. Leet & Carl J. Dunst
l Name Date
l This scale is detigned to sssess whether or not you and your family have adequate resources (time, monsy, energy, and so on) to
meet the needs of the family as a whole as well as the needs of individual family members.
For each item, please circie the response that best describes how well the need is met on a consistent basis in your famity
‘[ | {thst is, month in and month out).
Does Not at . ANmost
To what extent are the following ’ Not Al Seidom  Somstimes  Usually Aways
I resources adequate for your family: Apply Adequate  Adequate Adequate  Adequate  Adequate
1. Foodfor2meaisaday. . . . .. .. .. ... NA 1 2 3 4 ]
I 2. Houseorapartment. . . . . .. .. .. ... NA 1 2 3 4 5
3. Moneytobuynecessities. . . . . . . . . . .. NA 1 2 3 4 5
4. Enoughciothesforyourfamily . . . . . . . . . NA 1 2 3 4 5
5. Heatforyourhouseorapatment . . . . . . . . NA 1 2 3 4 5
I 6. Indoorplumbing/water. . . . . . . . . . . .. NA 1 2 3 4 5
7. Moneytopsymonthiybills. . . . . . . . . .. NA 1 2 3 4 5
8. Good job for yourssif or spouse/partner. . . . . . NA 1 2 3 4 5
9. Medicaicareforyourfamily. . . . . . . . . .. NA 1 2 3 4 5
10. Public assistance (SS!, AFDC, Medicaid, etc.) . . .NA 1 2 3 4 5
11. Dependabile transportation (own car or
provided byothers) . . . . . . ... . . ... NA 1 2 3 4 5
I 12 Timetogetenoughsiesp/rest . . . . . . . . . NA 1 2 3 4 5
13. Fumiture for your home or apartment. . . . . . . NA 1 2 3 4 5
14. Timetobebyyouwreelf. . . . . . . . ... .. NA 1 2 3 4 5
15. Timeforfamilytobetogether, . . . . . . . . . NA 1 2 3 4 5
l ' 18. Timetobewithyourchilkd(ren) . . . . . . . . . NA 1 2 3 4 5
17. Timetobewithspoussorpartner . . . . . . . . NA 1 2 3 4 5
. 18. Timetobewithciosedfriend(s). . . . . . . . . . NA 1 2 3 4 5
19. Telephonsoraccesstoaphone. . . . . . . . . NA 1 2 3 4 5
20. Babysittingforyourchiid(ren). . . . . . . . . . NA 1 2 3 4 5
21. Child care/day care for yourchild{ren) . . . . . . NA 1 2 3 4 5
22, Monsy to buy special equipment/supplies
l forchild{fren). . . . . . . . .. .. ... .. NA 1 2 3 4 5
23. Dentalcaeforyourfamily . . . . . . . . . .. NA 1 2 3 4 5
24. Someonetotalkto . . . . . .. . .. . ... NA 1 2 3 4 5
25, Timetosocialize . . . . . . . . . . .. ... NA 1 2 3 4 5
l 28. Timetokespinshapeandlooknics . . . . . . . NA 1 2 3 4 5
27. Toysforyowrohid(ren) . . . . . . .. . ... NA 1 2 3 4 5
28. Moneytobuythingsforyourselt. . . . . . . . . NA 1 2 3 4 5
29. Money for familyentertalnment . . . . . . . . . NA 1 2 3 4 5
l 30, MONeytosave . . . . . . . . .. v e e NA 1 2 3 4 8
31.  Timeand money for travelfvacstion . . . . . . . NA 1 2 3 4 5
l Source: C.J. Dunst, C.M. Trivette, and A.G. Deal (1988). Enabiing and empowering families: Principles and guidelines for practice.
Cambridge, MA: Brookiine Books. May be reproduced.

- Q . 288
ERIC

Aruitoxt provided by Eic:




Family Support Scale

Cal J. Dunst, Vicki Jenidne, & Carol M. Trivette

Name Date

Listed beicw are people and groups that cftentimes are helpful to members of a family raising a young chiid. This questionnaire
asks you to indicate how heipful each source is to your family.

Please circie the response that best describes how heigful the sources have been to your family during the past 310 & monthe.
i a source of haip has not bu~n available to your family during this period of time, circle the NA (Not Available) response.

How heipful has each of the following been Not Notat All  Sometimes ° Generally Very Extremely
to you in terms cf raising your chiid(ren): Avasilable Hetpful Helptul Helptul Heiptul Helpful

1. Myparents. . . . . . . . . .. o0 e NA 1 2 3 4 S
2. Myspoussorpartnef'sparents . . . . . . . . . NA 1 2 3 4 L3
3. Myrelatives/kin . . . . . .. ... ..., NA 1 2 3 4 S
4. My spouse or partner's relatives/kin . . . . . . . NA 1 2 3 4 S
8. Spoussorpartner. . . . . . . . .. ... .. NA 1 2 3 4 S
6. Myfdends. . . . . .. .. .. ... .... NA 1 2 3 4 L]
7. Myspouseorpartnersfdends. . . . . . . . . . NA 1 2 3 4 S
8. Myownchiidren . . . . . . ... ... ... NA 1 2 3 4 S
9. Otherparents . . . . . . . .. ... .... NA 1 2 3 4 ]
10. Coworkers . . . . . . . . . v . v 0 0 v . NA 1 2 3 4 S
11, Parentgroups . . . . . . . . .. s e s oa s NA 1 2 3 4 S
12. Socialgroups/clubs. . . . . . . .. ... .. NA 1 2 3 4 S
13. Churchmembers/minister . . . . . . . . ... NA 1 2 3 4 5
14. Myfamilyorchild'sphysiclan. . . . . . . . .. NA 1 2 3 4 S
1S. Early childhood intervention program. . . . . . . NA 1 2 3 4 S
18. Schooi/daycarecenter . . . . . . . .. . .. NA 1 2 3 4 5
17.  Professional heipers (social workers,
therapists, teachers,ete). . . . . . . . . . . . NA 1 2 3 4 5
18.  Professional agencies (public health, social
services, mental heaith, etc) . . . . . . . . .. NA 1 2 3 4 S
° e e NA 1 2 3 4 S
2 OO e NA 1 2 3 4 s

Source: C.J. Dunst, C.M. Trivette, and A G. Deal (1988). Enabiing and empowering farilies: Principles and guidelines for practice.
Cambridge, MA: Brookiine Books. May be reproduced.
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Personal Network Matrix
{Version 2)
Carol M. Trivetts & Cari J. Dunst

Name - Date

wmnmnpammnoodshclponnimneo.hoormg'm«ﬂymdopmduponmpouonsugroupommmmUstod
beiow are different individuals, groups, and agencies that you might ask for heip or assistance. For sach source listed, plsase indicate
to what extent you couid depend upon sach person of group if you needed any type of heip.

Not Most ANl

To what extund can you depend on any of the at Some- ofthe of the

following for heip or assistance when ydu need it: Al times  Occasionally Time Time
1. SpouseorPanner. . . . . . . . .. e u e e e s 1 2 3 4 S
2 My Children . . . . . o« v v o b e e e e e e 1 2 3 4 S
3. MyParents . . . . . . . . 00ttt e e e e e e 1 2 3 4 L]
4. SpoussorfPartner'sParents. . . . . . . ... ... .... 1 2 3 4 ]
S, My Sister/Brother. . . . . . . ... .. . 1 2 3 4 8
8. MySpoussorPartner's Sister/Brother . . . . . . . . .. .. 1 2 3 4 ]
7. OtherRelatives. . . . . . . . . ... ... ... ... 1 2 3 4 s
B FHeNdS. . . . e e e e e 1 2 3 4 s
9. Neighbors. . . . . . ¢ ¢ v o i v v v v et et e e e 1 2 3 4 -]
10. ChurchMembers. . . . . . . . . . . . v v v o v v oo 1 2 3 4 S
11. Minister,Priest,orRabbi . . . . . . . . . . .. ... 1 2 3 4 L]
12 Coworkers . . . . . . . . i o s e e e e e e e s 1 2 3 4 s
13. BahySitter. . . . . . . . . oL e e e e e e 1 2 3 4 -1
14. DayCarsorSchool . . . . . . . ... .. e 1 2 3 4 s
15. PrivateTherapistforChid . . . . . . . . . .. ... ... 1 2 3 4 s
16. Child/FamilyDoctors . . . . . . . v oo v e e 1 2 3 4 5
17. Eady Chiidhood InterventionProgram. . . . . . . . . . . . . 1 2 3 4 s
18. Hospital/Specisl Cllnice . . . . . . . . ... e e 1 2 3 4 s
19. HeathDepartment . . . . . . . . . . . . ¢ v 0 o v o o 1 2 3 4 -]
20. SocialServiceDepartment . . . . . . . . .. ... 1 2 3 4 s
21, OherAQencies. . . . . « « v v v o e e e 1 2 3 4 s
- R S S S B S R 1 2 3 4 -3
P N S PP ST R 1 2 3 4 L]

Source: C.J. Dunst, C.M. Trivette, and A.G. Deal (1988). Enabiing and smpowering families: Principles and guidelines for practice.
Cambridge, MA: Brookiine Books. May be reproduced.
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Inventory of Social Support

Carol M. Trivetts & Carl J. Dunst

Name . Date

This questionnaire asks about people and groups that may provide you heip and assistance. The scale is divided into two pasts.
Please reud the instructions that go with each part befors compieting sach section of the questionnaire.

Usted below are different individuais and groups that people often have contact with face to face, in a group, or by telephons. For
each source listed, pleass indicate how often you have been in contact with sach person or group during the past month. Please
indicate any person or group with whom you have had contact not included on the list.

Not Once At Lonst At least Amost
How frequentiy have you had contact with each at or 10 20 Every-
of the foliowing during the past month: Al Twice Times Times Day
1. SpoussorPamner. . . . . . . . . . . ... 1 2 3 4 5
2. MyChildren . . . . . . . . ... ... 1 2 3 4 -5
3 MyParents . . . . . .. L s e e e e 1 2 3 4 5
4. SpoussorPartner'sParents. . . . . . . .. ... ..... 1 2 3 4 5
5. MySister/Brother. . . . . . .. ... .......... 1 2 3 4 5
6. My Spoussor Partner's Sister/Brothet . . . . . . .., .. ., 1 2 3 4 5
7. OtherRelatives. . . . . . . . . .. ... ........ 1 2 3 4 5
8 Fdends. . . . . . ... ...........0..... 1 2 3 4 5
9. Neighbors. . . . . . . . . . . .. ... 'v . 1 2 3 4 L]
10. Church Members/Minister . . . . . . . . ... ... ... 1 2 3 4 L]
11. Coworkers . . . . . . . . . . . . i e e e 1 2 3 4 L]
12. BabySitter, DayCars,0rSchool. . . . . . . .. . ... .. 1 2 3 4 5
13. PrivateTherapistforChild . . . . . . ... ... ... .. 1 2 3 4 5
14, Chikd/FamilyDoctors . . . . . . . . . . . . v v . .. 1 2 3 4 L]
15. Eardy Childhood Intervention Program. . . . . . . . . . . . . 1 2 3 4 5
16. HealthDepartment . . . . . . . . . ... ... .. ... 1 2 3 4 L]
17. SociaiServiceDepartment . . . . . . . .. ... ..... 1 2 3 4 5
18, OtherAGencIes. . . . . . . . v v v v et e 1 2 3 4 5
9 e e e e e e e e e 1 2 3 4 L]
20. o 1 2 3 4 L]

Scurce: C.J. Dunst, C.M. Trivette, and A.G. Deal (1988). Enabling and empowening families: Principles and guidelines for practice.
Cambridge, MA: Brookline Books. May be reproduced.
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Aruitoxt provided by Eic:

Support Functions Scale
Clrol.M. Trivette & Casi J. Dunst

Name Date

Listed below are 20 diffsrent types of assistance which psupie sometimes finc heipful. This questionnaire asks you to indicate how
much you need helip in these aress.

Please circle the response that best describes your needs. Pleass answer ail the questions.

To what extent do you have or feel a need for Onoe in Quite
any of the following types of heip or assistancs: Never aWhile Sometimes  Often Often
1. SOmoonnoulkwaboutmlngs.thltmryyou ......... 1 2 3 4 ]
2. Someone to provide money for food, clothes,

andotherthings . . . . . . . . . .. ... ... ... 1 2 3 4 -]
3. Someone 1o care for yourchildon areguiarbasis. . . . . . . . 1 2 3 4 S
4. Someone 10 talk to about problems with

raisingyourchlid . . . . . . . . . . .. 0000 .. 1 2 3 4 [
§5. Someone to help you get servicesforyourchild . . . . . . . . 1 2 3 4 s
6. Someonsto encourage youwhenyouaredown . . . . . . . . 1 2 3 4 s
7. Someonetofixthingsaroundthehouse . . . . . . . . ... 1 2 3 & s
8. &mmtomktomhuhaddmlhioxpodm ...... 1 2 3 4 ]
9. Someonetodothingswithyowrehiid. . . . . . . .. . ... 1 2 3 4 s
10. Somsonewhomyoucandependon . . . . . . . .+ . . « . . 1 2 3 4 1
11. Someons to hassie with agencies or businesses

whenyoucan't. . . . . . . . 0 s e e e e e e e 1 2 3 4 S
122 Someonetolendyoumoney . . . . . . . . .4 4. 0. . s 1 2 3 4 S
13. Someone who sccepts your child regardiess

ofbomx(gheacts . . . . . L. L. e e e e e 1 2 3 4 S
14. Scmeonetorelaxorjokewith. . . . . . . . . . .. e 2 3 4 3
15. Someone to heip with householdchorea . . . . . . . . . . . 1 2 3 4 L3
16. Someone who keeps you going when thingsseembhard . . . . . 1 2 3 4 ]
17. Someone to care for your child in emergsncies

orwhenyoumustgoout. . . . . . . . . .. s .. e .. 1 2 3 4 S
18. Someonetotalktoyouwhenyouneedadvios . . . . . . . . . 1 2 3 4 ]
19. Someone %0 provide you or your child

ttansportation . . . . . . . ... . . e e e e e 1 2 3 4, ]
20. Someons who tells you about services for

yourchidorfamily . . . . . . .. . ... ........ 1 2 3 4 L]

Source: C.J. Dunst, C.M. Trivette, and A.G. Deal (1988). Enabiing and empowering families: Principles and guidelines for practice.
Cambridge, MA: Brookline Books. May be reproduced.
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Family Profiles
Family Functioning Style Scale
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Table 1
Questionnaire Data
Family Functioning Style Scale

Question: To what extent is each statement like your famiiy?

I 4 = almost always 1l = a little
3 = generally 0 = not at all
l 2 = sometimes X = no response
Family #1 Family #2 Family #3
Itenm responses responses responses
| Mo  Fa Mo  Fa Mo  Fa
1 3 4 3 3 3 2
l 2 3 4 4 3 3 4
3 2 3 2 2 2 4
4 4 4 4 3 3 3
5 3 4 3 1 2 2
l 6 4 4 4 3 3 4
7 1 2 2 2 4 2
8 3 4 4 3 2 3
l 9 4 4 3 2 2 4
10 2 1 2 1 2 2
11 3 2 3 2 2 4
12 3 4 3 2 2 3
l _ 13 3 4 4 3 3 3
14 2 3 2 2 2 3
15 4 4 3 2 4 4
l 16 4 4 3 2 1 3
17 2 2 3 2 1 2
18 4 4 2 2 1 2
l 19 3 3 3 3 3 3
20 4 4 3 3 3 4
21 3 4 3 2 2 4
22 4 4 3 3 4 4
I 23 4 4 4 4 4 4
24 4 4 3 4 4 4
25 4 4 2 2 2 3
I 26 4 4 3 3 4 4
l 285
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Table 2
Questionnaire Data
Family Needs Scale
Question: To what extent do you feel the need for any of the
following types of help or assistance?
5 = almost always 4 = often 3 = sometimes
2 = seldom 1 = almost never
NA = not applicable X = no response
Family #1 Family #2 Family #3
Item responses responses responses
Mo Fa Mo Fa Mo Fa
1 2 NA 3 2 5 2
2 1 NA 2 3 3 1
3 3 3 3 3 5 4
4 4 NA 4 4 5 1
5 NA NA NA NA NA NA
€6 NA NA 1 NA 1 NA
7 3 NA 1 NA 3 NA
8 NA NA NA NA NA X
9 NA NA NA NA NA KA
10 NA NA NA NA 3 NA
11 1 NA NA NA 3 NA
12 3 NA 2 NA 5 1
13 3 1 NA NA 3 1
14 NA NA 3 NA NA 1
15 NA NA 3 NA 1 1
16 5 NA 3 2 NA NA
17 2 NA NA 2 3 NA
18 1 NA 2 2 X NA
19 1 3 3 2 3 1
20 1 NA NA 2 1 NA
21 4 NA - 4 2 5 1
22 NA NA 2 2 1 1
23 3 NA NA NA 1 1
24 3 NA 3 NA 3 NA
25 4 NA NA NA 2 X
26 4 NA 3 NA 5 NA
27 2 NA 1 NA 4 X
28 3 NA 3 2 3 X
29 5 5 4 1 5 X
30 4 3 4 1 5 X
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Table 2 Continued
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Table 3
Family Resource Scale
Questionnaire Data

Question: To what extent are the following resources adequate for
your family?

5 = almost always 1 = not at all
4 = usually NA = not applicable
3 = sometimes X = no response
2 = seldom
Family #1 Family #2 Family #3
Item responses responses responses
Mo Fa Mo Fa Mo Fa
1 NA NaA 5 5 4 5
2 NA NA 5 5 4 5
3 NA Na 4 5 3 5
4 NA NA 4 4 3 , 5
5 NA Na 4 5 4 7 5
6 NA NA 5 5 5 5
7 5 NA 4 5 3 4
8 5 NA 3 4 4 5
9 4 NA 4 5 5 .5
10 5 NA 5 NA 3 X
11 Na NA 4 5 3 5
12 3 NA 4 4 4 5
13 NA NA 5 4 4 5
14 3 NA 4 4 3 4
15 4 NA 3 4 2 4
16 4 NA 4 4 2 4
17 4 NA 4 4 2 4
18 3 4 3 4 2 3
19 NA NA 5 5 5 5
20 4 4 3 3 3 5
21 4 5 Na 4 2 5
22 4 5 NA 4 1 4
23 5 Na 5 5 3 NA
24 4 5 4 4 4 4
25 3 4 4 3 3 4
26 3 NA 4 4 2 4
27 5 Na 4 4 4 5
28 4 NA 3 3 1 4
29 4 NA 3 4 1 4
30 3 4 2 3 1 1
31 3 4 3 3 1 1
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Question:
terms of
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How helpful has each of the following been to you in

Table 4
Questionnaire Data
Family Support Scale

raising your child(ren)?

extremely helpful
very helpful

generally helpful
sometimes helpful

Family #1
responses
Mo Fa
3 1
1 3
NA NA
1 NA
5 5
2 2
1 2
NA NA
2 NA
2 NA
2 1
NA 1
NA NA
4/5 5
‘NA NA
1 2
3 2
2 NA
1 X
X X

Family #2
responses

Mo

MENNMNUOOAERERRERRPZDWZVDPBPRPEP

>

=
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Fa

MY WWWWAEANNNOMNON DS ONN DD

[ (|

not at all helpful
not available

no response

Family #3
responses
Mo Fa
3 4
3 4
2 2
2 2
4 5
2 1
1 1
) 3
2 1
2 2
2 NA
X NA
2 X
4 X
4 X
4 4
4 4
3 X
X X
X X



Table 5
Questionnaire Data
Personal Network Matrix (part A)

Question: How frequently have you had contact with each of the
following during the past month?

5 = almost every day 1 = not at all
4 = at least 20 times X = no response
3 = at least 10 times NA = not applicable
2 = once or twice
Family #1 Family #2 Family #3
responses responses responses
Item Mo Fa Mo Fa Mo Fa
i 5 5 5 5 5 5
2 5 5 5 5 5 5
3 3 2 1 3 3 2
4 2 3 2 1 2 2
5 1 2 2 2 3 2
6 2 2 2 2 2 2
7 2 2 2 2 2 2
8 3 3 4 2 4 5
9 2 2 4 3 2 2
10 NA 1 2 2 3 1
11 NA 1 3 2 2 1
12 5 1 1 4 5 2
13 4 3 1 1 2 3
14 3 3 2 2 5 4
15 2 1 1 1 1 4
16 2 1 2 1 2 2
17 NA 1 1 1 2 X
18 1 1 3 1 1 X
is 1 i X 1 1 1
20 3 2 2 1 2 i
21 2 1 2 1 3 1
22 2 X X X 3 X
23 3 X X X 2 X
290
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Table 6
~ Questionnaire Data
Personal Network Matrix (part C)

Question: To what extent can you depend on any of the following
for help or assistance when you need it?

5 = all of the time 1 = not at all
4 = most of the time X = no response
3 =.occasionally NA = not applicable
2 = sometimes
Family #1 Family #2 Family #3
responses responses responses
Item Mo Fa Mo Fa Mo Fa
1 4 5 4 4 4 5
2 1 1 4 3 4 3
3 2 X 3 4 3 "4
4 1 X 3 4 3 4
5 2 X 2 4 3 2
6 1 X 2 3 2 2
7 1 X 1 2 1 2
8 3 X 2 4 3 2
9 1 X 2 3 2 2
NA 1 1 3 2 2
11 NA 1 2 3 2 1
12 2 1 2 2 2 2
13 4 4 3 2 4 3
14 1 3 4 2 4 3
15 2 1 1 2 3 3
16 4 5 3 2 4 X
17 NA 1 1 2 3 X
18 3 5 2 2 3 X
19 NA 3 2 2 2 X
20 3 4 2 2 3 X
21 2 1 X 2 2 X
22 1 X X X X X
23 X X X X X X
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Table 7
Questionnaire Data
Inventory of Social Support

Question: How frequently have you had contact with each of the
following during to past month?

5 = almost every day 1 = not at all
4 = at least 20 times X = no response
3 = at least 10 times NA = not applicable
2 = once or twice
Family #1 Family #2 Family #3
responses responses responses
Item Mo Fa Mo Fa Mo Fa
1 5 5 5 5 5 5
2 5 5 5 5 5 5
.3 3 2 2 3 3 2
4 2 3 2 2 2 2
5 1 2 2 2 3 2
6 2 2 1 2 2 2
7 2 2 1 2 2 2
8 3 3 3 2 4 5
9 2 2 3 2 2 2
10 Na 1 2 3 2 1
11 5 5 1 4 5 2
12 4 5 4 1 4 4
13 2 1 1 1 2 4
14 2 i 3 1 2 2
15 NA 1 1 1 2 X
16 1 1 i 1 1 X
17 3 2 2 1 2 X
18 2 1 X 1 2 X
19 2 X X X 3 X
20 3 X X X 2 X
292
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Table 8
Questionnaire Data
Support Functions Scale

Question: To what extent do you have or feel a need for any of the
following types of helps or assistance?

5 = quite often 1 = never
4 = often X = no response
3 = sometimes NA = not applicable
2 = once in a while
Family #1 Family #2 Family #3
responses responses responses
Items Mo Fa Mo Fa Mo Fa
1 3 2 3 2 3 2
2 1 1 1 2 5 1
3 5 5 3 3 4 2
4 4 2 3 3 4 1
5 3 2 4 3 3 2
6 3 2 3 2 3 2
7 3 1 1 2 4 2
8 3 1 4 2 5 2
9 3 4 3 2 4 2
10 2 5 1 2 3 2
11 3 2 3 2 4 2
12 2 2 2 2 4 2
13 3 5 4 3 4 3
14 1 5 3 3 3 3
15 3 X 2 2 3 3
16 2 X 3 2 3 2
17 2 2 4 3 3 2
18 2 X 3 3 3 2
19 1 X 3 2 3 2
20 2 X 4 2 3 2
293

314
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Maps Questions
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-

THE MAPS ACTION PLANNING SYSTEM (Forest and Lusthaus, 1990)
Maps is a planning process used to facilitate full
participation of disabled children (and adults) into
culturally normative community-based activities. After a
brief period to welcome all participants and to help everyone
feel comfortable, the planning session begins. It consists of

discussions of the following questions:

- What is ===-cecceccccccaa- 's history?

- What is your dream for ——————— ?

- What is your nightmare ---==—c-e-- ?

= Who is =====--—ccc--- ?

- What are -~-~ccececec-- 's strengths, gifts, and talents?
- What are —————~————o- 's needs?

-~ (What would be an ideal day for =-=—=—=-- ?

Responses are recorded for later use.
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