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The primary purpose of this study was to provide information
for school based and school system administrators to consider when
they are working with parents and making decisions about children
with special needs.

A qualitative approach using a multi-case study scheme was
employed. Data were collected between April and December, 1992,
through the use of semi-structured, in-depth interviews with
parents of children with special needs, more specifically those
children with severe to profound needs and those with learning
disabilities.

Fourteen themes emerged from the analysis of the parent
interviews of the children who have severe to profound special
needs. These included: taking control very early in the child's
life, on becoming "expert” in knowing your child, the kinds of

result, parents wvere expecting to have input into decisions
regarding their children, and they have developed strategies to
help them deal vith professionals. In an effort to become a member
of the team working with their children, the parents expressed
conoerns regarding the additional stress on other family members,
the difficulty overcoming labels, the need for open communication,

iv



and the fact that they needed a support netwo::- - r tham as
they struggled to be included.

The parents of the children with 1l=s::. . iisabilities
expressed many of the same concerns that the r rents of the more
severely disabled experienced. There vere ~oweve: two striking
differences between the two groups of paremt= T:e parents of the
children with severe to profound needs did - -*hing in their
pover to have their children included while the parents of children
with learning disabilities vere more intent on having the child
assessed, monitoring his or her progress and doing whatever they

even the courts.
Both groups of parents were adamant that they knew their

children's education.
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Chapter 1
OVERVIEW AND PURPOSES OF THE STUDY

In reality, professionals do not have the right, or even the
information, to make -aior decisions for handicapped (or any
other) children. Decision making is both the right and the
responsibility of the gnrcnto. The role of the professional
is to provide information and advice so that important
decisions can be as informed as possible. Noreover, the
professional role also includes helping families to implement
decisions once they are made. (Paul, 1981, p. 157)

The parent-professional partnership in education needs to be
redefined. Lipsky (1989) summarized the relationship by
saintaining that “while sometimes viewed by professionals in
negative vays, parents have been increasingly recognized as playing
& substantial role in the effective education of their children, in
both general and special education” (p. 159). She expanded this
notion and suggested that "parent involvement in the education of
students is essential, especially for students vith disabilities®
(p. 199).

Lipsky (1989) summarized the problem succinctly when she
suggested that:

despite their importance, validated research studies of

gnrontal involvement in special education have been few and

imnited. Nost studies focus on a particular activity, such as
participation in the individualised education program (IEP)
conference, or the number of comtacts between parent and

teacher. In practice, there is little professional 7

recognition of: 1) the nature of parental involvement and how

it changes over the course of the child’s life; 2) the )
differing understandings of disability and their meaning for
the nature of involvement; and 3) the potential range

of parental roles that depend upon parent’s conditions,
interests and desires. (p. 199)



Turnbull and Turnbull (1982) conceptualized the role of
parents as being that of “"decision-makers, advocates and
protectors, and teachers" (p. 116). In today’s educational
environment, parents are expecting to have input into decisions
regarding the education of their children. However, as Rich (1988)
noted:

Until very recently parent involvement has been the )

forgotten factor in discussions of students’ and the nation’s

school success. When parent involvement is discussed, it is
as if the topic is too big, too discouraging, too hot, and too

open to interpretation for policy makers to tackle. (p. 90)

This issue has been known for several years as Gallagher,
Beckman, and Cross (1983) found that there was a shortage of
knowvledge and understanding on the part of professionals about
families and children with special needs. The authors called for
research wvhich would focus on the family as the unit of study and
suggested that a "family"™ focus should be a prerequisite for all
persons in the helping professions.

The Government of the Province of Alberta requires that school
boards provide services to students who have been identified as
requiring special education services. As a result, the School Act
1990, Section 28(1) required that school boards "shall provide to
each of its resident students, an education program that is
oconsistent with the regquirements of this Act® (p. 22). Purther,
Section 29(2) stated that "a student who is determined by a board
to be in need of a special education program is entitled to have
access to a special education program provided in acocordance with
Section 28" (p. 23). (See Appendix "A").
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The new Alberta School Act, section 29(3) also recognized the
importance of parents in the decision-making process when |t
specified that "before a board places a student in a special
education program, it shall (a) consult with the parent of that
student” (p. 23).

In addition to enshrining in legislation the rights of a
student with special needs to have access to a program, the School
Act also made provisions for parents to challenge the decisions of
school administrators and school boards. Section 104(1) entitled
parents to a ministerial review of any administrative decision by
specifying that "if a board makes a decision on an appeal to it or
othervise with respect to (a) the placement of a student in a
special education program, . . . the parent of a student affected
by the decision . . . may request in writing that the Ninister

As a result of the legislation, Alberta Education created a
nev secretariat called the Appeals and Student Attendance
Secretariat. One of its functions is to investigate and review
school board decisions which are being challenged by parents of
students with special needs. As of January 6, 1992, a total of 73
parents had requested that the ainister reviev a school board
decision affecting their child with special needs.

Purthermore, the increased number of parental reguests for
ministerial reviews was, in part, a result of the work of the
Learning Disabilities Association of Alberta. During the 1992-93
school year, this association, in conjunction with the Lav Refora



4

society of Alberta, developed a document entitled The Appeal

Process and sponsored at least seven workshops for parents on the

appeal process.

Stateaent of the Problea
The research problem that served as the basis for this study
vas the following: How do parents view their involvement in the
process of making decisions about placement and programming for
their children with special needs?

Research Questions

In order to address the foregoing problea and provide a
perspective on the process, the views of parents from two different
advocacy groups were sought relative to the following seven
questions:

1. What processes do school boards in Alberta use to involve
parents in educational decision-making for their children with
special needs?

2. What are the parents’ views of the processes?

3. Do parents desire more input into decision-making?

4. What is the process of dispute resolution wvhen the board and
the parent disagree over placement and/or programming issues?

S. Now is the disagreement resolved?

6. Now are the children’s rights to "due process® protected in
school board policy?

7. Where and hovw do parents obtain advioce, assistance, or
support vith regard to decisions related to scheol programs for
children vith special needs?



significance of the Study

The proposed study has both practical and theoretical
significance. The results of this study should be of interest to
school boards, central office, and school-based administrators who
are responsible for special education programs in their school
jurisdictions, and/or their individual schools. For example,
superintendents and principals will be better informed about
parents of children with special needs and their desire to be
involved in decisions regarding their child’s placement and
programming. Superintendents will also become awvare of the
netvorks of support some parents build and the importance of
advocacy groups in informing parents of their rights. Parents may
become avare of effective ways to become involved in their
children’s education without having to adopt an adversarial
position.

In terms of theoretical considerations, the results of the
study will add to the body of knowledge and to the theorizing on
parental involveme .t in special education decision-making. This
study, in turn, will have implications for how to involve parents
throughout the development of programs in the school.

Definition of Terms

The following terms and concepts used in the study are defined
below in order to provide consistency hout the
(a) special education student - a student vho has been identified
as regquiring access to a special education program based on the

in meaning




]
child’s social, physical, intellectual, or bshavioral needs, or a
combination of these factors, as defined by the Alberta School Act,
Section 29 article 2.
(b) children vith special needs - this study is restricted to two
groups of childrern: those with severe to profound handicaps and
those children with specific learning disabilities.
(c) integration - is a process of educating exceptional students
within the framevork of regular education, a model in which all
children are permitted to live, grow, and learn with their peers.
(d) "parents as partners® is a phrase used to describe an alliance

professionals with whom they will deal. It is the best way to
ensure that a student with special needs receives the appropriate
education that he/she is entitled to by law.

(e) individual education program (I.E.P.) = this is sometimes
referred to as an IPP or individual program plan. It is a detailed
vritten plan which has been devised to identify and plan for the
student’s special needs. It should include statements of long-tera
goals, short-teras instructional objectives, and specific services
to be provided. It should describe how these ocbjectives are to be
achieved. It should also describe hov the objectives will be
monitored and evaluated so that one can detarmine if the stated
goals and objectives are being achieved.

expect to have input
including perticipating in the development of the individualised




education plan (I.E.P.), grantirg or withholding consent to
special education evaluation and placement, and by having access
to and ensuring the confidentiality of their involvement in
educational decision-making.
Delimitations

The study was delimited to the province of Alberta, Canada.
It wvas designed to cover the views and perceptions of selected
parents from two provincial advocacy groups, namely the Learning
Disabilities Association of Alberta, and the Gatewvay Association
for Community Living. A select group of 10 families, which
included 14 parents, from 10 different school boards in the
province of Alberta, was inteirviewed to allow them to share their
stories with regard to their involvement in educational decision-
making.

Linitations
Some limitations have already been placed on the study.

The acouracy of the findings is limited to the information
obtained through the analysis of the perceptions of those parents
interviewed. It is possible that some of the most effective
school systems and their policies regarding parent involvesent
may not have been identified in the sample selected.

When working vith volunteer parent advocacy groups, their
fanily and organisational priorities may have taken precedence
over the researcher’s need to complete the study.

of support or advocacy group have developed a ocertain orientation



or bias toward issues dealing with their children, and the
researcher must recognisze that bias when working with parents
froa the two different advocacy organizations selected.

are advocating for services for their children with special
needs.
Organization of the Thesis

Chapter 1 of this thesis presents an overview of parental
involvement in educational decisions affecting children with
special needs.

Chapter 2 is a summary of the literature on parental
involvement specifically in the area of educational decision
making for special needs children.

Chapter 3 describes the research methodology used for the
study. The description includes the procedures and techniques
used for obtaining and analyzing the data.

The analysis of the data is presented in Chapters 4 to 6.
The views and concerns of parents of children with severe to
profound needs are presented in Chapter 4. Similarly, the views
and concerns of parents of children with learning disabilities
are discussed in Chapter 5. Chapter ¢ is a compilation of the
both groups of parents.
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the research problea for both administrators and parents as they
begin to develop a partnership to deal with the issues.



Chapter 2

A perspective for this study is provided through a review of
the related literature. It quickly becomes obvious that the

special education needs is not well researched. MNyles and
Simpson (1990) found "the attitudes and perceptions of parents of
children who will be most directly affected . . . including
parents of children with learning disabilities (LD) have received
minimal attention” (p. 234). A number of researchers including
Simpson and Fiedler (1989), Stancic (1984), and particularly
Heller & Schilit (1987) as cited by Nyles and Simpson (1990)
concluded, "the potential significance of this lack of attention
is profound® (p.234).

The nature of parental involvement particularly as it
related to children vw'th special needs will be discussed in this
chapter. Current legislation in both the United States and
Canada will be considered, and five of the most recent cases on
parental involvemsent in education decision-making are reported.

parental involvement, outline eight approaches to parental
involvement in the school as well as discuss some strategies for
decision-making. Finally the development of the parent-

ship as a special relationship concludes the

professional
chapter.
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Current Legislation in the United States
The development of legislation regarding the involvement of

United States and Canada. In the United States, particularly
because of the principles of PL 94-142, the Education of All
Handicapped Children Act, "the rights of parents and guardians of

. PL 94-=142 was!

To guarantee a free :ﬁrﬁpﬂlﬁ public education to all
handicapped children. ﬁll\! of you may not yet be fully
avare of the important ﬂh ch you, the parent, have to
play in helping your child derive the maximum benefit from
the lav - an educational program designed and delivered to
neet your child’s needs. P. L. 94-142 gives you the right to
actively participate in the p sss of developing an
educational plan for your child. You can have a voioe in
deternining your child’s educational career by becoming
your child’s advocate. (Cutler, 1981, p. 2)

The development of legislation prior to 1978 included

Section 504 of the Rehabilitation Act, 1973, which prohibited

agencies that receive federal financial assistance
from discriminating against those persons who would othervise

qualify as handicapped persons.
ihua’:ly. the Federal Bducation Rights and Prlvny Act,

to their children’s school records and enasbled parents to reguire
that schools treat these recocvds confidentially.

In addition to the BDuckley-Pell smendments, the bill PL 89-
313, vhich granted federal funds to states for the education of
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the Social Security Act, were pieces of legislation designed for
the education and habilitation of handicapped children.

There vere also a number of state laws which affected
handicapped children and their families. These laws included
state right-to-education statutes as well as other laws regarding

guardianship, removal of parent rights, abuse and neglect of
children, etc.

With that background information, the most important aspects
of PL 94-142 vill nov be discussed briefly. Turnbull and

strickland (1981), outlined the provisions contained in PL 94-
142, which provided federal funds to state and local educational
agencies for the education of handicapped children. There was a
stipulation that these agencies must adhere to six basic
principles with respect to educating such children:

1)

2)

4)

sero reject - agencies may not exclude any handicapped
children from a free education,

nondiscriminatory evaluation - required that all
handicapped children be evaluated in a fair way,

handicepped children to be placed with their
procedural due process - ensured that paresmts and
children are treated fairly, and



1)
6¢) parental participation - allowed parents to participate
in their child’s education. (pp. 207-214)

According to Turnbull and strickland (1981), the legislation
entitled parents "to participate in their child’s education in
several vays, foremost by attending the IEP conference® (p. 213).
Parents also had the right to grant or withhold consent to a
special education evaluation or placement by initiating a due
process hearing and by having access to and ensuring
oconfidentiality of their child’s records.

The U.S. legislation also required that the state education
agency sust establish a procedure for consulting with persons
involved in or concerned about education of handicapped children
including the parents or guardians.

It vas interesting to note that the state must make public
the special education plan, hold hearings on the plan, and
generally consult vith perents of handicapped children. The
state is aleo required to treat as public records, information
about its programs for handicapped children. The state’s
application for federal and state special education money must be
mede available to anyone who vishes to view it.

Under the "Buckley-Pell® amsndments, & student’s recesds are
accessible to paremts but are also confidential and mey met be
sade available to other agencies vitheut parental cemseat.
Parents have & right to inspect and reviev all educetien files
pertaining to their child, wvhich must be made available vithia 4§
days of the reguest. Paresmts are also entitled to an
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interpretation of the records by a member of the local education
agoncy. Parents can request that the records be amended and {f
the leocal education agency refuses to amend, parents have the
right to a due process hearing based on that refusal. Parents
are also entitled to a copy of the records for their files.

By U.S. lavs, parents have a right to have their ohild'’s
records treated as oconfidential. Each local education agency
sust appoint a person to ensure that personally identifiable
infermation is treated confidentially. Employees who work with
oonfidential information must be trained regarding state and
local policies, and updated rosters of employees who handle this
infermation must be mede available for public inspection.

identifiable information to any other agency. The state and
lecal sgency must inform parents when the personally identifiable
infernstion is mo longer needed for education services. With

parental permission, the information must be destroyed. The only

inferastion which can be retained on file is the student’s name,

address, phone mmber, grade, asttendance records, classes
mxgmmum—nn possible for the
Mﬁmmnm.nm

and to hold each other accountable for the
) : « At the heart of this law is the belief

ﬁt i mﬂﬁiml alliance is the best way to

child s free appropriate publ
311 & Strickland, 1981, p. 218)
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denanded and closely monitored through legislation.

Education in Canada is a provincial responsibility and hence
there is no federal legislation equivalent to the American bill
PL 94-142. Each province and territory has education legislation
and related policies, guidelines and procedures. 1In several
provinces, namely Manitoba, Newv Brunswick, Newfoundland, Nova
Scotia, Quebec, and Saskatchewan, mandatory legislation
guarantees access for handicapped children to special education
services. British Columbia, Prince Edward Island, and both
territories have permissive laws which allow for the option of
providing special education services to handicapped children but
school boards have no legal obligation to do so.

In Alberta, school boards are required to provide an

are hmialppd Por children who are so identified by the

appropriate education programs.
Martin (1991), in an article comparing recent legislation in
British Columbia, Alberta and Quebec, concluded:

Despite all the aspirations and the rhetoric to the
contrary, the policy implied in current legislative
ﬁﬁvul.m in British Columbia and Alberta seems to be
primarily an affirmation of the value of parental
prgiel.ptlan vith no intention to revise the power
structure to give parents a say in educational
decision i-klng with r to this policy, the lav may
be described as "symbolic legislation.® (p. 81)

On the other hand, Nartin (1991) viewed the legislation in
Quebec as significantly more progressive wvhen she stated:




16

The lav in Quebec provides for a systematic shift in the

balance of paui: r:quirnd to effect real parental
participation. iravilianl have effectively restructured
the powver rnlltian:h s among the board, the school
administrators, and plr-nti, in favor of parents. Change
seems to have been radical in Quebec, when compared with the
"reforms® in British Columbia and Alberta. It seems clear
that policy-makers in Quebec have attempted to recognisze the

primary responsibility of parents for the education of their

children, and then to force them to get involved both at

school and school board levels. (p. 83)

In Canada, the Canadian Charter of Rights and Freedoms
(1985) applies to all provincial school legislation by ensuring
through Section 15(1) that all individuals are "equal before and
under the lav” and have the "right to the equal protection of the
lav wvithout discrimination®.

In an effort to maximize special education services across
Canada, and as a result of an increased rise of parent advocacy
groups and demands for special education services, the Council of
Ministers of Education (1989) concluded, in their report entitled
Special Education Information Sharing Project, that "all
children, regardless of exceptionalities, are first of all
children and benefit from regular association with other children
wvithin their communities” (p. 23).

In Canada, vithout the federal legislation mandating a
minimun standard of service, the treatment of handicapped
children and their parents seems fragmented and disjointed.

While it wvas not the prime foocus for the thesis, it should
be noted that a mmber of parents have attempted to ensure their
rights as parents to be involved, or their child’s right to an
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appropriate education, through the route of litigation. 1In that
this study involved members of two different interest groups, the
researcher decided to review the role of the judiciary in policy-

the interest group to which they belong.
Dolmage (1990), in a study of interest groups, the courts,
and educational policy, highlighted several important issues:
1) Interest groups are currently active players in the
educational policy arena in Canada.

2) Interest groups have become more active players in the
Canadian educational policy arena in the last decade.

3) In the past decade, Canadian educational interest groups
have become more willing to employ confrontatiocnalist
tactics than they were in the past.

4) Canadian educational interest groups have become more
litigious in the past decade.
public bodies, confrontation with politicians and
government officials, and regular and informal contact
vith decision-makers are all tactics employed by interest

6) The Canadian judiciary is assuming a more prominent role
in influencing the development of educational policy.

7) Judicial interpretation of sections 2, 7, 8, 13, 23, and
29 of the Canadian Charter of Rights and Presdoms will
have a significant impact on educational policy-msaking.
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In an earlier article on the impact of the Charter on

educational decision-making, MacKay (1988) concluded:
A greater access for parents and others to educational
decision-making is another post-Charter result. 8Some
educators already provide this, but not all. It is
helpful for educators to listen to parents, not always
to believe thea or to do vhat they say, but to listen to
them. It is desirable for educators to listen to student’s
views, too, and it can be instructive for thea to listen
to legal views before making decisions about educational
policy. The Charter will provide a vehicle for parents
and others to ask for a hearing and, in the Charter world of
education, educators vill have to allow this. The rather
select group of educational policy-makers will be opened
up to a number of new voices. (p. 148)

Within this legal framework, let us examine the results of
some of the legal decisions which have been rendered by the
oourts with respect to children with special needs.

One of the first cases involved Shelley Carriere, a
physically handicapped child who was forbidden from attending her
hoae school by the County of Lamont in 1978. The Carriere
parents sued their rural school board for not providing suitable
educational services for their daughter. The case went to the
supreme Court of Alberta which ruled that school boards have the
responeibility to ensure that suitable programs are available for
®*all children wvith special education needs who do not fit into a
regular classroom® (Bdmonton Journal, August 12, 1978). In this
particular case, the court ordered that the school board either
place the child in one of their own classrooms or eanrcl her in
another school systea at their expense.

In Bales v. Doard of Bducation, School District Ne. 23,
Central Okanagan School Trustees, 1984, the court emphasised that
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fair procedure in an education context need not be a full blown
court process. In this case, the school officials decided to
place a mentally disabled child in a segregated school but the

class offered by the local school. The parents failed to
demonstrate that the school’s placement was unreasonable.

In Yarmaloy v. Banff School District No. 102, 1985, the
court vas more receptive to the parents’ arguments regarding the
lack of fair procedure although the judge did not reverse the
school’s decision for a segregated placement. However, he did
order that the school authorities conduct a hearing which allowed
for proper parental input prior to deciding the child’s special
education placement.

In 1989, the Nev Brunsvick Cr-rt of Appeal in Robichaud v.
School Board No. 39, 1985 set aside the injunction granted by the
lower court that had the effect of requiring a school board to
integrate an exceptional child into a regular grade 8 class. The
lower court had ruled in favor of integration; the Court of
Appeal overruled that decision and supported the school board’s
position that integration was not appropriate for the ochild.

The case of Elwood v. Halifax County-Bedford District School
Board, 1987, wvas a landmsark decision for educational rights of
disabled children in Canada. It was also the first case which
addressed a mmber of Charter issues. But egually as impertant,
it addressed the issue of parental involvement in education
decision- making. NacKay (1987) noted “"another significant
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feature of the Elvood case and the agreement which resolved it is
process® (p. 111). The case "not only obtained the placement
that they (the parents) wanted for Luke but also guaranteed a
role for the parents in the designing of his program® (p. 111).

Balavin (1991) in discussing parental control in special
education in three provinces, namely British Columbia, Nova
Scotia, and Ontario, concluded, "In none of the three
jurisdictions discussed do exceptional students have an absolute
statutory right to be educated at the neighborhood school, nor
are they even guaranteed access to the public educational systea"
(p. 231). Baldwin noted that once a child gains access to a

British Columbia, "adequately accommodated® in Ontario, or "be
capable of benefitting” from a program in Nova Scotia.
According to Baldwin (1991), “"the school authorities
maintain the prerogative to set program and ocurriculun and
thereby, for all intents and purposes, determine the parameters
of ‘sufficient instruction’" (p. 231).
The conclusion to be reached from a reviewv of the three
provinces’ legislation is that the legislation, regardless
of province or the elaboratensss of it, provides that the
government and the school board maintain the balance of
::U-r respecting educational decision-making. Perents
no statutory authority to legally influence the
special education programs for their children. (Baldwin,
1991, p. 231)
With respect to human rights legislation, Baldwin (1991)

also concluded, "It presently appears that a lngillltiii husan
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exceptional children will meet with limited success" (p. 233).
At this point, the only circumstance in which a human rights
tribunal may consider intervening would be “wvhere the
exceptional student is denied a particular service such as access
to public school, travel on a school bus, or physical amenities
such as an elevator® (p. 235). While these denials are not
within the realm of education, the element of a complete denial
or restriction of publicly available services may constitute a
violation of a human right. "Once the denial of service is
established the burden falls onto the school board to reasonably
accommodate or show undue hardship® (p. 235).

The only other avenue wvhere parents could influence the
service delivery for their child would be through an educational
malpractice suit. While this may be an avenue to pursue in the
United States, the author concluded:

Using the courts as a means of gaining damages for improper

instruction or, more importantly to compel the equitable

r!:-dy of mandamus to order a school board to provide a
1eu1:r -dualtlan based on a clais of the board tlillnﬁ

Parker (1992), in a study of educatiomal malpractioce
litigation in the United States, recognised the judiciary’s
unwillingness to recognise the tort of educational malpractioce.
Be disagreed vith the previous author by suggesting:

S fALLE o S e e

individuals deprived of the learning they so
need, but society as a wvhole is beset with social gtail--




individuals. Therefore, recognition of the tort of
educational malpractice is consistent with common law
tradition of providing a remedy to a person wvho has been
harsed by the conduct of another. (p. 187)

£, Doctor and

As editors for the
Kennedy (1993) reiterated Baldwin’s view:

There have been no successful Canadian suits to date and a
recent American decision of the Federal Court of Appeal
outlined why such suits are not likely to succeed.

1. There was no satisfactory standard of care by which to
evaluate an educator, particularly considering the
diﬂ'u'-nt but acceptable theories and scientific methods

2. There were inherent uncertainities about the cause and
nature of damages given that such factors as student’s

attitude, motivation, tcﬁ::mt. past experience and
home environment play an surable role in learning;

in a flood of lltigntian nglin-t schools qi.v-ﬂ the hrq-
scale of educational services rendered; and

4. It threatened to embroil the courts in overseeing day-
to-day operations of schools. (p. 21)

pupil into a regular classroom, Baldvin cited the Robichaud case.
The Mev Brunswick Court of Appeal ruled that the parents of
Mathalie had not met the burden of proving that Nathalie would be
harmsed in a segregated setting, and concluded: "We are of the

tional mih is

opinion that the preparation of a plan for exoeg

jurisdiction® (Baldwin, 1991, p. 244).

With respect to the needs of a learning disabled child,
Baldwin cited the Antonsen case. Nere the parents sought to have
the school board fund a segregated class placesent where their
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child could receive a particular method of instruction which
required a segregated placement rather than a regular classrooa
placement. The Court as cited by Baldwin, ruled with deference
to the School Board by stating:
The Act and Regulations must therefore be interpreted with
regard for the fact that responsibility for planning and
rating the school system is intended to rest with the
elected trustees. A narrow constriction of their statutory
authority could defeat that legislative intention. (p. 238)
Some parents have attempted to influence the service
delivery system for children with special needs through the
Charter of Rights and Preedoms. In his analysis, Baldwin
concluded:
The parents of the exceptional child will bear the burden

f6 Dffansive to Charter gusrantees, Potential infringesents

Students Soour Under the following sectionsr | | Tt

2. Bveryone has the following fundamental freedomsi
(4) freedom of association.

7. Bveryone has the right to life, liberty and security of
the person and the right not to be deprived thereof
except in accordance with the principles of fundamental
justice.

15. (1) Bvery individual is equal before and under the lav
and has the right to the egual protection and equal
benefit of the lav vithout discrimination and, in
particular, vithout discrimination based on . . . mental
or physical disability. (p. 230)

Baldvin (1991) concluded his lengthy discussion:
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It is evident that the Charter does not easily provide
parents of ex ional children with legal means to
challenge the discretion of school authorities.

Difficulties with presenting solid empirical evidence to
establish an infringement of Charter guarantees and the
wmtﬂlummafmmtammmlln
ositive instrument to order affirmative programs result in
udicial deference to school board discretion. (p. 237)

Finally, as Baldvin remarked:

It is essential to restore confidence in public education.
This reviewv of educational decision-making in relation to
special education clearly shows that parents have little
reason to be confident in a lxitll they have no control
over. Opening special educat to scrutiny in the
courts and holding tocachers 11151- for neglect may go
some distance to remedy the confidence problea. (p. 260)

To conclude this discussion on legal approaches to decision-

making, Doctor and Kennedy (1992), summarised scme very

interesting implications and applications for school personnel:

1. Mainistrative tribunals have proliferated in many areas
of endeavour including education and there has been an
increasing number of tribunal decisions the courts are
asked to scrutinise.

2. The extent of judicial interference in educational

decision-making is determined in large part by the
wvording of the legislation. Where students are entitled
to an ‘appropriate’ or ‘sufficient’ special education

an, mmmmnﬂﬁmmm1n
reviev of the rwm. Where legislation mandates
special education services, the courts are more villing
to examine and pronounce upon the level of servioces

provided.
> 11‘2‘211-.-1 ander T ints logisiation
under human r lat or
under aduinistrative lav principles. 1li

4. In provinces where the legislation specifically allows
a board to contract vith another board for the ision
ﬂnﬁnﬂmlmﬁm care should be taken




providing educational services and accommodation.

6. Courts are usually more restrained in ordering specific
programs and services than are human rights tribunals.

7. It remains to be seen vhether and in wvhat circumstances
program or lack of service vwill infringe one of the
Charter rights.

8. School boards avoid litigation at their peril. By
aocquiescing to demands supported by mere opinions
of human rights commissions and by refusing to appeal
decisions of human rights tribunals, school boards
are committing themselves to a level of services
wvhich may not be required of them by lav and which
they may not be able to afford. (p. 62~63)

It wvas vithin this context that we began to study this issue
of parental involvement in decision-making for children with
special needs.

Turnbull and Turnbull (198¢6) summarized some of the latest

research studies regarding parental involvement. Winton and
Turnbull (1981), in a study of 31 mothers of preschool children
vith mild or moderate disabilities, found that:

1008 of the parents favored informal contact with teachers

and 63% chose this activity as the most preferred. Parents
preferred this contact vwith the teachers to be freguent and

that the information shared between the parent and
m!m:.ml would be exchanged on a ‘give and take’ basis.
(p. 139

rated substantially higher than the more formal and active roles
of volunteering, participating in counseling or training
sessions, and serving on policy boards®” (p. 139).

Turnbull, Winton, Blacher, and Salkind (1983), cited by
Turnbull and Turnbull (1986), surveyed 100 parents regarding
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their perspectives on their child’s kindergarten program, found
the tvo most important characteristics of kindergarten programns
were "informal and fregquent communication with teachers and the
opportunity to relax each day with the parent knowing that their
child’s educational needs were being met® (p. 1139).

Ammer and Littleton (1983), also cited by Turnbull and
Turnbull (1986), surveyed 217 parents of exceptional children and
found that 87% of the parents were not involved in their local
school program. In this particular study, moet parents (69%)
preferred regular communication via letters from the sochool. The
next most preferred contact with the school included school
conferences (518), telephone calls (45%), and home visits (19%).

Turnbull and Turnbull (1986), also cited a study by Noocutt
and Wiegerink (1903), who tried to determine the actual nature of
parental involvement in early education programs. They found
aost parents to be involved in more passive activities such as
receiving information and services. These results were similar
to those found in a study oconducted by Lusthaus, Lusthaus, and
Gibbs (1981) who found that most parents were involved to the
extent of giving and receiving information. The second most
typical type of involvement was "no involvement®, while the role
of decision-making was third. In this particular study, where
parents were also asked to specify what roles they would like to
ssoums, parents continually wvented to receive and give
information in areas like discipline, clase placemsat,
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resources. "Parents Eﬁﬁjiitiﬁtly indicated that they would like
services, types of records maintained on the child, and transfers
to other schools” (p. 140).
In summary, Turnbull and Turnbull (1986) concluded that
"most parents generally prefer informal and freguent
communication vith their child’s educational programs® (p. 140).

result, Turnbull and ¥Winton (1984) concluded “despite curreat
policy requirements for formal and active participation by
parents, a more passive role appears to be the doainant practice*®
(p. 140).

Perhaps at this time, there is a need to re-evaluate
parental involvement policy and practices as Turnbull and
Turnbull (1906) suggested vhen they cited Lynch and Stein (1982):

the next step for educators is to reviev the
h!,;,n tion of active participation as it relates te
invelvensnt. Can "active® invelvessnt be epearatiens lui te
£it all parents, or is active involvement an individually
detined enemmtﬁ-nmn arent and
family u n-uy? Could the sane nedel of individuwalisation

't,rhq-i-ihmn_

goals and objectives that vill allow them to participete ae
actively as my choose. (p. 62)
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advocated for one or more of the following reasons:
1) parents had an obligation to be involved because they
vere ultimately responsible for their child’s welfare;
2) involved parents provided better political support and
3) early intervention programs which involved parents

4) parental involvement resulted in benefits for the parents
and fanily members;
8) by involving parents, the same outcomes could be achieved
at less cost; and
€) the benetfits of early intervention were maintained better
if parents were involved. (White, Taylor, & Noss, 1992,
p-18)
In a recent study of parental involvement in early
intervention programs, White, Taylor, and Moss (1992) researc
172 studies, 008 of vhich had a prime focus on using parents as
intervenors in their child’s program. White et al. (1992)
concluded “"we found no evidence of larger effect sises for
intervention versus no-intervention studies which involved
pareats versus similar studies vhich did not involve parents® (p.
108). These researd admitted "most of these studies fooussed
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lead to any of the benefits that are often claimed” (p. 109).

The researchers were quick to remind us that:
if parents are being involved because program adainistrators
and policymakers believe that parents have an obligation to
be involved or because greater support and advocacy is
desired, the data in their reviev is irrelevant and
unimportant. If, however, parents are being involved
because of expected benefits for the child or the parent(s)
or because cost savings or better maintenance of benefits

are expected, the results from these analyses are relevant
and sobering. (p. 118)

White et al. (1992) sav four main reasons for this lack of
substantial evidence to support parental involvement. First, the
present studies focussed almost exclusively on the parent as an
intervenor. 8Second, there vas little research to verify that the
intended parental involvement progras vas well implemented.
Thirdly, researchers were only beginning to evaluate the effect
of parental involvement activities on parents and family members.
Pinally, much of the perception that parental involvement vas
beneficial "has been based on anecdotal reports and poorly
designed research® (p. 119).

Abramson, Willson, Yoshida, and Hagerty (1983) developed a
questionnaire to assess how sixty parents of children with
learning disabilities viewed: (a) their relationship with school
personnel, (b) their child’s academic and social progress, and
(c) integrated programs involving handicapped and nonhandicepped
students. Abramson et al. (1983) discovered that “"even though
parents felt they coculd provide useful information to educators,
an unexpectedly large percentage of respondents (72 peroent) felt
they had little to contribute . . . and did not see themselves in




a partnership role with the schools” (p. 185).

There vas a significant correlation between the level of
parent participation and the parents’ views as to vhether they
had a partnership with the school. These researchers also found
that parents wvho viewed the relationship with the school as a
partnership, perceived teachers and principals as being more open
to their suggestions. While this study sample may not have been
representative, which tends to limit the generalisability of the
findings, it did provide insight into parent perceptions, and it
is “"peroceptions rather than reality (that) often impeds the
special education process® (p. 193). Abramson et al. concluded
"that the role of parents as partners is important®. The
researchers advised that "a true partnership must be realised”
(p. 194) and parents must be seen as active participants wvho are
satisfied vith their role in the educational process. Finally,
Abramson et al. recommended that “school personnel must become
more receptive to parental participation and more informed about
the meaningful role parents can play in planning educational
programs for their handicapped child® (p. 194).

similarly, Rich (1988), based on a study of community
involvement in education, advocated “"the real, best and only way
to improve education . . . is to combine the educatiomal foroces
of home, school, and community® (p. 90). Given the fact that
are significant educators of their children, “teachers sre
realising more than ever that they must work in partnership with
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parents and the community® (p. 92). Rich (1988) referred to a
bill in the United States Senate called the Family-school
Partnership Act which wvas intended to focus on the role of the
fanily as educator and on teacher training to support the efforts
of families.

In an carlier study, Epstein (1984) looked at the various
vays in which parents could become involved in their child’s
learning and concluded that "there may be district-level policies
that enable, encourage, and reward teachers wvho emphasise
particular types of parent involvement® (p. 72).

Approaches for Involving Parents in Special Bducation Prograss
Levis, Narine, and Van Horn (1991) compiled a series of
approaches which involve parents in special education programe

in a number of different ways. This document arocse from the
Effectiveness Indicators for Special Bducation: A Reference Tool
vhich vas developed by Regional Resource Centre (RRC). Some of
the indicators addressed in the document included:

| SIS L Sy, cppecscion s

* the o 'ents to actively support their

; pugh the humm of partnershipe
itﬁ:tﬂmﬂ“m,mtﬂm

¢ the involvement of parents in on-going progras improveasnt

efforts and the provision of “lﬁ training programs for
parents (p. 3)

The authors of the Rffectivensss Indicators for Special
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vhose responsibility was to advise the district on issues
relating to special education. In addition, the SEAC and the

Department of Education host an annual conference for parents

In order to accomplish this goal "school districts across
the country are dedicating their efforts toward the goal of
building and maintaining a relationship within their school
communities that fosters openness, honesty, and cooperation
between parents and school personnel® (p. 3). One of the most
mportant goals was "that the participation of parents in the
education of their children and cooperation among advocate groups
vere desirable outcomes for any educational program® (p. 4).

vhich consisted of a mixed group of parents of children with
moderate special needs and of parents of normal children. The
teaching sessions on subjects such as positive discipline, self-
estess and sibling relationships. Rach session was followed by a
half hour discussion pericd. The primary purpose for the growp
was to provide parents vith connections. Parents were also given
information regarding PL 94-142 special education legislation.
The growp was a vehicle to facilitate paremtal involvement and to
provide a means for establishing effective two-way communication.
While working collaboratively with school persomnel, parests vere
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existing or potential learning problems of preschool children.

A third approach wvas developed in Nebraska where an Advisory
Committee redirected the focus of a Parent Training Program to
include training for both parents and educators. The Committee
acknovledged that “"the philosophy that emerged . . . embodied the
idea that professionals were not always experts® (p.10). By
utilizing a state-wide staff development conference, parents and
teachers received information and training on topics of mutual
interest to both educators and parents. As a result of working
together, parents and teachers began to support each other in
their attempts to solve problems. At the school level, there vas
a noticeable spirit of cooperation as both educators and parents
wvorked as a team. In Nebraska, parental involvement was also
fostered through a Parent-Professional training team which
sponsored two presentations per year to their local communities.
The training teams developed groups of parents and educators
enoccuraging and supporting each other.

Nebraska also encouraged parental participation through its
newsletter, Sharing Connection, which wvas based on the premise
that parents are consumers of special education services; thus
parents comcerns are taken into seriocus oconsideration. The
nevsletter had a mailing list of 3000 homes and addresced issues
of interest to both educetors and parents alike.

A fourth agproach ves developed in Comnecticut by the State
Departasent of Bducetion and the BDuresu of Special Bducetion and
Pupil Persomnel Services where parents were iavited to become
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involved in the education of their special education children.
The emphasis was on two-vay communication. A comprehensive
resource packet for parents of students in special education
programs vas included as well as copies of state legislation
concerning children who require special education services. The
information included definitions, explanations of various
exceptionalities, time lines for providing various services, and
descriptions of various programs as required by law. The packet
also included information about parent/student rights and
responsibilities, and explained due process proc ps. The
packet also included an 800 toll free number.

The Special Bducation Resource Centre (SERC) in Connectiocut
existed to provide materials and training to anyone wvho wvas
interested in the education of exceptional children by providing
support in five areas: library services; personnel development;

supportive services; media services; and exhibits and
expositions. SERC published a guarterly newsletter to over
11,000 homes vith money provided by PL 94-142.

In 1990, Commecticut established a Parent/Bducator
Partnership Program vith twenty-two school distriocts
perticipating in an effort to increase communication between
to training wvorkshops vith personnel who then acted as a liaison
9. In 1991, a total of thirty-five districts participated ia
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the same progran.

The CASE Research Committee, 1991, highlighted a fifth
approach called a Master Plan for Special Education in the San
Diego School District which was designed "to serve parents of
handicapped children from birth through age twenty-one" (p. 22).
In this program parents of children with handicaps were employed
by the program to provide support and information. The users of
the program included other parents of children with similar
handicaps, special education teachers, regular classrooa
teachers, administrators, and other interested community groups.
In this program, parents vere actively seeking ways to support
their child’s learning in partnership with the school staff.
This program provided a cadre of parents who both understood the
issues of parenting a handicapped child as well as the resources
and constraints of a school system. Parents learned from other
parents hov to work with the school systea to achieve a
ocooperative effort. As a result, the “"regquests for fair hearings
dropped markedly since the program’s inception in the San Diego
schools® (p. 22).

The San Diego school district developed the Special
Bducation Parent Facilitator Program (SEPF) where fifteen parents
wvere hired to work as community aides in the school system. The
wveek for parents. The initial prograa included classrooa

ing home and school efforts to achieve goals for
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each child’s individual education program. The state funded the
development of a curriculum entitled "Connections®.

Today the parent facilitator, employed by the school
district, provides a link betwveen the home and the school. In
addition, training on various aspects of school including school
district organisation, legislation, legislative procedure, the
IEP process, communication skills, and normal child growth and
development are among the topics discussed.

It vas the facilitator’s responsibility to develop training
for school staff and community members. The facilitator also
served on various community committees. The results of the SEPF
evaluations showed that parents receiving individualized services
tended to become more involved in their child’s program.

A sixth approach known as the Parent Involvement Project in
Cosur d’Alene, Idaho, focused on the parents of secondary school
students wvho were classified from moderately to severely
disabled. The program was in its fourth year and was designed to
develop vays in wvhich parents and school staffs can bridge the
gap between the world of school and the world of work.

The program claimed 1008 parent participation for a mmber
of reasons: the majority of students have been involved in
special education since elementary school; parents were the
encouraged and expected to participate; and teachers were
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The program for the student focussed on success. In the
transition program students worked in a resource employability
class and they received individual instruction based on a
functionally-oriented curriculum. At the end of the first three
year study, 81% of the students were still employed. The
program was also supported by the mayor’s committee for hiring
handicapped persons as well as weekly articles in the Coeur
d’Alene newspaper promoting the local school programs. The
coordinator had also located mentors in the community to further
the needs of disabled individuals as they moved from the
classroom to the workplace. The focus for the entire prograa
vas on the development of relationshipes with parents based on a
mutual respect for their roles in achieving benefits for their
children.

in Ninneapolis, Ninnesota. The centre was designed to help
parents become better informed and more effective advocates for

participate effectively in the decision-making process within the
educational arena. The centre vas staffed vith personnel who
vere themselves disabled or were parents of disabled children.
rights that parents had in the special education process, and
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understood their roles. Parents vere also taught communication
skills so they were more comfortable vhen working with schools.

represent their children in educational settings. The centre
also conducted disability avareness programs, and assisted
parents and students with computers and adaptive devices. The
PACER Centre could serve as a model for local school districts
who provide special education services to special education
children and wvho are also interested in further developing
existing local resources.

Lastly, the eighth approach, the Parent Communication
Netvork has been functioning in the South Bend, Indiana Community
Schools since 1982. The initial purpose for the project
included: 1) providing a means of genuine communication between
the home and the school; 2) identifying the real needs and
poncerns of parents regarding any aspect of their child’s
education; 3) generating positive public relations and support
for the South Bend schools; and ¢) identifying community
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special education program.

Epstein (1984) developed a model of school and family
oconnections that consisted of five types of involvement: (a) the
basic obligations of parenting which includes responsibility for
the child’s health, safety and supervision, discipline, and
learning at home; (b) the basic obligation of schools to
communicate with the home; (c) the involvement of parents at
school as volunteers, supporters, and spectators at student
performances; (d) parental involvement in learning activities at
home; and (e) parental involvement in school decision-making,

Warner (1991) established a program entitled Parents in
Touch because she believed it was necessary "to facilitate the
kind of two-way communication that enables parents to stay in
touch and to become partners vith the schools in the education of
their children® (p. 372). The issue of “"parents as partners®
must not be overloocked or forgotten when it comes to students
vith special needs.

Vanderocook and York (1989) described in detail the NAPS

Provide a structure to assist teams of adults and children
to creatively drean, schems », plan, and 3 results that
will further the inclusion of indiviémal childrem with
labels into the activities, routines, and eaviromments of
their same-age peers in their school community. (p. 208)

structure for the team including parents, professionsls, and
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peers to discuss the needs and services required by the
individual. The seven key questions were:

1) what is the individual’s history?

2) wvhat is your dream for the individual?

3) wvhat is your nightmare?

4) who is the individual?

S) what are the individual’s strengths, gifts, and

abilities?

6) vhat are the individual’s needs?

7) vhat would the individual’s ideal day at school look like

and vhat must be done to make it happen?

Oonce the answers to these questions were clear, the team
priorizes the actions to be initiated, identifies persons
responsible, and establishes reasonable time lines for
implementation.

As White et al. (1992) suggested, "no current discussion of
parent involvement . . . would be complete without reference to
the concept of empowversent® (p. 93). Cochran (1988), as cited by
White ot al. (1992), "suggested that empoverment ococurs if there
is a shift in the balance of power from being primarily in the
hands of professionals to being substantially in the hands of the
parents® (p. 93). These authors also reminded us that
"eapovernent is often discussed as if it was a nev approach to
parent involvemant® (p. 93), but as several researchers
including Nindick (1988), Rotter (1966), and Seligman (1978)
*have long eaphasised the s of pecple’s ability to feel
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like they are in control of the situation”
(White et al., 1992, p. 93).

There have recently been a number of court rulings in the
area of special education placement decisions. The Charter of
rights and Preedoms, and the advent of self-help programs and
advocacy groups have given rise to well-informed parents who are
villing to challenge decisions made by professionals.

Increased Consumer Nilitancy

Peters and Waterman (1982) sparked the notion of consumerisa
vithin the public sector by examining private sector companies
and discovering among other things that the most successful
ocompanies-- the "excellent companies”-- were those that were
close to the customer. “"The idea was picved up by the public
sector, ‘excellent companies’ became ’‘excellent
administrations’, and the drive to remove the barriers between
the administration and the consumer was on® (p. 10). When we
talk of consumerisa in the public sector, we are talking about
vays "to increase efficiency, cut costs, improve
image, enhance international economic competitiveness, motivate
statf, . . . and more generally, improve the quality of public
sector servioce® (p. 11).

Consumer complaints about service in the public sector
include issues like: the lack of information about what services
are available; the inscocessibility of public services; the
appareat rigidity im public services; the little opportunity for
consumers to obtain redress decisions in the public secter and
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the fact that there is little or no vay of influencing the
decision-making process. The problems facing the consumer in the
public sector are analogous to the problems facing parents in the
education arena. The Learning Disability Association of Canada
(LDAC) and the Learning Disability Association of Alberta (LDAA)
have been working with parents of learning disabled children for
& number of years to encourage the parents to be %good
consumers”. The LDAA has recently published an Advocacy NManual
vhich is "designed to provide basic information to help parents
vork more effectively with the school system in obtaining the
best possible education for their children® (p. 1). The LDAA has
also recently sponsored a number of workshops for parents on the
Appeal Process. The purpose of the vorkshop was to assist
parents of children vith learning disabilities to become informed
and involved parents in the education of their child.

An example of this fact was an article which appeared in the
Bdmonton Journal dated Tueeday, Narch 24, 1992, entitled "Parents
fight for learning-disabled daughter®, described Nr. and Nrs.
Gajda’s “fight to get their daughter the educational help she
needs® (p. 1).

Attendance Secretarist revealed that Alberta Blucetion is
appealing scheel boerd decisions regarding their child. To date,

pressss. OC these sixty-fewr, ferty-eme invelved special
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education placement decisions. This information would indicate
that to continue to ignore parents of children with special
education needs, as consumers of special education services, is
dangerous.
AMvioce for Parents

Whaite and Ellis (1987) in their book, From Ne ... To You,
provided some very strong advice for parents in their discussion

of professionals:

It may be hard to "hear” some of the things that are said

and the presence of another person vwith wvhom you can discuss
things aftervards may make this easier.

You are entitled to information. Knowledge about your
child’s problea is your right, not a privilege.

You, as parents, have a right to expect this from thea (the

professionals). If you feel you are not being given all the
facts, ask for thea.

Ask guestions.

Don’t take ‘no” for an ansver.

Ask for explanations.

You don’t have to be ‘eternally grateful’ to professionals.
They have chosen their career - they earn money and they
have other options. You have a right to expect a quality
service from thea.

Don’t be in awve of professionals - they are pecple and must
earn your respect.

You CAN complain about an inadequate service but make sure

that you 1ain to the right person, i.e., the person who
can do ing about {t.

Remember that professionals have a job to do and a
responsibility to do it properly. (pp. 25-36)

Whaite and Bllis (1987) concluded by stressing the
importance of tesmwork and communicetion:
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Contact with professionals is an inevitable part of your
1ife if you have a child with a disability. Both parents
and professionals need to wvork to establish good

communication with each other. Parents say that you may

need to become more assertive in order to obtain the

information and help that you need. (p. 33)

While this comment seemed negative, it wvas an indication of
the framevork from wvhich parents have begun their involvement
with professionals.

Parent Advoocacy

Cutler (1981), in one of the first books devoted to parent
advocacy, Unraveling the Special Bducation NMase, reaminded
parents that according to PL 94-142, that "your ochild (wvith

special needs) is clearly entitled to a public education, and
that both you and your child have rights recognized and protected

by the lawv® (p.12). Cutler elaborated on the

T™he author um:u;um for parents the importance of
oollaboration, "in this process, the school people accept the
parents as legitimate and equal partners in planning servioces,
present® (Cutler, 1981, p. 74). Cutler csutioned parents to be
avare of the difference between collaboration and co-optation
when "you begin to sense that you are giving in or giving up more
than you are getting® (p. 76).

Anderson, Chitwood and Nayden (1982) reminded parents that
molmt—ﬂm-ﬁm:plm.lﬁeﬁhtﬂ
children vith special needs. The und of the two oycles
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and hov they work is important for both parents and professionals
as they work together in the best interests of the child. (See
Figures 2.1 and 2.2.)

Mow that we have looked at the issues parents have to
address in the process of making decisions for their children
with special needs, let us nov discuss the strategies and issues
for professionals.

Strategies for Professionals

There have been a number of books which have focussed on
wvorking with parents of children with special needs including
Paul (1981) and Cunningham and Davis (1985). It would be
discussion. However, there appeare
accepted principles which should be highlighted. Cunningham and
Davis (1985) summarised one of the difficulties when they wrote:

Professionals require a set of frameworks to help thea make

sense of parenting, families and reactions to handicap. They

need some knovliedge of the major characteristiocs of
parenting and families in relation to well-being and

Q-v\um of the child. They need scme oconception of what

parents’ value in being parents and a framework to

understand the m:-;y reactions of parents having a ohild
vith special needs. They need a framework to determine how

unlprmltntatmmimtamxm:
problea. (p. 44)

made vas, “"there is little uneguivecesl knoviedge in many of these
and cannot be imposed on individual parents or families® (p.44).

to be some generally
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cunninghan and Davis (19835) advocated that the Personal
Construct Theory (CPC) as developed by McCoy (1977) be utilized
by professionals to understand the emotional aspects of being a
parent of a child with :pieiﬂ needs:

Conoept.

the individual’s awareness of alnngi or 1ﬁ1mnt: change in
aspects of his/her construct system. They refer to the
individuals’ own constructions about the ways they are
ocurrently understanding events, and they are essentially
related to the proocess of change in that understanding.
They are not therefore seen as ’‘things’ to be treated,
stopped or | .m:jtmimlinmmﬁt
reconstruction. (p. 46)

For professionals, the authors recommanded that a process
called the CPC cycle be utiliszsed vhen working with parents. The

CPC cycle, then, "refers to the stages of reoonstruction in which
slternative vays of viewing events are considered
(Circumspection), particular wvays of understanding are adopted
and others rejected (Pre-emption), and events become sufficiently
seaningful for a course of action to be plotted (Control). The
CPC cycle can be used to explain the parent’s feelings including
anxiety, guilt, and threat, and attachaent as it related to
having a child vith special needs.

At this point, the distinction betveen the terms
*iavolvenent® and Qﬂﬂlﬂlﬁthﬁi becane paramount as Cunninghas

In foster active p 1 involvensnt vith the ciild,
() 1 vi) “ﬁﬁ;lsﬁ:ﬁn“hlﬂ
slvement and the ‘matursl’ style of tesching used by
“ﬂﬁﬁyﬁmnnmmﬁn
» & be contrived. ﬁiﬁhﬂiﬁt
n_fn_—lﬁ m:ﬂlh— how
mﬁhﬁm:m “to be fer
ﬁ-mu ir comstructions of the child’s and their
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:bnitin. It is these aspects wvhich are likely to be
ly influenced by the recognition of the hnndiup in the

ah 1d and, therefore require careful appraisal by the
professional. (p. 53)

Paul (1981) reminded professionals that:

Parents can participate in your E!'ﬂﬁi‘ll in many wvays. PFirst
and foremost, parents should be involved in some of the
basic program decision-making, perhape as members of an
advisory group. After all, the parent is one of the m
main consumers of your services (the other, the child), and
in one way or another is involved in financing the progras.

(p. 99)
Notvithstanding,

This is not to say that parents should make progras
decisions unilaterally. You are the trained professional
and should be able to provide alternatives for most as ]
of your am. Parents vill lﬂgayeuzar leadert
program decisions, and vill e it. In return, you
should expect from them valuable assistance in program

decision-making. (p. 993)
Probably the most significant factor in the entire section

ip in

wvas stated by Paul (1981):
Professionals should be reminded that handicapped children
do not, in any sense, constitute a homogenecus b
shov considerable range in their abilities and mﬁ of
ambivalence, as do their parents. The combination of the
their unigue attributes of all the fanily members, and the
social circumstances under vhich t live suggest the need
to individualise ocur approach to child . (p. 124)

Unfortunately, as Gear and Gable (1979) discovered, most
establish classrooa climates conducive to acoepting imdividual

Classrech DARAgERent, ¢goal setting, and imstructional strategies.
shere in this study felt least confident in

communicating vith parents, students and oolleagues regarding the
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goals of mainstreaming exceptional children. These teachers
rated as inadequate their knowledge of special education and the
use of resources for teaching children with special needs.

sonntag (1982), in a study of special education preparation
and administrative/supervisory roles of elementary school
principals in Ssaskatchewan, concluded that "there vas a
significant relationship between principals’ special education
preparation and their perceptions of their activity level in
adninistering and supervising special education services®” (p.
110). Egually as important wvas the finding that "a similar
significant relationship wvas found between the principals’
special education preparation and their teachers’ perceptions of
the principals’ activity level in the administration and
supervision of special education services® (Sonntag, 1982, p.
110).

The lack of expertise from both the classroom teacher and
the school administration has a serious and significant impact on
the parent-professionsl partnership that sust exist vhen we are
talking about children vith special needs.

Yoshida, Penton, Kaufman, and NMaxwell (1977), in a study of
planning team msmbers’ attitudes about the kinds of activities in
ts should participate during the planaing tess

mseting, concluded:

-J-ﬂ’ s iate pstental participetien:
presentin Mh;ﬁﬁ-“ﬂpﬁ.ﬁ
e slevant to the case. The remaining 22




activities wvere said to be ;pgrapﬂ:h for parental

participation by less than half of the planning team

sembers. (p. 532)
Similarly, Gallagher, Beckman, and Cross (1983), in a study

vhich {dentified a shortage of knowledge and understanding on the
part of professionals about families of children with special
needs, called for "research to focus on the family as the unit of

other helping professionals® (p. 301).

In a more recent study, Ramey, Krauss, and Simeonsson (1989)
commented on the increasing documentation of div-r-l.ty in tamily

experiences ;llgnl,ﬂﬂ,ﬁtly affect parenting stress and family
adjustaent and called for research in ltuiyln' families that

Nozgan (1906), in the introduction to his latest book Imagas of
peganisational life are based on metaphors that lead us to see
and understand ocrganisations in distinctive weys® (p. 13).

e e L e e e e,

ms:;::mm:mmau
‘ umn-. ‘iiﬁ 'ﬁnmhllm'h‘ ve use the
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different wvays. (p.13)

parent-professional partnership as a shamrock. According to the
gaga Canadian Dictionary, the shamrock is "any of various plants
having leaves, composed of three leaflets® (p. 1030). PFor this
researcher, the main or central leaflet would symbolise “"the
child vith special needs”. The supporting leaflet on one side
symbolizes "the parent” while the leaflet on the other side would
symbolise "the helping professions®. The intent here is to help
the reader keep in mind "the child with special needs®, while
focussing primarily on the parent-professional partnership as
symbolised by the shamrock. Using this symbolisa, let us
investigate the nature of the parent-professional partnership.
The Nature of the Parent-Professional Partnership

The debate continues as to who is responsible for providing
care to society’s disabled children and adults, the parent or the
professional. Schuls (1983) maintained that "as we grov in our
understanding of the needs of the child, hopefully we will
realise that the handicapped child is dependent on the
ocooperation of concerned parents and professionals® (p. 9).

Paul (1981), in an entire section desling with parents and
professionals, made several suggestions which must be
highlighted:

mmu.’m' mQ;ﬁljiﬁiil

Mﬁm have a gy built a
number of defemses to ”“ﬂmgﬂ children

against negative exper vith the eutside werld. (p.134)
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The parent-professional relationship must deal with many
issues. The availability and the quality of the services is only
one issue. Parents must decide:

How to use the services, hov to relate to professionals, how

to understand complex technical vocabularies, and in the

midst of it all make ce with their own feelings of

ambivalence about their child. In many instances, this

involves feelings of quﬂe and failure.

(Paul, 1981, p.124- 125%)

Noroney (1981) argued that "any unnecessary intervention (by
the State) in family life will hara both the family and the State
(p. 184). This unneccessary intervention would not only

the family as an invasion of pﬂﬁq. A good example is in the
area of mental retardation.
Approximately seventy years ago, as Moroney (1981)

deficient insofar as retardation wvas believed to be genetically

transaitted® (p. 104). Children at that time wvere removed froa
the home and the community and placed in an institution.

1 five years ago, certain aspects of this policy were

-ﬂi!’ but the cutoome ves essentiall) the same. While

pareants vere not seen as defective in sense that they

were to blame, they were not acoepted by professionals as
capable care-givers. (Noromey, 1981, p. 184)

Turnbull and Turnbull (1986) believed that the esugeniocs
source of a child’s disability” (p. 2). Im fact, the authors
curreat reles of pareamts. nnrmm;mmg
fulfilling roles in a number of groups including: paremts as
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organization members; parents as service developers; parents as
recipients of professionals’ decisions; parents as learners and
teachers; parents as political advocates; parents as family
members; and parents as educational decision-makers.

Turnbull and Turnbull (1986) concluded that "given their
children’s right to an education and their rights as parents,
parent-professional relationships have become more equal, and
parents by and large are justified in believing that they can
help shape their children’s present and future capabilities” (p.
17) . Turnbull and Turnbull (1986) summariszed the current parent-
professional partnership by stating "expectations and
philosophies have drastically changed since the eugenics movement
and the initial formation of parent organizations® (p. 22), but
some professionals have continued to experience a “parent-role
jet lag” in terms of their work with parents.
that parents play wvhen it comes to children with special needs:

Professionals will come and go in a student’s lite, but

mﬁ-&- ngmtlg ::‘ﬂ’im: mhﬂlﬁ.

m&gm; of mﬂ: mﬁﬁﬁtlml
priorities id-neiﬂd by fenily members, therefore, should

receive primary consideration. (p. 99)

Schaftner and Buswell (1991), in discussing collaboration
and collaborative teams, also supported the important reole of
parents:

ﬁiiﬂlﬂlﬂﬁ!ﬂnml‘ 8 parents on the team is

m::;m::t-:,mtnmf
Their commitment to the child’s sucoess extends
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beyond concern for current schooling to the big picture of
the child’s life and future. (p. 10)

Urbano (1992), delineated the roles of both parent and
professional in dealing with preschool children with special
health care needs:

Fanily members have the ultimate responsibility for

decisions that will affect the life of the child with

special health care needs. It is the res ibility of all

professionals to help the family by practicing family
centred care. . . . To practice family centred care,
professionals must first understand family responses to
living vith a child with special needs, factors that
influence adaptation, common family concerns, and
recommended professional strategies for hilpiﬂq to meet
family concerns. (p. 59)

Thousand and Villa (1989) made a strong case for the role of
the parent on the team vhen they cited a parent’s viev: "Parents
should be thought of as scholars of experience. We are in it for
the distance. . . . We have our doctorate in perseverance. We
and the system must be in concert or the vision shrinks® (p. 4).

It appears obvious from the literature that both the parent

Various frameworks for viewing the parent-professional
relationship are discussed by Cunningham and Davis (1988). The
three framewvorks included: the expert model; the transplant
model; and the consumer nodel. Por the expert model, the authors
believed:

Professionals use this model if they view themselves as
having total expertise in relation to the pareat. Nere
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essentially professionals take control and make all the
decisions. They select the information that they think is
Information that they eel is required. (p. 10
Here the professionals see the parent’s role as that of
carrying out the instructions given by the professional. Ley
(1982) , as cited by Cunningham and Davis (1983), found in these
situations that the parents were reluctant to question the
professional, and that there were distortions of understanding
with the resulting high level of dissatisfaction and
noncompliance. The parent’s feelings of dependency and
helplessness increased the demand for professional services and
decreased the parent’s ability to help the child.

The second model wvas labelled the transplant model by

model vhen they viev themselves as having expertise, but also
recognize the advantage of the parent as a resource” (p. 12).
For example, if a child is in need of physiotherapy, the
professional would provide the exercises for parents to use with
their child. HNere the professional retains control of the
decision-making as in the expert model, but views the parent as
an extension of the services. As Cunningham and Davis (1983)
noted, "this recognition of the relative competence of the
parents is likely to reinforce their self confidence and
adjustaent, as is their asctive involvement in helping their
child® (p. 12).

For the authors, the consumer model was in evidence when
“professionals using this model viewv the parent as a consumer of
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their servioces” (p. 13). For the parents it means that they have
the right to decide and select wvhat they believe is appropriate
for their ohild. In this type of relationship, the ultimate
decision- making authority is in the parent'’s control. The
prefessional is to provide a range of options and the necessary
infermation. “"The professional respects the parents and
scknowvledges their competence and expertise in knowing more about
their tetal situatien than anyone else” (p. 13). Nere it is the
professional’s reaponsibility to listen and help the parents as a
oonsultant and a8 an instructer would do. 8Sinoce it is the
perent’s ultimate responsibility to make the decisions, the
sutusl reapest fer sach other.

Onfertunstely, s Cunninghan and Davis (1968) suggested,

*in such current parental invelvement, the flev of information is
osheel to the heme® (p. 13). In these situatioms, it is clearly
the prefessional’s respensibility te negotiate all avenuss of the
1ihely %0 treat parents 40 & MOROgIROSUS greup o to inpese ene
agprosdh a8 & solution to family meede® (p. 34). It is apperest
there is & duilt-in svalustion precess besause these is an
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In this sort of parent-professional relationship, the parent’s
rights and expertise are accorded equivalent status in the
relationship vith the professional. For the professional, the
twvo keys to success in this relationship are the professional’s
ability: to establish a negotiating process, and to help to
locate suitable solutions to issues. MNuch of this discussion has

According to Whaite and Ellis (1987), professionals are
those!

vhose job it is to assist you (the pare ’y’ﬁn’rmﬂd in
a number of different wvays. Dependin

rticular

""1:§-'T='§§:'=i-§=::§-f‘gpi:efzn:f':ig ::ll—hgi:s of your

child and your fam (p. 29)

Several books have been writtem by parents of childrea vwith
special needs (Anderson, 1989; Pivato, 1990; Seligman, 1979;
Turmull & Turnbull, 1978, 1985). Theee books included chapters
and even sections where parents have expre their views of
battles, struggles, and succesees vith professiomals. Nany of
the hosks have besn very prescriptive, almost to the point of
being & cosk-book appreach te assisting parenmts to get the
sssistance their children need. Seme of the issues adéressed

of your !.giglt:-:gs; jiiiiij ;i:niiitinnlittntiglllx asking fer
holp; ehild and parest rights, assertivensses training, etoc. All
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these books used parents’ personal stories and/or case studies
about children with :pghl needs to describe their child’s

school personnel.

It wvas ocertainly noticeable that the more recent books
devoted more attention to the legal rights of children and their
parents. Lillie and Place (1962) devoted a section and step by
step lessons on issues like "When Parents and School Disagree®.

(as parents) to due process, and what to expect after the
hearing. The format Lillie et al. followed wvas usually: a
summary of the parent’s right, one or two exercises on the
oonocept being developed, as well as an evaluation format to
Nany of the latest court cases have been reviewed in
considerable detail, including the implications for the Canadian
Charter of Rights and Precdoms (1982).
In the introduction to Changing Canadian Scheools, Pullan
(1991) acknovledged:
ﬁ-nﬂmmmmzﬁ-m;”mm loal
ions for success. It y vith Ln-l.pz
e eeratopies) are :“..:‘%;‘::*.:‘.““A::.‘.i‘m

p’ﬁ: jts ri ouch a timel
mﬁ;ﬁmﬂm a ::Mdﬁiﬁ!ﬂ

NoCallum (1967), im her stery describing the power of

T™he er of parents te act on bahalf of their childrea is
l*-:- the child’s constitutiena] and legal guarantess.



Where the goal is inclusion, the power of the parents is
inexhaustible. It will continue to whittle away at the

barriers that persist in practice and in lav. Those who

resist the inevitable transition to integration should

recognise that because the power of parents is exercised in

the name of equality, it will prevail. (p. 71)

While the quotation specifically related to integration, the
potential power of parents must not be overlooked in any
situation involving special education decision-making.

and the importance of teamwork in discussing the parent-
professional relationship:
Articles, books, and lectures dealing vith the education of

handicapped children seea to :rumlmu on one
point: the team approach is indicated. While the ,
composition of the team may vary with the disability, the
digeéam; or the situation, usually the classroom teacher
and the parents are prominent members. This is ocertainly

appropriate, for wvho spends more time and energy with the
handicapped child than the teacher and the parents? Who is
more involved, more concerned, more knoviedgeable? (p. 29)
In their more recent book Pereamts Speak Out, Them and Nov,

Turnbull and Turnbull (1983) suocinctly summarised the issues

essential to any relationship, they seea to be nissing in many of
s professionals that “Communicetion can be facilitated; respect
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persons engaged in the ‘helping’ professions® (Turnbull &
Turnbull, p. 6).

These authors oconcluded that “"part of the block to
understanding and respecting parents may come from the age-old,
hopefully changirg idea that the professional knows everything.
We have particularly elevated the physician and the college
professor into positions of unerring visdom® (p. 6). These
statements were viewed as startling by the present researcher
oonsidering that the authors as professors were also parents of a
handicapped child.

In an effort to further develop the parent-professional
partnership, Turnbull and Turnbull (19835) offered these
suggestions:

1) professional behavior must be tempered by humility,

2) most formal training programs are extremely limited in
preparing professionals to intersct meaningfully with
parents of special needs children,

3) vhen professionals interact vith parents, respect is a
necessary ingredieat,

4) & parent-professionsl partnership is eseential if
handicapped children are to be provided vith
oppertunities to reach their full potemtisl, and

$) teo often the need for handicepped childrea te have
peresnal relatienships cutside the family is everlesked
(Turabull & Turabull, 1908, p. 131-134).

The parent-prefessiensl relatienship is a cemplen set of
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interactions that can become confrontational and adversarial if
both parties are not working as a team.

What happens vhen the partnership doesn’t work?

S0 wvhat happens vhen the parent and the professional
disagree about what is best for the child? It may be at this
point, as Cutler (1981) suggested, that:

You (the parent) will shift to a process vhich involves not

Contimeed uss of Strategies and the freguent Presence Of

scmeone who is villing to back you at mestings, either as

nvtmummimma‘?xﬁtm or a

ocontributor of suggestions. (p. 77)

Cutler (1981) reminded parents that in the process of
negotiation, "the mark of a successful parent advocats in the
process of negotiation is the skill to obtain more than you give
avay, through the judiciocus use of strategies and compromise® (p.
7).

Cutler referred tc the notion of the ‘sgueaky’ wheel wvhen
she encouraged parents to be persistent, "after encugh parental
squeaks and a groving averensss on the part of the systea that
the sgueaking wvon’t go avay until something, services, like
gTesse, are uwsually applied. Negotiation determines how much
‘grease’ is used® (p. 77).
resolve many of these difficulties fer parents:

Such as arrenging a tims te visit the classresm, setting an

wummdumm.lﬂﬂﬂlﬁi
1y convenient tins te meet vith the child’s teacher,




Cutler had several suggestions for parents at this stage of
negotiation: a wvillingness and determination to share the
information they have; a readiness for honest disagreeaent,
discussion and compromise; and “"a strong belief in your ability
to make a valuable contribution to your child’s IEP" (Cutler,

1981, p. 78). She also suggested:

You at least need to hear the ideas, mﬂm, and
criticiems of the echool pecple htm un sake a
rational decision to accept or reject

recoamendations. Therefore resain open u n.rouea.

and even di . 88 long as the
one, meaning m!cnou at lout mmum
what the other person 1is

In order for the process of mediation to be successful,

Gallant (1982) recommended that:

e T e S ettt

process regulation is need to have senior

odninistrators vho are in faver of the peocess. (p. 21)

Lillie and Place (1982), in the first lesson vith respect to
the issue of vhen parents and school disagree, suggested that if
the process of negotiation does not proceed as the paremts
expected and the pareats continue to have major comcerms vith
regaxd to identification, eveluation, er progrea placement for
their child, then the parents sheuld seek another mesting with
these invelved ia the dispute. It weuld be apgprepriate befere
this neeting for parents to write dowm all their comcerns.

3£, at the esmclusien of this mseting, the parents are still
dissetistfied and an agrecasnt connst be reached, the aset legical
sslution veuld be for the parents te reguest mediatien vwith seme
ispertial pereen Whe vould conduct & cessien to discuss the



(1]
dispute. Baine (1988), wrote an extensive article on the
mediation process in which he described the various steps in the
process of mediation. Nowever, as Lillie and Place (1982), noted
"this mediation . . . may not be used to deny or delay your right
to a due proocess hearing® (p. 66).

Gallant (1982), in his book, Nediation in Special Bdwcetien
Disputes, has attempted to ciroumvent the more adversarial parent

appeal hearings by suggesting:

T™he adversarial nature of such hearings exacerbates the
miu m;b:o often u‘um htvou‘t scheool pl;l?lnll
and parents. destructive aspect of many specia
education hearings has led to the exploration of & more
positive imal form of dispute resclution - mediation,

o e e Ky

for resolution of their uw. (p. 1)

Gallant (1982) reccommended that parents at this stage of
negotiation should commit their guestions to writing and the
Questions may be any or all of the folloving:

1) Wy is referrsl indicated for special education?

2) Now is the problea described in specific terms?

3) Whet are the child’s achievemsnts?

4) What asssessnents or diagnostic tests have been utilised?

$) Is a date sst for formulation of an individualised

education pregraa?

¢) What are the short tern ebjectives?

7) New will the leng ters ebjectives be established? Whea?

6) When will the finel plan fer the IEP be implensated?

9) New will the evalustion be detecnined?

10) We will repect en the pregran and evalustien results?
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11) Who is the coordinator or contact person to report to the
parents?

12) Nave due prooess proocedures been explained clearly step
by step with time lines and written notices explained?

13) What is the student’s level of instruction as determined
by daily instruction or diagnostic evaluation?

14) Are yearly achievement levels comparisons available?

18) What are the norms being used and have they been compared
carefully?

16) Why does the behavior or achievement necessitate special
programaing?

17) Now is the least restrictive environment determined for
this chila?

18) What are the necessary components that involve the
parents?
Are they spelled out? (Gallant, 1982, p. 10, 11)

mlﬂﬁ,ﬁ!ﬁtlnlvlﬂ:lﬁ“ﬂ,ﬂl-
parents:
mm-—gnmmmumm-—-
- end parents feesl. (Gallamt, p. 11)

—-?%nﬁ-mtx:mnmm
e . (P- ]
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Parents must try to understand that handica i children
Bust receive an ‘appropriate’ special educat on program, not
the best’ program. (p. 12)

Another major factor that must be confronted (by the
parents) is the unfeeling or ’‘all business’ manner of some

school personnel. (p. 12)
Nourning for a h-nﬂi ***** ohild is usually mry it
the parents are to deve g.: mature approach to the lem.
£ any ‘of ss of mourning has bee:
- chanisms of prujmlﬁn. rejection,
Ban lltl.un. and especially of denial are often used to
resolve the pain. (p.12)
Patterson (1978), as cited by Gallant (1982), reported on
the role of denial in this context:
Denial is a powerful force that allows pecple to collect
themselves in the midst of a painful situation. In effect,
it serves as a protective dev 108 that leads individuals

to a gradual, mlﬁ nition of reality. In most
cases, denial is o hﬁ_menmrquﬂi

ial N m. a
Cretns for m obring, and sdjustment £0 Boce 11RIted
dreams is a d;tﬂmt transition for all pecple. (p. 68)

Gallant (1982) then elaborated on some of the
characteristios of some school personnel:

Scheol personnel vith limited staffs and budgets recognise
the impossibility of setisfying the spirit of the law.

School personnel sometimes use techniques such as stalling,
blecking, or resistive behavier. (p. 12)

Because parents of special neede children are 90 velnsrable,
there is healing and hepe, joy as much as despair® (p. 138).
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According to Paul (1981), parents have frequently reported:

m most important aspect in their encounter with

a professional is that person’s sensitivity to thea and the
needs of their child. The personal and professional quality
of the ’r nyﬁllummlnmi—inn

technical service being provided, such as physical therapy, for

example, and oconsiders the need to be sensitive to the feelings
and perspective of the parents as unimportant, is indeed

shortsighted. (p. 124)

In order for this parent-professional partnership to be
baneficial for the child:

The sensitivity of the professiomal brings dignity and

integrity to m for the . It is a condition -

a ;ﬂﬂjﬁhiu ofessiona treatassnt. Parents who

remsmber their vith professionals remember first

wvith

the pluty of the nmtﬁip. the ﬁ-l!.n of -u'

(Paul, lll!.. p. 128)

Urbane (1992) in a chapter entitled ’‘Working Collaboratively
the Pamily’ had several suggestions for professionals:

1) respect the family as a unigue unit;

2) listen to families)

dogree of involvenant;
4) include fanilies as equal partners in all activities
) mmxnﬂmmnt—uﬂ:
¢) assist the family to find sugport netwerks. (p. 71-74)

Settle (1992), in an artiecle to prefessionsls vhe are



¢?

working with parents of handicapped children, gave four specific
suggestions:

1) listen to parents;

2) treat each family differently, but all need support and

information that must be given openly;

3) sensitise yourself to your own biases and beliefs;

4) enter into the family system.
For this researcher, according to Settle, there vas additional
advioce, "These (children vwith special needs) are not ’‘yes’ or
‘no’ children. When they (the parents) are asked a question,
don’t expect a yes or no answer. Be ready for explanations,
stories and listen. The repercussions can be very big if a child
gets another diagnosis or label assumed®™ (p. 12).

Urbano (1992) also quite clearly described for
mfmimh. various family response

described the various responses in terms of stages. PFirst, there
S & state of shook as a family finds out that a member has an
) sted difficulty. Second, there is & stage of denial when a
fﬁllyhﬁﬁeﬁﬂﬁmtgmtﬂItmlrﬁluﬁnlm

The next stage is characterised by sadness, anger, guilt,
ney be apparest. nmtirly litiatpiﬁ nething less
rfect child’ oftem results h i1t and related

8 in self-estesa. (Urbano, 1992, p. 61)

The feurth and final stage is adaptation vhen acoerding te
Galle (1991), as cited by Urbane (1992), the family sesks te
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develop a nev sense of balance in the family systes.

(Urbano, 1992, p. ¢4) wvas quick to remind us as

professionals:

Although families agree that these stages are valid, they
hasten to note that they are dynamic. Progression may not
be made from one stage to another in sequence. Indeed,
families frequently move back and forth between stages and
may share elements of several stages simultaneocusly. Thus,
it is critical to be sensitive to the needs of the family at

the present and to accept frequent changes in family
response.

Turnbull and Turnbull (1986) have conceptualiszsed the
complexity of working wvith families who have children with
special needs. They have developed a model of family systems
theory which has four key components: family resocurces, family
interaction, family functions, and finally, family life style.
Turnbull and Turnbull’s (1986) model is diagrammed in Figure 2.3.

Turnbull and Turnbull (1986) concluded this informative
discussion by suggesting:

The same conocept of individualisation cnhr“:.o@‘z gﬂtlhli

of special education as pertinent te ehi
also applies u:mu and other family members. A

family systems umu'ruumtwmm
of family resources, interaction, functions, and life-

[Raividun) {112 Fareot-peetaesional. alatismanipe
\ s essional re s for
the benefit of all concerned - the child, ats, other

fenily sembers, and professionsls. Purthermore, we oan
begin to comsider family-professional relationships rather
than merely parent-professional relationships. (p. 31)
Yoshida and Gottlisb (1977) developed an earlier model which
identified the variables related to paremtal participation in the
decisien-making precess. These three phases of parental
participetion included: the input phase, the process phase, and

the preduct phase.



Family Resources

Charactensics of
OnCophOnaly INPUTS
Characterisucs of
the lamily

Famdy Lt Cycle
Oevetopmental siages
ong wansmons
Shruchrat change
Funclional change

CHANGE STRESS

Pigure 2.3 Panily Systems Conceptual Nodel

Note: From Working with Pamilies with Disabled Nembers: A

Panily Systems Approech (p. 60) A.P. Turnbull
3o A. Susmers, ond N.J. M. 1984, Lawvrence, XS,
Kansas University Affiliated Paculty, University of



Within cach of the phases, the authors suggested various roles
vhioh the parents ceuld aseume. Por the input phase,
the parent role could be one of pernission-giver, information-

the parent’s rele ocould be one of outsider, mlﬁ participant,

or active participent. Por the product phase, the single rele
fer the perent would be that of legitimiser. The authors

believed that if echools used this model to involve their parents
in decision-making for their children vith special needs, there

would be less likeliheod of the parents rejecting the scheel
placsasnt decisiens as readily. They aleo believed that using

this nedel weuld sssist in helping parents becone ROCe receptive

and lese hostile te schesl demands. Finally pareats may be
Saught vays to deel vith the ehild at hame. As Yeshida and
Gsttliied (1977) cencluded:
These efferts to incresse parents
ATy

Mﬂum the —-n- '
mé:'nlm hﬁ_m

Mth“tlﬂlly“mﬁmm-iiﬁ

otudent’s ashiovenent and adjustaant? Unti) this

is smswered .uunly prefessionals and layme. alike sheuld
precedures

be cognisant thet isprovemsat ia due precess prec

“ﬂmﬂrh&y:“m svensnt in
cdusational perfernanse ansag these the litigatien and
Jegisliation was Gesigned to help mest - the ehild. (r. 20)

Gallagher (1901) as citel by Peul (1901), discussed eight

future treads which vil}l significantly impact en the intersctien

bveon parents of children vith apesial nseds and prefes
the femily ia flum; perents] interestien vith pref
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social values and tiiny policy; the fallible family; and models
of the family. Gallagher admitted that while the model below
seened simplistic in form, the interacting foroes that are
brought to bear on the family with a child wvith special needs are
very ocomplex. (See Pigure 2.4.)

within the helping professions there are the vwide variety of
disciplines that the family must deal with - pediatriciens,
educators, Tyahe;qhn,. etc. - each with their own
idiosyncrac to which the family must adapt. There are
substantial interrelationships between all the dimensions of
the model. The ohild impacts on the family and
professionals; through legislation and guidelines the
society can influence professionals, families, and children.
(Callagher, 1982, p. 266)

Gallagher concluded his remarks on the parent-professional
relationship by suggesting:
It has been traditional fer the mr-iilml to operate

under the self-illusion that are motivated by doing
what is best for the client at all times. (p. 270)
ﬁ- nesd for and doainance, for example, to control

mlmMMEHHmﬁfﬂilmli
parent relationship. The need for the essional to
appear all-vise or all-powverful is one t does not stand
anmmalmml ;ht«_—ﬁ-m
intimate rofessional relationships. A heslthier
relatic -u . if the professionals understand
their own, less than perfect needs and adjust to them just
as they ask the parents to adjwet to their needs. (p. 267)

!thvinlﬁh“lﬂa:ﬂﬁmlmmtm
understand. (This advice is in italics because of its

importance) .

T™here is a feeling of resentasnt on the of some school
personne]l that hinders their ability to listem to peremts.

Seme of this is a refuge from parents’ desands, which can
be overvhelaing.




Figure 2.4 Interacting forces on Pamily of Nandicapped Child

Nete: From Gallagher, J. J. ﬁm of q-ahl mmm In
m' J-r Iii (1“1’ “’ kR ’ ) ’ . i1 4
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School personnel must have ongoing in-service training
because nev concepts and research emerge constantly.
School personnel sometimes need help to resist powerful
?lmtl wvho want an inappropriate education for their child.
p. 269)
Koy Issues for Parents of Children with Special Needs
Wilgosh (1990), in studying issues in education and daily
living for families of children with disabilities, concluded "I
strongly support . . . the value of both quantative and

with children who have special needs" (p. 300). This author
identified six major themes common to families regarding their
child’s disability, "using typical parent guotations to
demonstrate some of the richness and variety within the themes®
(p. 300). The following is a major discussion on the Wilgosh
study. Its relevance to this particular study is self-evident.

The first theme in the Wilgosh (1990) study was coping with
knovledge of the child’s disability. Wilgosh highlighted:

The parents all reacted vith strong feelings to being told

that their children had disabilities.

ver, the pare 4
rn:atlm vere at least partly affected by the wey ;:
Pmthnm. by how long lttﬁﬁmﬂﬁtﬁ ,
disab , and Ily ditticulties ﬂn!ln! information about
the disabllity and about how to cope with each child’s
special needs. (p. 30)3)

wilgosh (1990) agreed vwith several other researchers
including Blacher (1984), Allen and Affleck (1984), and
Glendinning (1983) vhen she stated:
We have found that parents through active
- te increasin nhdﬁi: mm«pm

adjustasnt
through stages of grievia tnﬂulm
@ﬂm‘;ﬁm-&hﬁﬁhhﬁm
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wvill adjust; they will have many feelings, affection as
wvell as regret, making realistic plans once they are
certain about the disability, while fantasising about other

possibilities. (p. 302)
In addressing the second theme, support services through a

tean approach, Wilgosh (1990) stated:

The families may need direct support and assistance with
caregiving. They may also need emotional s from

professionals and parent support groups to help thea deal
with personal and family stresses. Parents vant to have
& parent-professional partnership of open discussion with
knowledgeable and caring professionals who take the time
to listen to them. (p. 304)

With respect to advocacy and parental initiative, the author
susmarised the parents’ views:
Nany of the parents believe that their child’s educational

and other ?ortmuuu have been deterained the
parents’ initiative and have a sense of mission, direction,

or as & by-product of their efforts to raise their
cM!d (with mcnl needs). (p. 304)

In fact, in the Wilgosh study, she included one of the most
profound parent comments:

I really didn’t knov, vhen I became a mother, that I was

to be & warrior. I thought, “murture®, not

"battle.” Yet as I am talking, I am awvare that I need to

fight if I wvant things to change. (Wilgosh, 1990, p. 304)

In discussing theme four which involved the parent’s search
for the best educational opportunities, Wilgosh found:

Parents believe 1y that an excellent teacher leads to
school success for childrem vith special needs, and that
both the 1 and professional gqualities of the
individual teacher are important to success. (p. 304)
In addition, “parents appreciate honest and open
feedback frem teachers and want to be actively involved with the
echool® (p. 304).

Parents expected that:
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Children with disabilities have special needs which must be
considered by the school. Foremost, they need sensitive and
oompetent teachers vho can respond to each child’s needs,
who don’t reject the child because of the disability and can
work in cooperation with the parents. Parents feel angry
and frustrated because of difficulty finding good programs.
Forsome children, attending special programs requires long
hours of travel. In some Cases, Programs Bay not exist
because of high costs, or bucause teachers have not been

trained to teach children with special needs.
(Wilgosh, 1990, p. 308)

Wilgosh also found that having a special needs child in the
fanily has both positive and negative effects on the family.
Featherstone (1980) wrote, as cited by Wilgosh,

The child’s disability amplifies problems in ordinary
fanilies and makes the parents more vulnerable to
stress and oconflioct, particularly when they are feeling
tired, afraid, or angry.

Nany parents feel guilty because this (search for
services) may leave less time and energy for other family

relationships.

Parents may need to disentangle their feelings m t.h
disability from their feelings about their sarri nr
that, although some marrisges will fail, most will survive.

(p. 306)
In discussing the future of the child wvith special needs:

Parents s feel optimistic about adult independence for
ﬁilﬁ ith mild disabilities. On the other hand, parents

llut the vork training, community employment, and
living ¢ mities for children who have

soderate to severe d sabilities, particularly when the
parents are too old to be the primary guardiane for their
children. (Wilgosh, 1990, p. 307)

Wilgosh concluded this very significant study by
highlighting the needs of families’ with children with special

Training for medical and other he professionals
lﬂm-:ﬁmﬂehhﬁﬂlglthltyﬂmﬂ
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It is iaportant to recognise the ongoing nature of the
stress and other feelings experienced by these families and
the absence of stages of adjustment. Counseling thes to go
through stages of grieving to acoeptance is too pat an
answer to their needs.

Parents vant to be accepted as partners in the task of
prcvutng for the development of each child’s full
al.

potenti
Parents have described the qualities of good teachers.

value teachers who show respect for the child and foous
on child. They also value teachers’ gualities
of patience and sensitivity, dedication, knowl ., and
understanding of the needs of the child and family
We cannot ignore the need to provide all student
teachers vith special education training, particularly in
assessment and development of individual program plans, in

classrooa managesent, and in parent-professional
relationships. (p. 308)

Ammary of chaptar 2
As discussed at the ocutset of the chapter, the researcher

viewed the parent-professional relationship as a shamrock. As
with the shamrock which reguires sunlight and nourishaent to
sustain itself, the parent-professional partnership reguires
similar care and attemtion if it is to be productive. At this
point, the literature reviev has attempted to highlight the
complexity of the parent-professional partnership. It has also
pointed out the need for further research into this phencmena.

It is vwith this background thet ve begin the study of
parental involvement in the process of making edusstional
decisions regarding their child with special meeds.
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Chapter 3
Research Design
The purpose of this chapter is two-fold. Pirst, a brief
description and validation of the rationale for qualitative
research is outlined. Second, the application of that rationale
to the msthod of data ocllection and analysis used in this
research study is also discuseed.
Orientation
This study can best be described as descriptive/exploratory
research. Descriptive studies involve the description of "what
{8® (Borg & Gall, 1989) and the intrepretation of the msaning or
significance of the phencmena (Verma & Beard, 1961). A
descriptive study may take many forms including surveys, case
studies, developmental studies, or comparative studies. This
study was designed to survey the situation regarding parwnt
participation in educational decision-msaking in Alberta as it
relates to the child wvith special needs.
Bogdan and Biklen (1982) described gualitative research as
"an umbrella term to refer to several research strategies that
share certain characteristios® (p. 2). Acoording to theee

::uu stat 1 toims . Desearch guestions are
eperational variables; rether, they are
tmgwunxm : ty, in
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settings where subjects nﬂnny spend their ein (p, z)

Nusserl, a Gersan philosopher, is credited with this
research method, wvhich is an approach designed to understand and
interpret human bshavior. One of the most common methods used to
capture the experience of a particular phencmenon is to engage in
a dislogical interviev with the individual or, in this case, the
parent, who described the phencmenon as experienced. These tape-
recorded, real-life experiences of the parents became the rav
data for analysis. Dogdan and Biklen (1982) would define these
interviewvees, the parents, as key informants because "they are
more villing to talk, have a greater experience in the setting,
or are especially insightful about what goes on® (p. 63). In
order for the researcher to ascribe meaning to the rav data,
he/she must put aside all presuppositions or prejudgements about
the topic. The researcher strives to achieve a state of being
presuppositionless (Polkinghorne, 1981), vhich is acoomplished by
a process of bracketing. The researcher searches for his/bher
and then attempts to loock at the data vith a fresh approach.
This fora of content analysis requires the researcher to
effort to extract the true meaning from the data as int
the isterviewes.

In summary, gualitative researchers have attempted to
cuplere a particular guestien in ite eatirety by geing te the




source of the data, which in this case was the parents
themselves. After a careful and systematic analysis of the
descriptive data contained in the interviews, conclusions about
the phencasna studied were extracted from the descriptions of the
parents’ experiences.
T™he purpose of the study

The purpose of this study, then, wvas to investigate the
experiences of two groupe of parents in their efforts to become
involved in decisions that related to their child’s special
education program. As a result of a lack of research information
in this area, many professionals are either overlooking or
ignoring the parent’s right to be involved in making decisions
vhich have a direct impact on their child or their family.
TYpe of study

T™he multi-case study scheme wvas utilised for this researoch
since more than two subjects vill be studied (Bogdan & Biklen,
1982:68). This strategy wvas used primarily because the study
involved the aggregation of a number of individual case studies.
Lincoln and Guba (198S), as cited by Bottas (1988), suggested,

1) The case study is the primary vehicle for eaic inguiry.

?&“:.’..“2.‘2&?‘:.‘:.";.::‘:‘_‘“‘“ @ reconstriction
2) ‘!lneuoaeﬂ!..““ approach builds on the readers’ tacit

m dﬁ-;&ﬁmnm“

3) mmmunuzmlﬁmumgnnm



4) The case study provides the reader with an opportunity
to probe for internal consistency.

S) The case study provides a "thick description” of the
event 80 necessary for judgments of transferability.
(p. 359-360)

This technique was also recognised by Miles and Nuberman
(1983) when they acknowvledged that:

Multi-site studies are especially nﬁpuling because they

can purposively sample, and aims about, a

larger universe of people, settings, events, or processes

than can single-site studies. (p. 37)

In this study, the multi-case study provided an opportunity
for 14 parents, 10 families, to express their views on the
process of education decision-making for their children.

Gatevay Association for Community Living and the Learning
Disabilities Association of Alberta.

i of parents whose
ohildren had severe to profound special needs. It was

The former association is compose

Living. Its asmbers had at ons time belonged to the Bdmonton
established their own organisation because they had a different
philoscophy regarding educetion. The Gatewaey members oppose the

classerooa enviromment and believe that total imnclusion
is bast for their childream.
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not suffer from physical or mental disabilities but were children
who learned differently. In other words, these students have at
least average to above average intelligence as measured by a
standardized intelligence instrument but who continue to have

The Alberta Association for Children with Learning
Disabilities vas formed in Edmonton by a group of parents in
1968. At that time, the group received a charter and vas
registered under the Societies Act. However this group never
functioned as a provincial organiszation. In January 1974,
representatives from seven local branches met to discuss
reactivating the Alberta ACLD. In 1981 a national association
vas formed and adopted the name Canadian Association for Children
and AMults vith Learning Disabilities. The Alberta Association
followed suit during the same year. In 1985, the national
association changed its name to Learning Disabilities Association
of Canada (LDAC) and a year later the provincial association
became the Learning Disabilities Association of Alberta. The
basic aim of the association is to provide support and ocounsel
for learning disabled persons and their families and to secure
their potential. 1In Alberta at present there are 20 chapters
vith a total membership of approximately 35000 individuals and
families.

The context chart (see Pigure 3.1), describes the



Alberta Federation of
Home and Schools
(APHSA)

Parent Advisory

Individual families
of regular children

Alberta Rducation

Alberta Association for
Community Living
(AACL)
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(Gatevay Association)

Individual families
of chilMren vith severe

Pigure 3.1 Context for the Study
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how the various parent associations influence the education
system.

The semi-structured interviev was the major source of data

for this study. Bodgan and Biklen (1982) described the interview

>seful conversation, usually between two people (but

sometimes involving more) that is directed by one in order to get
information” (p. 135).

Spradley (1979) described the interview as a "particular
kind of speech event® (p. 55), similar to a conversation except

(p. 89). It is the researcher’s responsibility to make the
purpose clear and to direct the interview so that the information

Bogdan and Biklen (1982) reminded the researcher that:

In keeping with the gqualitative tradition of attespting to
capture the subject’s own words, and letting the analysis
emerge, interviev schedules and observation guides mr-lly
allow for open-ended responses and are ﬂuiﬁh enough for
the cbserver to note and collect data on unexpected
dimensions of the topic. (p. 71)

the opsn-ended interviev process vhich will be described in
Bogdan and Biklen (1982) also advocated that:
The qualitative research s demands that the wvorld be
usption that nothing is trivial, but

of being a clue wvhich ,
mnsive understanding of what is | being
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It would appear that the emphasis during the interview should
focus more on understanding the data rather than following a
particular interview format.
Instrusentation

The sampling method used to select the parents or key
informants of this study wvas a purposeful sampling approach.
According to Bogdan and Biklen (1982), you "choose particular
subjects to include because they are believed to facilitate
expansion of the developing theory" (p. 67).

pp. 66), vas used to select the Gatewvay Association participants
for this study. As one member, a program facilitator of the
Gatevay Association wvas interviewed with regard to her
involvement in education decision-making, she was asked if she

in participating in the study. As a result, a total of five
fanilies from the Gateway Association became involved in the
study.

The parents from the lLearning Disabilities Association were
invited to participate in the study via their association’s
nevsletter entitled Agenda (See Appendix B). Interested parents
vere asked to contact the provincial office and their name and
umber were forwvarded to the Consequently a
total of tive families from the Learning Disabilities Association

of Alberta became involved in *he study.
It should be noted that the researcher talked individually



on the telephone with each of the key informants prior to
establishing a suitable time to interview. The purpose of the
initial contact was to develop a relationship with each parent.
This opportunity was also used to communicate the purpose for the
study, the ethical issues, and the method for data collection.
As a result, almost all of the parents came to discuss their
involvement prepared with written notes, copies of briefs, and a
geal to “"tell their story”. As all respondents had volunteered
to be interviewed, it was presumed that they were willing
participants, and that they had considerable experience in making
decisions regarding their childrens’ special needs from their
various perspectives.
The pilot study

The two open-ended question interview guide, developed to
interviev the parents, wvas developed in consultation with the
researcher’s supervisor. Chomicki (1992), in a similar study,
utilized a two open-ended question format. The pilot study in
the researcher’s school district provided insight into the amount
and nature of the data that would be collected during the
interviev process. The pilot study also helped the researcher
become comfortable with the interview process and to determine
the approximate length of each interview. The pilot study
provided the researcher with an opportunity to develop a degree
of confidence with the interview process and an assurance that
the study wvas meaningful and purposeful. Two members of the
lLearning Disability Association and one parent with a child with
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was not included in the data bank for the major study. Based on
the information derived from these pilot activities changes were
made to the interviewv guides.
Interviev proocedures

A.il 10 families wvere contacted and appointments made during
the period January to November 1992. There was alwvays an
emphasis on selecting a date that was suitable for the parent.
Because these parents were so involved with their children, dates
had to be altered to avoid particularly stressful times for the
fanily. The parents were informed that the interview would
explore their involvement in decision-making in depth and there
were no time limits on the interview. They were also assured of
anonymity and of their freedom to wvithdrav from the project at
any time. Each tape-recorded interviev lasted from tvo to three

hours and the interviev wvas conducted in their home, at the

journal to record personal reflections as well as positive and
negative responses to the interviews that alerted the researcher

adninistrater as well, the researcher had to continually bs aware
that nov he was a researcher to ensure that the parents wvere able
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to fully disclose their story. These personal reflections were
shared with the thesis supervisor and colleagues at several
points during the interview and content analysis process.

Data analysis in qualitative research

Berg (1989) used the term "content analysis® to describe the
process whereby descriptive data are categorised. According to
Berg, the descriptive data can be coded into two levels: manifest
content or surface structure of the data; and the latent content
or deep structure; or a combination of the two levels. Berg
defined the manifest content as what is said by the interviewee
while the latent content is deemed to be the symbolic meaning of
vhat is said.

The analysis of the data, then, involved extracting the
meaning units or themes from the forty to fifty pages of tape-
recorded text per interview, which are then clustered into groups
of themes or thematic clusters. The process is reductionist in
nature, reducing the interviewv data to the highest level of
abstraction possible in order to capture the decision-making
experiences of the parents involved in the study.

Chomicki (1992), in a gqualitative study involving mothers
obtaining health care for their children with special needs,
developed a model for content analysing gqualitative data. Ner
analysis involved extracting msaning units or themes from the
interviev protocols and reducing the data to the highest level of
abstraction possible in order to capture the essence of the data.
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This researcher used similar strategies to analyze the parents’
experiences in decision-making. (S8ee Figure 3.2.)

Each interview protocol was read and all essential elements
or meaning units were highlighted and labelled according to the
decision-making themes that were stated by parents (manifest
content) or implied (latent content) in the text. Once each
protocol had been analysed, it wvas presented in tabular form on
tvo levels that served to demonstrate the manifest or latent
content of the protocol. The first level of abstraction involved
a paraphrase of what had been said by the parent. This exercise
was used to focus the researcher on the precise nature of each
parent’s intent, and to, as accurately as possible, express the
intent. The next phase involved the abstraction of the data to a
higher level of meaning, the latent content, that was embedded in
the meaning unit. (See Appendix C.)

The themes were then grouped into clusters to form a common,
global theme which portrayed one aspect of the parent’s
involvement in decision-making. The thematic units for each
group of parents were then presented in a format wvhich
facilitated further analysis. It was at this time that a
betveen-persons or vithin group analysis was oonducted in which
the protocols from each of the five parents in each of the groups
vas analysed for common themes.

Osborne (1989) described a comparison of the thematic
clusters arising from interviews from several parents a between-
person or vithin group analysis. Specific subthemes emerged
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within the thematic clusters which were *=en =4 =mccording
to the number of times they were repeates ‘wple if all
five parents mentioned a theme, it was iabel ... + fifth-order
subtheme. A theme mentioned by four pare+'s was isbelled a
fourth-order subtheme. Once the within-group amalysis was
completed, the between-group analysis was ~nducted in a similar
fashion in order to compare the responees .t the parents who had
children with severe to profound needs in cemparison to the those
parents with children with learning disabilities.

Using Berg’s strategies (1989), the researcher engaged in
negative case testing throughout the analysis in order to locate
instances where the theme was not demonstrated by a parent in
that group. The theme or subtheme was then adjusted so that all
cases could be incorporated or the theme vas rejected altogether.
The establishment of a hierarchy of subthemes enabled the
researcher to incorporate all relevant interview data with
integrity.

In the next two chapters, the thematic clusters which
emerged from the interviews with each of the parents froa both
advocacy groups are discussed. Following this discussion, the
results of the between group analysis are discussed. Examples
wvere extracted from the protocols to illustrate each thematic
cluster as per Berg’s (1989) suggestion for verification.
advocacy groups in the Province of Alberta agreed to take part in
the study. The Learning Disabilities Association of Alberta and
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the Gateway Association for Community Living were most interested
in this research project. A select number of parents from both
organizations were interviewed to allow them to "share" their
story with respect to the process of being involved in making
educational decisions for their children.

The techniques used to obtain data inciuded unstructured
interviews, relevant document analysis, and personal observation
of the activities of the parents.

The data analysis portion of the study involved a
combination of steps. The interviev data from the parents as
they shared their stories was content analyzed.

Documentation

While the use of documents wvas a limited data source, these
documents became part of the data collection process when the
parents discussed their involvement in the decision making
process. The documents included copies of letters sent to
various individuals in the school systems involved. In some
cases, where parents had appealed a decision to a school board,
copies of the brief were made available to the ressarcher. In

station of
their situation and these interpretations were also made
available.
Quality ocomtrols

The open-ended interviev guide vas developed after a series
of interviev guides and surveys failed to capture the "richness®
of the data that vas expected. The conoept of trustwvort '
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vas addressed and care was taken to ensure that ethical standards
vere met.

Trustivorthiness
In a qualitative study, it seemed more appropriate to
validity. Major proponents of this approach including lles
(1984), Guba (1981), and Lincoln and Guba (1985) clarified this
matter:
The basic issue in relation to trustworthiness is simple:
How can an inquirer persuade his or her audiences 7
(including self) that the findings of an inquiry are worth
paying attention to, worth taking account of? (p. 290)
In fact, it was Guba (1981) who previously identified four

from the Gatewvay Association met the researcher during the

1992 Colloquim on Special Education sponsored by the University
of Alberta and the University of Calgary. The researcher has
concluded that this continued relationship which was developed
vith the parents from the Gateway Association lends to the

that can be placed in the findings of a given study. Since
social realities are based on the perceptions of the informants,
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care needed to be taken to promote and ensure credibility. Every
effort was made to ensure credibility for the study.

children with special needs and their parents for the past
eighteen years in a number of capacities. During the collection
of the data, the researcher devoted considerable time with the
parents discussing: the importance of the study for all parents
of children with special needs; his own personal philosophy and
the nature of his work in the area. The researcher believed the
credibility of the data was ensured by the rapport which wvas
developed with each and every parent. Rav data in the form of
cassette tapes and verbatim transcripts of the interviews were
maintained for frequent review. The researcher attempted to
become familiar with the professional literature as it related to
expanding his interpretative background.

Transferability
Transferability is the counterpart of external validity in a

instrumental in deteraining the applicability of the findings.
As Bogdan and Biklen (1982) recommended, the researcher
endeavoured to provide thick or rich descriptions of the lives
of the pareits of children vith special nmeeds. It is the thick
description provided that ultimately enabled the researcher to
make judgements with respect to transferability.

Dependability
Dependability in qualitative research is the counterpart to
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reliability in quantitative research. The two concepts of
consistency and stability are of utmost concern relative to
depundability. Allport (1955) concluded that perceptions, which
were the main source of data in this study, "remain relatively
constant over time" (p. 598). A journal systom was maintained so
that the data collection, analysis, and interpretation could be
explained. Journal entries, tape-recorded versions of the
interviewvs, and the hard copies of the interviews were retained.
Confirmability

The operational term in qualitative research is
confirmability rather than objectivity as in a quantitative
study. The paper audit wvas used to establish the relationship
between the researcher’s interpretations and the actual rav data.

Purthermore, the researcher wvas awvare that his values and
personal views were a potentially biasing factor in the study.
To avoid potential researcher bias, the coding categories and
processes were checked by the thesis supervisor and another
ocolleague, and the direct responses of the parents were used to
substantiate the conclusions.

Bthical considerations

The Department of Bducational Administration Research Ethics
Reviev Committee approved this research on June 26, 1992.
Therefore this study has conformed to the ethical guidelines of
the University of Alberta General Paculties Council and the
Departaent of Bducational Administration.

As noted previocusly, the researcher talked individually to
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each of the parents on the telephone for an extended period of
time prior to establishing a suitable time to interview. The
purpose of the initial contact was to develop a relationship with
each of the parents as vell as to communicate the purpose of the
study, and the ethical issues. Also the method for data
collection including the use of the tape-recorder was outlined.

at the beginning of the interview, indicating that they
understood the purpose of the study, as they voluntarily
consented to participate. They had also been assured of their
anonymity and their right to withdraw without reprisal at any
time. They also agreed to the use of the tape-recorder to record
the interviews. Careful and deliberate attention was taken not
to mislead the parents in any way.

The children from the Gateway Association for Community
Living, vhose parents took part in the study, ranged in age froa
six to fourteen years of age. Two children were of preschool
school age, while the other two

age, one vas of upper elementary

siblings in all the families. With one exception, all parents in
this group were birth mothers.

The children from the Learning Disabilities Association,
wvhose parents took part in the study, ranged in age from eight to
fiftesn years of age. Two children were of school age, one wvas
in junior high sohool, and two students were in high school. Of
the five students involved, two were girls and there were
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siblings in all the families. With one exception, all parents in

this group vere birth mothers.
Interviev procedures

betwveen January and November 1992. Emphasis was placed on
choosing a date vhich was convenient to the parent and when the
the parents’ recall of their experiences. Of the ten interviews
wvith parents, esight were conducted in the family home either at
the kitchen table or in the 1living room. All the interviews were
tape-recorded. Participants were advised that their experiences
would be explored in depth and no effort was made to rush the
interview. All parents were reassured of anonymity and of their
right to withdrav from the study at any time.

The data collection interviev vas largely semistructured as
only two specific questions were asked of the parents, thus
permitting the interviev to develop freely. The parents were
asked to "Describe for me (the re r) you: experiences with
respect to education decision-making regarding _ , (the name
of the child who has special needs)”. The teram "education

parent’s attention vas focussed on times in the child’s life when
interactions vith professionals revolved around deciding om
ng, or personnel issues. In addition, the
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with this as background inforsation, let us begin our study
of parents’ views of decision-making for their children with
severe to profound needs.

summary
The research design for this study was described as a

descriptive and explorative multi-site case study. The study vas
designed to examine how parents of children with special needs
viewed the process of decision-making. Relevant data were
collected from 10 families, 14 parents, through the use of semi-
structured interview format. The two advocacy organiszations
which took part in the study were the Learning Disabilities
Association of Alberta, and the Gateway Association for Community
Living.

Analyses of the data were carried ocut using content
analysis. The themes and subthemes vhich emerged from the rich
descriptions of the parents’ experiences were only highlighted
and discussed if the theme was mentioned by all members of the

parents of children vith severe to profound needs.



Chapter 4

A STRUGGLE FOR POWER: PARENTS’ VIEWS OF DECIS.ON NMAKING

This chapter will discuss the "life experiences” of several
parents wvho are members of the Gateway Association for Coawunity
Living. Their children have special needs that would be
described as severe to profound. Table 4.1 below summarises the
childrens’ ages and their disability:

Table 4.1 Children’s Ages and their Disability
Child Age Disability
A 13 Down’s syndrome

é Brain injury

6 Severe developmental
delay

1 Profoundly hearing
impaired

15 Multi-handicapped

o
-3
[

[ ]
o
L

The chart reveals that the children being discussed in this
part of the study, covering a broad range of ages, are faced vith
significant challenges to their learning.

Three general themes emerged as these parents discussed
their involvement in the educatiomal program decision-making

characteristios of this group of parents; and (3) the pareats’
views on the decision-making proocees.
L



interviewed when they discussed their child’s various
developmental stages:
Parents began to ’‘take control’ early in the child’s life.

Parents had to deal with labels others place on their
child, and on themselves as parents of that child, even

though they realized that the label ensured access to
rvices.

Parents began to realize that they were becoming an expert
in knowing their child.

Parents experienced a vide range of emotions as they began
to work with their child.

Parents seemed to be in a constant battle to have their
opinions heard and respected.

Parents vanted to have input into decisions related to
their infant’s situation.

Parents searched for opportunities for social integration.

Parents developed strategies to help them deal with
professiomals.

Parents recognised the stressors on other family members

when they have a child vith special needs in the home.

Parents developed a series of community networks to
support them as adults.

Parents wvanted to participate as a "tean” msmber.

Parents stressed the need for open communication between
home and school.

Parents struggled for power over decisions.

Parents described the attributes of a good partnership vith
professionals.

Parents indicated that they sought legal advice regard
their partiocular situation. o ine

It should be noted that these subthemes emerged from the
data and are not limited to any particular developmantal stage.



Only the fifth order subthemes, those identified by all five
parents, vill be analysed.

Major Theme: Common types of actions taken by parents of children
wvith severe to profound needs

When describing their experiences with decision-making for
their children, these parents discussed six major subthemes.

Subtheme 1: Parents begin to "take control® very early in
the child’s life.

This parent’s first encounter with medical professionals wvas
not very positive and has influenced the family’s way of life
since the child arrived home from the hospital. Comments like
these, made by this mother, were common:

And then he (the doctor) said as boldly as this, ‘She has
profound nervous systea damage, she is blind and I wouldn’t
be surprised if she is deaf too. We can give her therapy
for a while, but it’s really not worth doing. If kids come
along that can benefit more, we’ll have to bump her.

I recommend you put her in an institution’.

To further illustrate:

When wve brought our son home we were told that he probably
wouldn’t have much of a life and that he should have been
institutionalised, so we felt very lttﬁﬁl! that that vas
not an option for us, so I suppose our entire focus has been
very strongly in the other direction.

Another mother explained one of the family’s first decisions:

Certain choices in our family were made six years

ago vhen our son had his acec that he became brain-
injured, and we decided to take him home. That was a
decision that ve made with hope and with some kind of
vision and with some kind of support that there was out
there in society, mtt&.mulpmnm:ﬁrn- ,
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vhen she discussed her experiences at the

hospital:
And you learn to start fighting and saying what you want
to happen from day one when he’s in the hospital, and,
actually, the hospital staff in the first hospital
encouraged you to do that and to make decisions about vhen
he should have his medicine and when he shouldn’t. 8o you
start taking control at that point . . . .

Another parent noted:
I went home and that wvas at nin: months and in tvo days she

program, because I had connections before. I hate to think
vhat it would have been like not to know anything about the
system, but I did.

In summary, these parents of children vith severe to profound
needs began taking charge very early in the child’s life which

beginning.

Subtheme 2: Parents have becoms "expert® in knowing their
child because they have had to implement many of
tthBfﬂllﬂl'lMiﬂ

learned that because they knev their child best, the child’s
future wvas primarily their responsibility:

You become an expert about your own child. I wouldn’t like
ﬁﬁllmﬁﬂy:lnﬂntm&n“lmmunﬂ.
bescause I don’t knov them. But I knov hia (my son), very
well. In the hospital I was told Hﬁthm'tlﬁpiﬁ,
and I knev he vas, and 1’d fight for the medicine. Ne’d get
the medicine. Ne’d be fine.

And I B for me it wves difficult because I felt like I
had a ﬁtﬂhﬂlﬁtﬁiﬁ!ﬁnﬂm. but the situation
had been made difficult for me becau

that they said I had, being unreasons
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themselves. This parent noted:

The consultants that come out to tell the parents what to do
wvith the chilad onlx come out once every three weeks for

twvo hours, and basically the responsibility of educating the
child or stimulating the child is still left up to the
parent, who is often just terribly fatigued already by the
vork involved, especially if the child has high needs.

Another three parental comments:

With a child with special needs you often have a lot of
experts telling you, ‘Well, this is what you do here, and
this is what you do there.’

They (the consultants) would give step-by-step thlnzl, plus
you have your DS (developmental specialist) coming into the
home for six-and-a-half hours a day. And that feels mighty
good to have that kind of control, because I went froa
having a child that could speak for himself, tell you wvhen
he was hurting or hungry or thirsty, or whatever it vas that
he needed, he could tell you, to having a child who,
basically the only people that understood wvhat he was
telling you were the le that were very, very close to
him, and people that just came in to look after him had to
learn how to read those signs and figure out what he wvanted.

The lady wvalked up beside her with a rattle and said ’‘Look’
(name of child) and (name of child) turned her head in the
other direction. (Name of child) avoided her up to seven
strangth o 80 Anything endshe Just buried her hees in the
strength to anyth ust her

mat and cried. The lady wrote dowvn on her form, fail, fail,
fail. I said, ’‘What do you mean fail?’ ‘’she ﬂidn't
respond.’ she said. I said, ’‘she did so respond.’ 8o we
wvent on like this with these arbitrary little programs. The
trained seal approach I call it. Neanwhile, I was doing my
own thing vith (name of child), I was toilet training.

It vas not surprising to hear the parents proclaim that they

knew their child best.

Subthens 3: Pareats expected to have input into decisiens
related to placement, programming and even whe
worked with their child.

As a result of being so involved with their child since the

onset of their child’s disabdbling condition, parents have become
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acocustomed to having input into any decisions regarding their

child:
S0 all along ve as parents have been very much involved in
hiring, in having a ll{ as to vhat we vant asized in
terms of his program planning. The way GRIT is set up is

several times a year there are meetings held vith parents
about your child’s progress, about how he met his or her
goals, and if not, howv can we modify thea so that those

goals can be met.

It’s ridiculous for me to sit down and say, ‘The goal I want
for him is, the end of this month I wvant him to w-1k’.
That’s a stupid thing, so you sit down and you go over with
all the consultants vhere he’s at right now.

And as one parent decided:

What is a reasonable expectation and vhat things you see for
! child, and if they think that that is reasonable, wvhich

t usually is, then you set those goals out, and they figure
out how it is you’re going to accoaplish them.

When discussing the importance of teamwork, one parent commented:
he got on the GRIT ptagril, and again, wve wvere

V!fyiinﬁhriﬁVEIin in the planning and programming, and we
were the ones that made the final decision about what goals

we wvanted to achieve and acoomplish.
One parent actually resorted to moving her entire family as a
solution to her child’s placement problems:

80 ve took & look at, we ocould either move into the city or

further awvay, and we took a look at the p rans, and at
that time wve were feeling very defeated in that, although

ve vanted our son to continue in an inalﬂgiv- enviromment,

wve were bsaten down and ve really needed some time to

recuperate. 80 we chose to Rove to vhere we are now.

By the time these children vith severe to profound needs
reach a structured school setting, their parents know their
children best and to deny them an opportunity for imput into any
major decisions seems hasardous at best.

Subthame 4: Parents sesmed to be in a “constamt IiEEllP to
have their epiniens heard and respected.
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Certainly as children moved from the safe environment of
their home into the community, there were nev challenges to be
faced. As one mother noted:

I couldn’t care for anybody else but him, not even myself,
80 ve made a plan to call the social vorker and say, ’‘Look,
this child is needing a lot of care. These parents are
having trouble; let’s get help in the home.’ 8o I phoned
the social worker back and had another meeting. I gave him
the names of other families that had a system like this, so
he looked it up in the files and said okay.

Another parent remarked:

When (name of student) was old enough to attend pll{:ﬁhﬂ pol,
we actually had, not so much in the fight to have him
included in the playschool, because they were very 7
ncaipting. but the issue revolved around the playschool, and
as a fanily wve felt (name of student) needed an aide.

On discussing early entry into a kindergarten program, one parent
remarked:

They (the school system) weren’t going to take him to begin
wvith, but eventually we persuaded thea that this was going
to be okay. 80 he stayed on the GRIT program; the GRIT
worker went into the kindergarten vith him, which the
school board was not thrilled with, but I was not willing to
trade in six-and-a-half hours a day of a DS coming in and
all the consulting staff for two-and-one-quarter hours a day
in a kindergarten program. Anyway, we finally
thea thot this would work, having the GRIT people involved

Subtheme 5: Parents have developed a network of commmmity

When working with a child vith severe to profound needs,
to deal with. These three parents looked to others to
support thea in their daily lives:

Gatewvay Asscciation, so she said, ‘You should go and see

them, because they’re advecates for pecple with
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80 it vas a mom vho came to my home and she kind of
helped me go through my day and wvhat my child’s needs were
and kind of set up a structure of howv much time (name of
child) took of the whole day in terms of his care and his
stimulation, his feedings and his suctionings and his
chest physio, all that stuff, and it was unreal.

Four times a year we would go to Calgary for a kind of set-
up of his program, and then we got volunteers from our
church. We had about thirty-five volunteers, and we’d have
tvo people aaiini in the morning from ten till twelve, and
then two people in the afternocon from two till four coming
into our home following this whole program, and with a lot
of hope, of course, that things vere going to improve, and
ve carried that on for two years.

From the beginning I had a lot of support from both sides of
the family and from our church, and then there were some
other people that kind of just arrived from nowhere.

Certainly as a result of the series of networks established,
the parents of children with severe to profound needs acguired
some nev skills.

Subtheme 6: Parents have developed strategies to help them

deal vith professionals.

All parents indicated that they had developed a number of
strategies to help them work with professionals. Some parents
indicated that they realized that one strategy they could pursue
to achieve their goals for their child was through the principal
of the school:

Ve attempted to have (name of student) included at
kindergarten and tried a ple of strategies and were not
successful. We approached ¢ ﬁrh:nlpl. Ne said ’Yes'’;
then ve started looking for dol oourse.

mm:-nm(m incipal’s) ideas. I think
wnummmmnmmmnimf
easy. l-th nmeamm $ he had
ﬁ';“ & t-i:r-m g pirt of ﬁ visie
and 80 OB, 80 P f a
;’gimml. )
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So then our next strategy was to try to go in through the
back door, so to speak, and when September came around the
year that (name of student) was five, we just went to the
kindergarten and enrolled him and showed up at the door, and
that wvasn’t received very well.

In order for one parent to feel somevhat at ease vith her

~hild attending school, she confided:

This

I needed to feel that I could trust the school as much as
they needed to trust me.

It’s very scary because now you’re trusting these people
with your child, and they don’t know him. I don’t have huge
confidence in the school system for my regular child, let

alone my child who can’t communicate very well, and so it is

parent then went on to share some other strategies:

One of the things that we did every year vhen (name of
student) vas in elementary is that we would meet with the
principal about this time of year, in March, April,
sometimes May, and started talking about, I guess, almost
like a report card, some of the things that we felt that had
happened that were really positive, and some of the things
that we needed to work on, and in looking at that, what
wvould (be) some of the skills he needed for the following

The follow-up on decisions was vitally important:

vhen

f

I would stop by the principal’s office every now and
and talk, and let him know how good I thought things
going. I needed to make myself comfortable, and I need
to feel that I ocould trust the school as much as they

2 of early planning wvas evident in the next strategy
sxt grade level would all of a sudden, vhen they’d
in the school, start to talk Mngs they’d

E

to £ind out what we thous
feeling about the situation.

1
%
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The importance of the teacher being willing to accept and learn
to work with the student cannot be overemphasized:

We were the only ones that had looked at having a child
included on a full-time basis, and it really has been a
sucocess story; but also sensitive to the teacher’s needs,
80 we asked them whether they would be interested in h:ving
(name of child) in their class in the following year.

80 I had to walk with tender shoes, give them (the
teachers) a little bit of information, let them know about
workshops, give them handouts from workshops vhen I ﬁmuzh, t
it wvas appropriate, be very supportive and very encouraging,

let them know about all the changes that we sav as a family,
because we felt that it wvas because of the environment

that he was in.
The importance of the grade four year wvas noted by the parent

vhen she remarked:

We had these ideas in our mind. They needed to be fine
tuned, and wve needed to find wvays to have thea incorporated,
but before we ocould do that we also had to build a
relationship with the teachers and the school.

For the children to be included in the school, the parents
realized the importance of the "circle of friends® concept:

They had a really strong peer s. group within the
claurouththdhnmmkimvth(matn:ﬁmt)n
and some of the kids had been coming over on

peer support,
their own, but nothing was formaliszed.
Some parents began to realise the e of inclusion as it

related to academic gains for the

In special education ve were told (nrame of student) would

never learn lower-case letters. BRe was in ocur ne
school for enytinnlnﬁl. and he vas bringing

home sheets he was matching nmm
it vas wvonderful. i ’

ummmm:—-e——g.nmu
mmmqgmumu.mm;ﬁ;m

to @o well in grade five.
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In terms of classroom support for (name of student), the parents
realized the importance of their child not being singled out:

Actually, the aide who was working with (name of student)
vas also a teacher, so the teacher and the aide switched
places doing things, and that wvas really positive, because
(name of student) wasn’t always seen as being the one
receiving all the one-to-one attention. |

|
t

These parents were particularly concerned about the stigma or

label attached to anyone in the

We didn’t want the aide there specifically assigned to

(name of student) although he/she was there hlclm at
funds, because of (name of student), and to be s tive to
him. What happens sometimes when you have that aide
assigned to the child, depending on the personality, is,

they are stuck to the child, and we didn’t want that.
The importance of the classroom teacher being willing to get
involved and vork vith the student cannot be overlooked:

The teacher that I had hoped that wvas going to work

vith (name of student) had decided to change schools, and I
had heard that this teacher vas coming and that he was very
sensitive, but I also knev that he had vorked at (name of

school) . . . and I vas very apprehensive about that, so I
vent and I spoke to the principal about it.

out of sheer desperation, two parents have resorted to seeking
legal advice regarding their situation:

Ber (person in charge of special education) philosophy does
mmﬁﬂﬂlmﬂ'nm;ﬁmﬂh.lniyﬁ.m
time we talk to her she eventually comes arcund and
‘Yes, you’re right’, nnﬂﬂntm be the best place ar
(name of student), grade one. Then the next
thmnmmmﬂ!aapmm.m'nrm
back to sguare one and back to (the special education
school). This last tise I was ﬁeﬁinir!uﬁltmt!
felt 1like saying ’‘Well, fine, 1’11 see you oourt!’

It could go to court, 80 then we look at, vhere are wve going
ta'-e:hinn-y? We don’t have the momey, 80 ve look at
that nmuryt;?'i sgal opinion

) B s op
that’s wvhat wve would do it under, under ﬂ-m
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We have a ten page legal opinion from a lawyer, and he says

that that'’s hov we will proceed.

As the literature search revealed, families with children
vho have special needs have many challenges to face. While this
list of strategies was not exhaustive, there vas certainly enough
evidence to suggest that many strategies were needed in order to
effect a change in attitudes. Table 4.2 describes the attitudes
and actions taken by the parents of children with severe to
profound needs.

Most parents acknowledged that without the support of
others, the task of raising a child with severe to profound needs
would be impossible. Certainly the transition from the home
environment to another unfamiliar environment was stressful and
troublesome for all the parents. This discussion concludes the
six major actions the parents described vhen it came to their
involvement in decision-saking.

Major Theme: Common characteristios of this group of parents.

Four subthemes emerged wvhich will be used to describe the
characteristics of this group of parents.

related to their child’s challeages.

The parents of children vith severe to profound challenges
experienced and expressed many different emotions on the
continuum as they began to deal vith their child’s difficulties:
hope and despair; contentment and angers

Services because I thought he wvas going to get better. A
lot of parents go through that wvhere you think, ‘Well, my
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Table 4.2
Feelings/
Concerns

Angry, parents
told they were
i‘h‘dl

What about my
twvo other
regular kids?

Taking control

Wants child to
be accepted

Decisive/
Indecisive
Moved.
Pulled out

of spec.ed.
preschool

Making
decisions
on

programming

Organized

progra
vith church
volunteers

Parent Attitudes & Behaviors

What doing

Demanded an
aide for
playschool

Child enrolled
in preschool
& home program

with DS

Involved in
community
prograns -
svimming

E!;Cﬁtiﬂ
regular

wvith an aide

Difficulty
with

transporting
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Coping/
Not Coping

Trying
several
strategies

Trying to
balance
child’s
needs
with
family
needs plus
"educate”

priorities

Foster care information for child with profound hearing
loss still not available

Angry,

1 iment
e

integration
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going to be the one child wvho’s going to get better’.,

Because I knev him before the accident as being a whole
rson, that wvhole person is still inside there somewvhere;
t’s just sometimes difficult for him to communicate what
he’s thling. And I don’t know how much the disability
camoflages the person, somevhere inside, that person is
still there.

They (the teachers) told us wve were bad parents, we were
incompetent, that we didn’t know vhat wvas right for our
child and that wve weren’t educators, and the list goes

on and on.

Its 80 easy to lose your confidence as a parent, and it
takes a vhile to build that up again. Once you’ve built

child because you’ve been vay down there and now m’v-
built yourself up again and you think, ’Now I can start to
nake some decisions, and I’'m going to choose rather than

telling me vhat my child needs’. That'’s all part
of becoming very much involved with your child’s life.

This parent’s comments summarised the issue of emotions:

We all seek a state of equilibrium in our lives and
obviously, having this kind of situation thrown at you,
creates chaocs and it is human nature, I believe, to struggle
to re-establish order but hov that order should be re-
established vhen, in fact, often it means shattering a
paradigm, -Tn-tdlp of vhat wvas your dreas of the normal
Canadian famil It’s a rupturing, a fracturing of your
life to bring tmt.m the pieces and re-create your life,
taking into account this massive change in your expectations
and in the limitations operating on you in all sorts of ways
that weren’t there before. 1It’s a very de exercise
in abstract thinking which I think is frankly Iiiﬁnl the
ability of scme pecple, and certainly m interest

of many.
Subthene 8: When social integration wvas an isswe, parest
’ ﬁﬁﬁﬁgﬁﬂﬁm‘;t—hﬂﬂ e the

The pareats of children who are severely disabled realised
the isportance of integrating their children into the fabric of
the local community very early in the child’s life:

At & very early age wve became imvolved in having (name of
child) included in ocur community recreationally as oftean
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as we could. When he wvas three, ve demanded he be able
to take dancing lessons with his sister. We also

had hia involved in Boys’ and Girls’ Club, at churches and
the community, and Cubs.

The first year he was at howe all the time and we just took
him to small afternoon programs just to get him with other
children and just to be part of the community. MNe went
svimming; we took him to a regular svim class. The other
children were by themselves with the teacher, and we just
went in with him, but it worked out very nicely. HNe went
to a craft program and he went to a library prograa.

The importance of being able to ride on the school bus should

never underestimated:

He could have ridden the Handibus. I could drive him as
well as he could go on the Handibus, but the whole point
vas the social aspect of going on the bus.

Another parent emphasized the importance of the bus ride:

It wvas amazing, actually, the difference in how the children
treated him once he started to ride the bus with thea.

This parent recounted her story about her child wvhich emphasised

the importance of peers:

(Name of child) was on his bike and they (two boys) put
this rope around (name of child)'’s neck, and they were
going to get on their bikes and go in the ite
direction as he started and put him off his bike. By
the time I sav this and I got my shoes on and got out
the door, there were six or seven kids from the
neighborhood who knev (name of child) at school who had
surrounded his and the other children and told them to
leave him alone, that they were his friends, and from
that day on we haven’t had difficulty with those boys.

Por parents of children with profound to severe needs, their
views on integration are best summarised by these two parents’
comments
I scmetines share with pecple if ask me, ‘What does
inclusion mean to you?’ and because it is an emotiemal
fesl .mu:.?uruummuu that

inclue isn’t a p{ o it’s a vz of 1ife.
it’s socmething 1 fesl every part the day, and it’s
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something that’s inside each of us if we’d let ourselves
experience it. I feel it in my head, I feel it in my
heart, I feel it in my gut, and it’s like a vara fussy
that’s inside of you, and it radiates and it envelops
you, and it’s a passion.

But what I can’t do is give him friends. I can’t shov him
wvhat’s acceptable from a peer point of view. One of the
things he learned in kindergarten this last year vas that
it’s not okay for a six year old to have his mom kiss him,
but I never would have taught him that! . . . What wa think
is acceptable for children of any age is completely
different than wvhat thay think is acceptable.

Parental involvement vwith their child was the cornerstone to
their child’s continued development. MNow that they were
involved, it would be counterproductive for the child if the
parent vas anything less than totally committed.

sembars vhen living wvith a child with special

It was certainly evident from these five parent comments
that having a child vith special needs in a homs creates
sors for other family members:

I had forgotten it was the night my daughter was supposed to
pick up her Rutherford Scholarship and so I was just trying
tcngn out how I could make the excuse about this the

Y. I heard (name of child) on the phone . . . and
2 planning to tell a lie, vhich I don’t do very oftem, but
“think this is dreadful that paremts can’t be present vhen
she gets her scholarship and it doesn’t look very good for
her quite apart from having possible ramifications for (name
of child vith special needs).

|
(]

go out. You have to plan

a normal family 1ife. MNow it’s kind of a planned mormeloy
sll those thinge, and if you go on a holiday it has to be an
4

i
i
2
|
£
!

going to have to go to (name of handicapped camp) for the
next tem to fifteen years.
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They called my daughter at the high school to come down one
day when they couldn’t reach me. 8She (the teacher) felt
that I needed to be accessible twenty~four hours a day to
the school, and, yes, I wvant to be supportive to the school
and I wvant to be available if I can help in any wvay, but I
should not be receiving five, six phone calls a day asking
hov to deal with behavior. 1If you want to put a phone in my
Car so you can reach »e all the time, well, put a phone in
By car if you really think that that’s critical. But also
gﬁﬂipri to recognize the stress that that places upon a
family.

I found out that there was a group in Calgary that would
come from the States. It was a breakoff from the other
approach and much more family oriented because the other
approach involved almost fourteen to fifteen hours of )
patterning and all kinds of intensive exercises, all kinds
of people coming into our home. This approach wvas modified
in the sense that perhaps five hours a dﬂI would be all
right. 8o we decided we wvanted to meet with these pecple to
see if they ocould set up a plan for our child, so we went to
Calgary. These were all ocosts we had to pay for ourselves
because this wvas so-called unconventional medicine and
therapy.

I vas almost in tears. I don’t usually do that, but it wes
at the end of the three ysars, and ve would get fifty-page
subaissions from the (name of school board) to the committee
to respond to from their lawvyers in Vancouver. I would sit
up till two, three in the morning going through each page of
the submnission, coming up with a counter response. 80 I
also said there’s another issue here. The (name of school
board) uses taxpayers’ money; unequal access to lawyers, to
everybody.
The stress factor on the family with a child with special
needs involved a number of issues including emotional stress,
time, energy and money.

Subthene 10: Pareats had to overcome labsls placed on thea
others, including professicmals, as they
;;l-i-ﬁi take part as full partaners en the
Parents admitted having difficulty dealing with labels that
others had placed on them as result of their involvement with

their ohila:
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I guess one of the hurts that I still have about the
whole experience is, I’ve alwvays felt that I’m not an
irrational person, and I’ve alwvays felt that I try to be

very supportive.
Another two parents commented:

After spending almost a year being very supportive

in that classroom, the teacher turned to me one day and
said, ’‘You know’, she said, ‘I don’t understand. You'’re
the most iuﬁertiv‘ parent I‘’ve ever come across, and yet
we were wvarned that you as a family were irresponsible,
irrational, that we couldn’t deal with you.

They were still very cautious about how they proceeded
with us and wvere confused because as parents wve seened very
supportive, very involved, wanted them to take ownership for
(Hlii of student)’s progran. As I’ve become friends with
thea (the teachers) they have told me years later down the
road, ‘e were told vhen we were hired that we were being
hired because of our social skills in dealing with difficult
pecple, and you’re not a difficult person.’

While the parents realised that they had to begin to deal
vith labels for their child in order for the child to have
access to services, they were deeply troubled that they as

nts wvere also labelled as they tried to advocate on behalf of

their child.

This discussion of the parents’ emotions, the labelling
issue, acknowledgement of the stress on all members of the
family, and the key issue of the parents’ philosophy on
integration conclude this section on the major characteristics of
this group of parents.

Major Theme: Fareats’ views of the dée ion-making

Three subthemes vill highlight the parents’ views on the
decision making process for their childrenm with severe to
profound needs. In addition, one subtheme vill foous on the most
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partnership.

Subtheme 11: Parents stressed the need for open
communication betveen home and school.

Parents of children with special needs wanted and expected
to knowv wvhat wvas happening wvith their children:

In hindsight I think some of the things I tell znlnn now
it they’re in that kind of situation, is that eve:
needs to come to the meeting prepared to discuss, first and
foremost, something Tai:ltiv- that’s happened, and then a
challenge and do brainstorming. And in recogniszing that we
all have strengths and talents and things that we can share
as a group, that helps to begin to bond that process

This same parent also noted:

We were committed in that we met every month as well as

in between times with the teacher or the aide, and it’s very
delicate for us to make sure we continued to educate
ourselves but somehov have that education passed off to the
school, but without having them feel that we were being
intinidating or the experts, even though in many ways, as
parents, wve yars the experts and are the experts of not only
our son, but our other children as well. So we really
vorked hard at developing a relationship am 2 team
approach, which is crucial at any stage of the game.

grade four program in the neighborhood school noted:
We keep a communication book. Bvery morning wvhen (name of
child) leaves he has a book in his backpack that I have
vritten in that morning about anything that’s happening, any
shov and tell that he might vant to share, Lm:vuluﬂﬂ
it so that the aide can talk with (name of child) about it
in front of the class or wvhatever.
The communication issue wvas the key to building a trusting
relationship between home and school.

n&—n:m—a—nhm ,,,,,, a ‘tesm’




-
-
~

consumers and advocates for their children, expected to be
treated as members of the team, doing what’s best for the child.

As one parent aptly described it:

I really wish that I could have been involved all along, but
you can only get so much, and you have to be careful! But
nov that I’ve gotten so far that 1I’'m being involved, there’s
no way that they’re going to get rid of me.

In discussing the importance of teamwork, one parent noted:

The school really needed support, and the most obvious thing
would be professional support because, although as a parent

I feel I have a lot to offer, I don’t have all the ansvers,

and I think that it’s much better to bring a group of people
together and have four or five different strategies that you
can find. I mean, we’re going to make mistakes.

After struggling to be involved in decision-making for a

number of years, this parent remarked:

This principal didn’t vant (name of student). He didn’t go
out of his wvay to make things vork. For example, (name of
student) vas alwvays in school and vasn’t even asked if she
wvanted to go to camp and I found out and I said she can go
idn’t ask me. I ocould hire assistants
oould help out. We could take her and

This same parent commented on the "nevw realit,” regarding
the principalship and the present thinking regarding integration:

umrurnmwm-mm“mﬁat
the school year. ‘Would (name of student) be allowed to
stay in school next year?’ We would pull out all the stops,
w”um.mm,mﬁﬁnum

up legal support if I needed it and
4 ial support, etc. and 80 ve gct (name of student) into

uuurrumamummlﬁnmmj 7
fateful mesting and 80 I thought that, this time.

this time, I’m not going to be caught short. S0 I brought
ot Alberta to help decide wvhat vas going to

happen neme of student). I said I’m tired of gof
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thinking about what’s going to happen to (name of student)
wvhen she’s an adult. I can’t put my efforts into debating
the merits of integration versus segregation every year.

I said I would like a commitment that she can stay in her
home school as long as she is in school. And the principal
said, ‘I have no problem with that’. Everything vas said.
There wvas nothing else to say.

And this parent continued:

I should have been happy, grateful. I wasn’t grateful,
I vas just angry. I knev the world had changed. No more

ﬂ:ruminq, scrambling, begging, wasting mammoth amounts
of t and energy. This wvas the ’‘nev reality’. You want
your child integrated. Well, of course. All the parents
that come after me won’t have to go through all this.

Subtheme 13: The parent-professional partnership must be
built on trust and respect for each other.

Turnbull and Turnbull (1983), in their book Parants Speak
Qut, noted that communication and respect were the essential
ingredients for a positive working relationship involving both
parents and professionals. These authors noted that "Respect for
the child is, of course, the essential bond between the parent
and the professional® (p. 7).

In discussing the hiring of an aide for her child, this
parent remarked:

We wvanted to be involved in the interview process for his

aide. We were quite used to it, and actually we found it

very because (name of student) has a lot of

physical needs, and just for us to ine someone working

vith hin on a real 4 ical basis and mot knowing

who that person is, is just s Peally, because have

to trust a person a lot, so it’s very imperative

parents are involved in the hiring process, just to develop

that trust.

One parent tried to get a public school board to hire
support staff for her child wvith severe disabilities, vhom she

placed in a private school setting. The decision went to &
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Ministerial Review:

The Minister didn’t want to take it to court, so it was
hung. We kept ing. kept pushing our MLA. We kept
pushing and saying, ’‘You said under this act you would hear
appeals. You’ve got to go through with it’. It took us a
total of, from the day ve started, May 1989, we went first
to the (Name of Position), that process was done by
September first. September first we went to ministerial
appeal. Three years later we got a decision.

Needless to say, the parent has very little respect for, nor
does she trust that particular school systea.

Subtheme 14: Parents struggled for power over decision-
making wvhich directly affected their child or

their family.
It would appear that the issue vas not so much the placement
orptogra-ingtormchudmt'iitmnm“u is a

the issue:

One of the issues I see happening, over and over again, is
that people who have power take their power for granted and
don’t even see it as power. 8o it’s not so much that they
are not vwilling to share as they basically don’t grasp the
issue. They don’t mi:-hudimﬂmﬂhﬁv
intinidated some fesl. 80 this is a very important
pota:icttizm a question of meanness or some i 1
oont oimnﬁmgteqetakﬁm, t is
recognising wvhat is power, that’s the first gquestion

In discussing the issue of preparing for an appeal hearing
bafore their local school board, three parents commented:
together evidence, m. g-t. dit!m people mﬁlvd

to advocate. 8o this nmpmipliﬂlm
m !lliﬁ!
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We didn’t realisze the seriousness of all this, the vay they
had it all, it made it look like they were real i
intimidating, the whole packet and everything, and then with
all this official palicx they had, and I thought, those
buggers! But, anyway, it was too late for any of that.
Nonday night we go trouping up to this appeal. And there’s
my husband, myself, our son, the principal (of the private
school) and the teacher, so there were five at the nost.
Thea, there was probably thirty. . . . I was just horrified.

And this parent continued:

When it was all over they said they would render a decision
the following night, okay, and ’‘thank you very much’ and
stuff. I did have one employes come up to me and say they
had never in their history seen a presentation of the kind
of calibre that we had done. I said we could have had a ,
lavyer. Yes, I don’t even think we realized that we ocould
have had a lawyer. Nind you, we really didn’t have money
for a lawyer, but maybe we could have found somebody

who was villing to come. We have a few friends.

A second parent remarked:

When we were arranging our meeting with the board of
trustees, I phoned the secretary treasurer and I told him
that we were going to be coming with my husband and I, but
also about five or six other people just as supporters, and
he said, ’'Well, that never happens!’ and I said, ’Nov many
of you are going to be there?’ and the anewer ‘Ch, there’ll
Can almost scare parents by their very presence and by their
very number.

mmxcmmtmmumm-m

vay and that you have every right, if they’re going to be
there vith a bunch, that you may be there vith some pecple
to speak on your behalf.
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other advocacy organisations to see if they would agree that
this is discriminatory. A lawyer has made a legal opinion
that’s what wve would do it under, under the Charter.

The issue of power had to be one of the single most
important findings for the study. As one can see from these
parents’ points of view, they were hesitant but willing to go the
distance, if necessary, in order to re-establish the balance of
power.

Summary stateament
It can be argued that despite the fact that these children

have significantly different needs, their parents were all
struggling with basically the same issues. The children’s needs
were paramount to the point wvhere they required much
intervention. 1In each case there were other family members who
8ls0 required attention. The parents were continually searching
for vays to better meet their child’s needs while at the same
time they were ‘educating others’ who didn’t share their views of
the child. They were avare of their rights as a parent through
their various networks and they were prepared to exert pressure,
even through the courts if necessary, in order to ensure their
involvement in decisions affecting their child with severe to

profound special needs.



Chapter 5
A STRUGGLE TO BE EEARD: PARENTS’ VIENS OF DR ISION-NAKING

This chapter discusses the "life experiences" of parents
wvho have beeen involved in making decisions regarding their
learning disabled child’s education. These parents are members
of the Learning Disabilities Association of Alberta. Their
children have special needs in that they are at least of average
intelligence or better as determined by an individual assesssent
Beasure but the children have experienced minor to significant
difficulty wvhen it comes to learning.

For the parents involved in this particular part of the
study, Table 5.1 summarises their children’s ages and their
specific learning disabilities:

Table 5.1 Children’s Ages and their Specific Learning
Disabilities
Child Age Disability

A 11 Attention span; Speech
Problems; Possible FAS

B 18 Nathematics; Behavior problea

16 social skills; Sslf-esteem
Twvo years bebhind in all
academic areas

17 Social problems
Difficult to motivate
Bebhavior problems
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The chart reveals that the children included in the study
covered a broad range of ages and had difficulties in
a number of areas.

In order to better understand the learning disabilities of
the children in this part of the study, the following, Table 5.2,
describes the school history of one child with an undiagnosed
learning disability. While the words speak for themselves, the
symbols on the chart depicted a positive experience (++) or a
negative c:p:ri:nci (==-) for the parent.

an Dndllgnuicd Ljn:ning Bl:nbility

Grade Consultation Probleas Process Result Behavior
w/teacher Identified ¢ home
1 ++ - Svim & No
gym change
2 .- Difficult to Unable ¥o
g-t along to oope change
with in class
3 ++ Ryperactive? Unable Above Difficult
to work average to deal
wvith reader vwith
4 .- - Child Child
picked wvanted
on to quit
school
5 + o= Chila some
had caring
sSoune &
friends respect
¢ +- | e= Righ
Obnoxious marks in
math/
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(Table 5.2 continued)

7-9 ++ - High Behavior Lack of
(In private academic starts social
school) standards to skills
affect persist
learning

10 - - 8School 8till Chila
(Return to rules strong almost
public school) not ) in , died

enforced academics due to
illness

11 ++ .= School Several still
vas suspen~- hard
boring/ sions to
ist Young deal

boyfriend offender with

12 ++ ++ Suspended Six Abusive
A.D.D. in Oct. 90 suspen- ¢
label sions home
from a MNoved
psychiatrist child out

counselling pay

The history of this learning disabled student, with an
undiagnosed learning disability until grade twelve, pointed to
the importance of an early assessment.

The following three gensral themes emerged as these parents
discussed their involvement in decision-making:

(1) the common characteristics of this particular group of
parents; (2) the specific actions of parents; and (3) those
following sub-themes emerged 1 hout L '

RITE A e T I gl it 1 b

though they realised that the label ensu access to
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Parents believed they were becoming an “expert®” in knowing
their child.

Parents experienced a wide range of emotions as they begin
to work with their child.

Parents recogniszsed that there vere stressors on other family
nembers when there is a child wvith special needs in the
home.

Parents recognised the child’s strengths and weaknesses
and adjusted their expectations accordingly.

As a result of the child’s situation, a relationship
developed between the child and his/her parent.

Parents seemed to be in a constant battle to have their
opinions heard and respected.

Parents searched for educational opportunities which were
alternatives to the regular classroom delivery systea.

Parents have developed strategies to help them deal with
professionals.

Parents have developed a series of community netwvorks to
support them as adults.

Parents indicated that one of their strategies was
to consult a lawyer regarding their situation.

Parents vanted to participate as s "tean" member.

Parents stressed the need for open communication between
home and school.

Parents stressed the need for early identification.
Parents struggled for power over decision-making.

Parents indicated that there was a "lack of trust®
from time to time between parent and the school.

Parents wanted to have input into decisions affecting
their children’s education.

Parents indicated an awvarensss of the dilemmea for the
teacher vhen there is a child vith s special need in the
clasarooa.
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local school authority and/or the Ninieter of Educetion for

a review.

Unlike the parents of children with severe to profound
needs, the issues for these parents did not surface until the
child entered school. The reason for this occurrence, of course,
wvas that for learning disabled children, most of their
difficulties arose upon entering school vhen they began to read,
write, do mathematics, and interact with others for long periods
of time. As a result, there was no discussion of the learning
disabled child’s infancy/toddler and preschool years. Only those
subthemes vhich became fifth order themes will be discussed under
the three general themes.

Major Theme: Common characteristics of parents as their learning
disabled child entered school.

The interviev protocols revealed that there were a number of
oommon Qualities that characterised these parents as their
children left home and entered the school system. In comparison
to the children with severe to profound needs, the five children
included in this part of the study, diagnosed as learning
disabled,never really began to experience diffioculty until they
entered grade one. FPive tifth-order subthemes emerged froa the
data. Clearly, one of the most difficult issues that paremt co-
researchers of both ocrganisations had to desl vwith was the issuwe
of labelling.

Subthenms 1: Parents had the grestest fear of their ehilérea

the Tabel ensured sooees 'to Services.

The literature reviev discuseed the issue of labelling.
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Wilgosh (1990) highlighted the strong feelings associated with
a parent discovering his/her child’s disability. In discussing
the issue of labelling, one parent wvas exasperated because the
assessment wvas so delayed and yet she vas relieved to know:

It wvas with some difficulty wve got (name of student) to
agree (to testing), and we did have her ¢go see a
psychiatrist. Ne doesn’t knowv whether or not she’s
h ractive, but that she has an extreme attention deficit
disorder. He said, ‘I can’t believe she vasn’t diagnosed as
a preschooler!’ Here she is, seventeen years old, and 'l'ﬁ
finally getting it. I know people say, ‘Don’t label,’ bu
you don’t know what a relief it was, because then you m
start understanding, and all these years, we have a kid
that you’re embarrassed to take into other people’s houses
because you can sense other people don’t like your kid, and
it really comes across quickly. . . it was just wonderful
for us to hear vhat the problem was.

Another parent also discussed labelling:

We’re all afraid of labels, and we don’t want to label our
kids, but I found that once my kid was labelled, LD, things
started improving for hia. HNe vasn’t a brat; he wvasn’t
slov. That teacher looked at him a little bit differently
and kept mentioning over and over again how bright this
child wvas, and he has this problea.

commented:

lyth-mﬂafmﬂﬂtmrﬁh-mmrji::tﬁm. ‘I think
1 made a mnistake about (name of student),’ mm
mnld.mnmmm m:m nﬁrm't
:ncutnmﬂdﬁhtn m Lnrnnj
isabled’ meant, ::ﬂn::hmjmﬂn . And I guess ve
needed to ask more, ve needed to read more: we didn’t do
mm:“ . Im&“ﬂﬁhtﬂnﬁmm.

For the learning disabled child, the assessment was often
more difficult to access and longer in coming. Not only were the
children labelled, but as the literature suggested, oftem the

!5*
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Subtheme 2: Parents had to overcome labels placed on them by
others, including professionals, as they
struggled to become a full member of the ‘teanm’.

It has often been said that children are cruel to each

other, but as this parent implied, adults may not treat each
other with much respect either:

All these years we had a kid that you’re embarrassed

to take into other people’s houses because you can sense

other people don’t like your kid, and it really comes

across quickly. You watch your kid in a pllx group,

and you can see that your child doesn’t fit in well.

m-ignthawmartﬂ!ﬂjm llnhnngaad

The parent in this interviewv was struggling with many issues

including not only her chid’s difficulty but also her own
feelings of self-worth as well as her perceived inability to help

her child:

she’s the least likely to be listened to because 1:--
regarded as emotionalisam, time and time again.

Especially for the parents of hyperactive children, the idea
of respite care or a break from the child was critical. Nowever,
as this parent found out, the labelling confused the issue:

We don’t have much in the way of an ex Sod

um-::—me:mmumm

‘say to friends, Oh, I vish ve could find
live cutside the home. If only we had

r something. If only we had somsbody we could

. And nobody ever said, ‘I’1] do it.’

m‘i‘
H
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While the diagnosis vas difficult to accept, this

parent vas relieved to know, "because then you can start
understanding®™ (Parent, 20%5). Understanding the child with a
learning disability is crucial to his/her positive development of
self-esteen. Another fifth-order subtheme emerged:

Subtheme 3: Parents became ‘expert’ in knowing their child
because they bhave lived with the child for five
or six years before the child entered school.

For the learning disabled child, the diagnosis was often

proclaimed later in the child’s life, and as a result, the
parents had to be more avare of the child’s strengths and
veaknesses:

They tested (name of child) the same as everybody else,

and she did really, really well on it. The teacher phoned
me to tell me she vas so fl at hov well (name of

child did; she couldn’t believe it. And I n;d to her,

‘That’s why you can’t give up on her. 1
but I realisze she’s diffiocult because she’s imposaible at
home, too.’ 8o it wvas a two-way thing.

And as this parent later noted:

You couldn’t discipline her; she vas a lav unto herself. If
you tried a revard system, Emﬂm rtant enough
her to follov through to earn the revard. No punishment was
bad encugh to deter her, s0 either way we couldn’t do
anything. Itmmmimmm;tnhldg,
expectations and then no disappo It vas hard. She
did not make friends mnymmm mny A gentle-
hearted person, a resl le heart, but she just has this

i

ﬁyﬁtb;f quite difticult to get along with, and this is
verybody, everyvhere she goes, and it’s been like that
liﬂnmmﬂdnm

k‘ﬂﬂlﬁl““lﬁ;h wvie
problen, and I didn’t think so, but I trie Bﬁnﬂm
teacher and told her wvhat I do at home. I‘m really positive
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thingo. I told her that the vorst thing you can do with my
son is to be negative. The minute you start punishing him
and say that he’s going to miss recess or going to have to
stay in after school, he gets his back right up against the
wvall, and you’re really going to have trouble.

While a learning disability is not as visible as other
handicapping conditions, the assessment and the labelling were
critical to understanding the child with a learning disabled.

Another fifth-order theme emerged as the parents described

beginning to grapple with their children and their schooling.

Subtheme 4: Parents experienced a of emotions as they
began to deal with the child and his/her
challenges.

Parents of children with learning disabilities experienced
both extremes of the continuum of emotions, from sheer delight at
their children’s successes to sheer exasperation when significant
others in their childrens’ lives did not understand them. One
parent remarked on her frustration with the school:

When (name of student) did not get a report card, we went to

mmxummtmm&m. After the interview,

ve left the school feeling ted, talked down to and not

treated as partners in our son’s education. What mi&rﬁ
us nad vas wve have been involved with the school with 4
bingos, their hot dog sales, etc., and to have thea treat us

like this was wrong.
With copies of the previous report cards in hand, another

parent expressed frustration with the school, as she noted:

five years in a mumber of different programs. As you oen
mtmzwc::‘::.ummmuuum



One parent commented on the success for her child:

This teacher caught on to this skill that my son has, this
gift as he calls it. He calls me, and by this time he and
I were meeting once a week and talking about (name of
student). And one day I went in there, this teacher

comes out of the office, and he’s practically white. He
said, ‘Come in here. I want to show you something.’ 8o
and my son in this small office, and he shows me the gift,
the skill that my son has and hov he can look at a word and
close his eyes and he can see the word.

After sending her learning disabled teenager to a private school,
one parent remarked on the positive changes:

She started off in September, and it wvas quite a year.

And of course she was going to quit umpteen times. They
finally told her, ’‘We will not be kicking you out of

this school, no matter wvhat you do. If you leave this
school, it will because you chose to leave. We know you
can do well; ve wvant you to stay and succeed. . . .’ Well,

it took a long time, but she eventually bought into it,
and I guess by about February I don’t think wve were having
an more quitting. She finished her year, she wvas
valedictorian, she received the Governor-Gemeral’s awvard,
she vrote three diploma and got first-class honors
in all of them. 80 there you go.

(Ilﬁﬂfﬂ“ﬂﬁ*timltlﬁmmltmﬁih ,

Bpontanec lxiadlﬂivm.-ﬁnimm T

\ine graduation certificate last year,
thank the teachers at (name of private school) for
i-mneangiﬁmm_'
do just fine there.’

to their needs, gave rise to another fifth-order subthems.

1ived in the heme.
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the literature review. In describing her daughter’s difficulty

She’s begging to come home. 8he wvas living in pritt{
tough circumstances. B8She got involved with some really

bad people; she got involved with some gang guys. Just
before she was actually moved out of her apartment they came
with baseball bats, hoping te kill, le.! her and her
roommate, wvhen the police came, offered the girls protection
from these guys if the girls would testity lei.nnt the guys.
Well, then, we had the polioce in our life, too!

And to further complicate matters:

80 it wvasn’t really wvonderful, and I still just couldn’t
have her home. I really vanted to get our younger daughter

through at least her school year before this upsetting farce
cane homs.

Another parent sought outside help to resolve her difficulties:

I went in and I talked to this quidance counsellor, I told
him the problems that I’s having wvith my son. There vas
also kind of an emotional problem. (Mame of student)’s
father moved out the year before, in grade seven. But I
nade all the decisions anyway with not a lot of backing from
=y spouse, because he never did acoept that (name of
student) had this problem, and a lot of our marital problems
stem from this. 8o this julilnnu counsellor started working
with my son, and he was really interested in (name of
student) and spent a lot of tis s vith him.

One additional comment on stress in the family as this parent
attempted to balance the needs of other family members:

There’s only so far I can go, and sonetines that puts a lot
umggmﬂnﬁﬂqtmm-lﬂﬂq
mmuﬁmhﬁhmﬂﬂfm.
p 4 utleakltlglirhnﬂxthm. ‘They’re
11-, and they’re pass and ‘re averasge studeats
‘re fine’, that somet b 4 that slip. That has
h-inmm:n-immlﬂlthﬁntmd

gets to me.
the family can ceuse additional pressure on the family umit.
Majer Theme: Coumen types of acticns takea by parests of ehildren

vith learning dissbilities
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The interview protocols indicated that there were a number
of actions and strategies that each parent pursued while trying
to get assistance for his/her child with a learning disability.
The result wvas four fifth-order subthemes:

Subtheme 6: Parents seemed to be in a "constant battle® to
mmirqmmimﬂmm

her child assessed:

We went to the (name of testing centre), and they asked me
some questions. They spent very little time with us
unfortunately, and the question that always, alwvays, arose
vherever wve went trying to access help, that finished us,
they would say, ’‘Does your child watch TV?’ We'd lly Not
very much, because we’re not a TV-watching family.’ ‘Does

she read?’ 1’'d say, ’‘sShe’s an avid reader.’ ‘Well, then,
lhn can’t possibly be hyperactive if she’s an avid reader.’
So there vas no point in testing her, because she vas an
avid reader. 8o the problem continued.

In an effort to get her child assessed and subseguently better
understood, this parent also encountered resistance:

(Name of student)’s report card indicated that she vas
easily distracted, had poor work habits, wvas not keeping
up vith the rest of the class and took considerable time )
to learn nev concepts. It was at this time that I requested
testing vhich vas not completed for approximately 4 months.
We requested a move to the English program but we were told
by the teacher and the principal that she would lose her
ynar anywvay so she should remain in Immersion. Despite her
pﬁblﬁi, there vas no offer or suggestion for extra help.

This sane parent commented on her reaction after receiving
the results of the assessasnt:

When ve received the test results, including IQ and

sptitude, one of the rescurce specislists advised us that
she wvould likely never pr beyond grade S. (Name of
M)mm-;,,,,nmtiﬁ We wvere livid and
uested ancther opinion which was msuch more optimistic.
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The child’s transition from elementary to junior high school

posed some challenges for these parents:

(Name of student) comes home really ticked off. He'’s saying,
‘There is no resource.’ Then he hands me this paper saying
that there’s been a change in the procedure this year, or
the planning for resource, and vhat’s going to happen is
that the kids are going to be in the regular classroom, and
the resource room teacher is going to go from class to class
vith these kids. . . 80 I thought, ‘Oh, good God!’ (Name of
student) was having a fit over this. HNe wvas embarrassed in
the language arts program. All of a sudden he’s expected
to read in front of the kids, produce all this written
stuft.

And she continued,

The kid was threatening that he didn’t want to go to school;
there was a fight in the morning to get him to go to schoeol.
This went on for two days, and I contacted the school. I
vanted to find out how many minutes a week is (name of
student) given of this resource?

80 I waited a few days and thought about it, and finally I
phoned up the head of the nev . . . I think it’s a new
position that last year. She understood wvhere I was coming
from, she listened, she suggested that I get on the horn to
the guidance counsellor immediately.

80 I took it from him, the guidance counsellor, and I wrote
a letter to the superintendent and told the superintendent
that, ‘Listen the school program is not meeting my son’s
needs, and I vant to get together. Llet’s talk about this.
¥We have finally come to realise that there are some ways
that ay son’s going to achieve, and we’ve got to get
cracking and we’ve got to catch up, because this kid’s got a
lot of catching up to do.’ 80 we get the superintendent in
and had our meeting and everything, so the superintendent
turned around and gave my son a one-to-one special ed.
teacher for a ’‘point six’.

As a result of a perceived lack of support for their
ooncerns, many parents took the next step which emerged as
another fifth-order theme.

Subtheme 7: Pareamts to “take coatrol® omce they
realised ir childrea wvere mot progressing.

This parent’s comments reflected her concerns for her
daughter since the beginning of school:
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She’s had troubles in school right from the beginning.

Her grade one teacher knew something vas different, but
couldn’t pinpoint it, had us going to a program on Saturday
mornings, a recreational svim-and-gym program for LD kids.
She didn’t come out and say that she thought (name of
student) was LD, but she just felt this prograam would be
good for her self-confidence; she felt it wvas really, really
lacking. We did the program and we really couldn’t see any
change in it, but I guess, you know, you expect to see
change quickly, too, and we didn’t see :ﬂythi.ng

The importance of early identification for children in the
foster care system was highlighted by this parent:

When we took (name of student) into foster care, we knew he
had several problems including possible symptoms of FAS,
problemss vith his attention and speech. (Name of student)
has a good sense of humor and lots of friends in the
neighborhood, but the situation at school became 80 bad
that at one point he climbed into a burning barrel. . .

Now that he’s at (name of private school), he’s receiving
speech therapy, he vas named Student of the Month, and the
school uses a communication book to keep us informed about

his program and his progress.
Some parents began to take control out of sheer frustrationa:

I requested an interview with the principal in October.
(lmai’:tnﬁnt)mm-ﬂ-mglmmthmtﬂm
years and vas in need of intensive remediation. She was in a
class vith five very disruptive boys and because of her
diitnaﬂhinty and memﬂm the situation vas
worse. (Mame of student) was left to work on her
ﬁtﬁfﬂﬂtiﬂﬂiﬂlﬁmﬁﬁlﬂlﬂ]@‘ As a
H-nlt. she spent a great deal of time ing,
vas frustrated because she couldn’t get "help she needed.
Imwimtmﬂtamlﬁhthémﬁ:nﬁl
basis to aseist with the reading j in
teacher more time to work with others
-1&;13‘1.?:; a - req
appropriate and agreed to move her to another L.D. class.
r extensive investigation and much consultation we
decided to pull her from school and and place in the (name of
private school).
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to other adults to provide a balance in their lives. Another
tifth-order theme emerged:

Subtheme 8: Parents have developed a series of networks
to support thea as adults in the community.

These parents initially looked to the family doctor for
support:

At the end of grade three I felt that maybe she wvas
hyperactive after something I had read, some stuff I’d
heard. I went to my family doctor; I’d gone to him a couple
of times to discuss (name of child), and I would get a
one-word comment from him, and then that was the end of it.
He wvas not willing to discuss it.

Another parent also sought the support of her family doctor:

mtnmmﬂllﬁiiﬂhimuulftﬁ?-th
him tested outside the school board. Ny pediatrician vas
involved; he knev vhat was going on. He was a good link,
my pediatrician, because they wouldn’t come across with any
of the psychological testing. But I knev that if I got hims
in on it, he would just photocopy the results and hand theas
to me.

To some extent, this strategy was similar to the strategy adopted

by the parents of children vith more severe disabilities, who

often looked for support beyond their regular family doctor.

Because their children were already in the school system,

these parents also looked to the children’s teacher and primcipal

for support. This parent described her experience with her

child’s teacher:
::-tlu-;hn;?mﬁitnmn;:;mm

1€, but they ocertainl Dt some of the expertis

ve don’t. h'ﬁﬁgzummlﬁﬂ thing so
then he went back to grade thres GRd he had a really good
teacher, jm-rtmm.ﬁnmn(md
student) as a special needs pereon and tried a lot of
different ngs. I give her a lot of credit. She had
thirty other kids in her class, but she did try.

In order to provide a balanced point of view, these paremts




80 I got on the phone and I phoned up the reading ,
specialist. This is something that really was a surprise to
ne, too, she said, ‘I haven’t heard about (name of student)
all e 1 assumed that thinzo are going just fine.’ And
I said, ’NO, things aren’t going just fine, and he’s

lagging behind.’ ) 7
8o she said, ’‘Okay, there’s this other program. It’s at )
(name of school) and it’s a centre of a grade four, five and
six year for kids.’

For one parent of an older student with a learning disability,
the support of other agencies in the community wvas essential but

disappointing:

There’s a Jimmy Program for juveniles which will finance
them while they’re going to school. But I didn’t want her
home. I wvanted her to receive some kind of treatment.
There’s no treatment for them; there’s nothing mandatory
unless they are a physical danger to themselves or others.
80 there we are, s0 you have to put up vith a lot.

One parent enrolled her child in a private school as a result of

her first impressions:
The best thing that I accessed, I guess, vas the (name of

private school). I went over there, looked around, had a
talk with them, and I liked it. I just got a wonderful

feeling.
One parent negotiated the terms of her tesnage daughter’s return
to the home, which included involvement with an cutside agency:

She could come home at the end of June under three
conditions: One was that she have a job; that she agreed to
gumxt:vtammmm her

and so the th thing (name of student) had to go look into
In summery, vhen the situation was desperate, the parents became
very rescurceful in terss of seeking cutside support.

At some point during each of the interviews regarding their

children vith learning disabilities in the study, their paremt(s)
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indicated that they began to work "outside"™ the systea.
Subtheme 9: Parents have attempted to correct the perceived
imbalance of power by seeking to redress their
grievances through a local 1-1 education
| ﬁm;?ﬁt-. a Ninisterial Review, or even
VWhen the relationship between the parent and the school
had deteriorated to the point wvhere there was a confrontation,
the parents in the study mentioned that they looked for an appeal
mechanisa to reestablish that balance of power. The venue for
such an appeal is dependent upon the school system as some school
systems have a special education appeal committee; others do not.
If the appeal is not successful at the local level, the parents
Bay request that the Ninister of Bducation reviev any decision
regarding their child that a school board or any of its employees
has made. The present School Act 1990, Sections 103 and 104,
provide for the establishment of both a local appeal committee at
the school system level as well as an appeal to the Ninister of
Bducation in an effort to resolve some of these disputes. One
parent (Parent 202) realised that "at the age of 10, (her
daughter) wvas twvo years behind in her academic progress® when
child to continue in the private school until she finished grade
nine.
In soms |
redress of a decision through litigatiom:

80 I’'m sort of thinking like this is a decision.
ﬁ—ki&hﬁghin.-ﬂimhh-gﬂmgi

|
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to be aggressive to do this. I think that that’s a hard

thing to do for some people. It’s hard for me, but not that
hard. 1I's still gai.ng to de it. I don’t feel like I'm i
alone, because I know othe ple have had to do it, and

I'Dﬂﬂtl!l‘:iﬂtﬁﬂﬂlﬂdl ¢ for support. And through the
Alberta Association, I’'ve mﬂatﬂ th-l lnd I’ve told thes

over t@ this igmz woman. la I’l gnlnq tﬂ get some
mlm with her and g.t . from her, because

The parents of the children with learning disabilities
included in this rtudy were certainly awvare of the avenues to
appeal such decisions.

Major Theme: The
making process

In order for the learning disabled child to be successful,
there must be a close, ocollaborative working relationship between
the child’s classroom teacher and the parent. The parents in
this study elaborated on four fifth-order themes which formed the
basis for this relationship.

Subtheme 10: Paresmts wanted to participate egually as a

*tean” nember in making decisions involving
their ochild. - )

I'a “ﬁ;tz- gthg quun Eﬁ 1:5?2 this. It feels

good -_ﬁz Yy istening. So then
greade fowr, tive, oix he hod an excellent teacher. fShe
vas really good. mnm:mxunﬁtmm
I was involved with the IPP. ﬁlﬁiﬂitit.

it, ve talked about it, and ve set goals alked about

it, we talked about vhet her responsibilities wers, vhat my
mﬂukmm.nﬂm(ﬂﬂmriﬁﬁ ) ¢
tﬂﬁhm:mﬂypﬂm:‘m
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The school knevw before (nam. of student) entered grade one
that he wvas an ‘at risk’ student, particularly because of
his speech problems. But they placed him in a ogut 1/2
classroom and he had no special education. Pinally in grade
two he began getting extra help wvhich lasted for two years.
Ne was finally starting to make gains. 1In grade four, the
school decided to integrate all their kids with special
needs into the regular classroom. PFor (name of student),
they decided he still needed more help so they placed him in
an BMH class without consulting with us. Mow he was in a
small class with two other deaf students wvho communicated
using sign language. In order to improve his speech, he
didn’t need sign language, he needed to talk and practioce
his speech. That really irritated me. Vere we treated as
partners in this decision? No, definitely not.

The concept of treating "parents as partners® with open

communication and respect cannot be over emphasised.

SubThens 11: Parents streseed the need for open
communication betwveen home and school.

The parents of children with learning disabilities in this

study indicated their need to be involved in decisions regarding
their child’s education:

At (name of private school), (name of student) was starting
to see that school ocould be fun again. They kept me well
informed us a communication book. I had some say in the
development of the IPP. At that school, I felt that I did
oount and that sany people there were interested in
involving me and helping my son.

In ancther case, the mother of another child with a learning
disability wvas actively involved in decision-making:

S0 then atter Grade Two, I knew son wasn’t ready to ¢go
into Grade Three, and I wvorked te a bit. The resource
mmmmw.“mmmutcm
assessnent, then we the psychologist, and I had the
reading specialist. Then they told ms about this Learning
I vas sort of for it. Ny som cectainly wesa’t;

« 1 got to go over.
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Unfortunately, vhen this parent tried to return her child to

the public system after being in a private school for three
years, she did not get the information she needed to make a good

decision:

8o we got down to this school, she was registered in
mainstrean, and her classes were set up for her. This 7
school is the area high school which has the LD program, and
ve weren’t told about it. Ny husband goes in and says,

‘Ry daughter has an attention deficit disorder.’ Bmut
nothing vas mentioned. MNot one word vas said to him.

‘VWe’ve got a program. Let’s try it.’ Jothing.

Subtheme 12: Parents expected to have input into decisions
related to their children’s placemsnt,

pre and even who works vith their
ailaren.Y’

The importance of being involved in the decision-making

process was stressed by every parent:

Yes, it vas segregated, and there wvas no integration. There
aight have been maybe the . od, == I don’t remember back

but not to the degres that it was hoped he would. It was
oertot.yha::’::at this wvould be a catch-up pericd. I've
had a lot of sort of put down the tubes, and a lot of
good things have come of it, too; it’s not all negative.
But then he went over there, and at the end of the year we
Imam'tmmenmpmuuuum. 801
istened to what the reading specialist and the psychologist
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teachers. They expect that their children will be treated fairly
and with respect and they will be educated so that they can

me self sufficient, responsible adults. As Turnbull and

Turnbull (1983) suggested, the key to a successful partnership is
communication and respect. It appeared from the study that once
the trust aspect of the partnership betwveen parent and teacher
was violated, parents vasted very little time before: writing
letters to the local school superintendent and trustees; locating
other education delivery systems; getting support froam provincial
advocacy groups; and even pursuing a Ninisterial Reviev regarding
an administrative decision wvhich they felt wvas not in the best
interests of their child.

According to one parent, she recognised very early in the
child’s school career that the child functioned much better in a
mllmﬂth“hmlﬂhhﬁmmﬂtﬁm
one struction. The child needed to have vocabulary words
repeated for him and he could manage quite well vhen assignments

m:m;mﬁmmlmmm (name of

ﬂ'lﬁh school), I found that there wvere staff members
wvho placed value on (name of child’s) education and where my
viewvs as a parent really counted.
systea after six years in a private school, this pareat
elaborated on the search for altermatives:

We did a mngnﬁhfggﬁg

m) ‘was most supportive in this area. The first cheioce

(-—ﬂﬂtﬂ. Nowvever, after sitting in on classes for a
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half day vith a good friend vho wvas already there, (name of
student) decided she did not want to go there. Of the three
public schools we "interviewed", we decided on (name of
school) for several reasons: they vere the most optimistic
about her goclibility for success and were villing to offer
a few special considerations; they had a strong choral and
drama program which is of high interest to (name of
student); and they had a few LD courses wvhich (name of
student) did not need to attend, but they offered her the
support normally only offered to students in the LD classes.

The parents of children with learning disabilities have

of the hierarchial nature of schools and school systems and they
knew that if they were dissatisfied with a decision or an action
of one person they could take the issue to the next level in the
hierarchy. This parent became a strong advocate for her son who
wvas experiencing difficulty wvith mathematics:

80 it wvas just about November, I regquested that she (the
toach.r) get some testing done for him. Apparently she did
look it and arrange it, but it was quite a holdup, and then
these behavioral problems; my son started running awvay from
school. I contacted the principal and I said, ’‘Listen, we
need some testing done with him right now.’

And she continued:

So she (the therapist) came in and tested (name of studen
and I figured well okay, she didn’t really seem to think
that there were any kind of behavioral ptﬁil:ii She
suggested that it probably was a clash of persomalities. So
that vas sort of a turning point for me. The behavioral
therapist said to me, ‘You’ve got a right to make decisions,
and if you f£ind there’s a ;:E:ﬁﬁillﬁ! conflict lgﬁn have the
right to pull your kid.’ at vas my first ahi,ﬂ and I

: : neant

dién’t knov what my :{:hto wvere, and that really
»e that 3 ,

T™he School Act for the provinoce of Alberta, Section 103, made
provisions for board and administrative decisions to be
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appealed to the Minister of Education. The process is called a
Ministerial Reviev. This process only recently became apparent

to this parent:

The school, (name of private school), wvas wonderful to us.
In the fall they suggested we appeal our kid’s placement,
and I didn’t have a clue how to do that. I joined the
Learning Disabilities Association here and got all the
mailouts, and there vas something that came out, a seminar
they were conducting in the newv year.

And the parent described her understanding of the appeal process:

They tell you not to appeal for money; you appeal for
placement. I’ve got a daughter in grade twelve; wvhat can I
possibly get? But I thought, I'm still going to do it
because I wvant the story to be heard, the fact that there
vas a chronic problem that nobody did ing about,
because the bottom line vas ’Is she passing?’ And that is
not alwvays the most important thing. Ny daughter was
passing. She vas miserable. She wvas a social misfit. 8o
passing wvasn’t important.

80 the parent prepared the appeal based on two issues:

My appeal was on the basis that she (her daughter) was never
tested in depth, and she should have been and wvas not. Then
ve vent to (name of school) with an LD program, and they

In preparing the appeal I went back to (name of student)’s
-non; her m&:m..’ Perade one. and grade two'tlles

o PT one, or
vere missing. It was her one teacher who suspected
she oould be 1D. I sure v thoee files were there! But I
got some files and I photooopied them. I decided that when
teachers do the files in June, and there’s all this

papervork, that gile it and shove it and don’t
ever look at the £ again. I think it at the
beg of Noveaber when ‘ve got & face and &
1ity for every kid in class, should be
through those files. If a persom Just took
three censecutive years of (name of student)’s file, there’s
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be really important for teachers to sit down and maybe spend
some time looking at these files and familiarising
themselves, especially in the case of any student that is

causing thea some concern. I think they should really do
that.

In this particular case, the appeal was upheld and the
school system wvas found negligent in that they had not tested her
daughter and had withheld servioces.

The resolution of the case was wvorked out between the parent
and the principal of the school:

What I really would like to do, I don’t want any other kid

to go through all that our daughter’s gone through. It'’s
really a shame; it’s really sad. It’s no big deal having
ADD, but they’re misunderstood. 1It’s not really a big deal.
xtﬁimuymmmt-nthmmmmeamm
vho was so difficult. It wvas too bad that all
those kids in all of her classes had that disruptive person
in there making it a less pleasant mim for thea. 8o

it vas bad for three different groups. rﬁﬁt
that the school hold a professional m; dnring
the next school year on attention d-ﬂeit dim

teachers were awvare of it, it would make a world of
difference for a lot of people.

In conclusion, this chapter has highlighted the issues that
some parents of children with learning disabilities have
data have been supported by interviev data from the parents
of children with learning disabilities; some of the strategies
that parents have used to achieve school success for their
children; and the essential components of a relationship between
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interests of their children.

Some key concepts emerged from the discussion with the
parents of children with learning disabilities. These parents
viewved the early identification of children with learning
disabilities as critical to not only understanding the child but
also as a means to accessing services. The issue of ’‘parents as
partners’ cannot be overlooked. These parents expected to be
involved as a team member in the process of educating their
child. The key ingredients to a productive partnership were
identified by the parents as trust and mutual respect for each
other. 1In this relationship, the parents expected to be treated
as equals. The issue of power in the parent-professional

child’s days in school.
Parents today are being strongly encouraged to get involved
in educating their child. The parents of children with learning
disabilities have high expectations for their children as well as
for the staff who work with their children. As the literature
demonstrated, parents are ocontinually being forced to be good
oconsumers of the services they receive. The field of education
is nov included in these discussions. The parents of children
vith learning disabilities are no longer willing to sit back and
accept the school’s decision. They must be mesningfully involved
in the decision-making process from the beginning. Parests of
children vith learning disabilities today are generally very
knovledgeable and the networks they have established, have
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provided thea with support and advice on difficult issues. If
these parents perceive that their views and opinions are being

courts or a Ninisterial Review, to ensure that their story is

heard.



Chapter ¢
CONSOLIDATION OF PFINDINGS

This chapter was written in an effort to begin to
consolidate the findings of the research into decision-making for
parents of children with special needs. After reading the last
tvo chapters, it was very apparent that there were distinct
similarities and differences between and among the two groups of
parents. This chapter will explore these similarities and
differences, but the differences will be discussed first.

Bach group of parents has children vith different levels of need

With regard to differences, both groups of parents were
presented with children who had challenges to face that most
children do not. The parents of children with severe to profound
needs have been dealing vwith issues since the child was brought
home from the hospital. Por these parents, the task was akin to
that of caring for a new born baby. For these children, the
disability was more obvious. To date, these parents ocontinued to
work with their children at a very intensive level because of the
nature of their childrens’ disabilities.

For the child with learning disabilities, the child’'s
difficulties in learning, whether that be in the area of reading,
mathematics, speech and language development or developing
appropriate social skills, only became apparent when the child
entered the school system. For these parents, the challenge was
equally rigorous in that while these children did not have the
physical characteristics of their peers in the other qroup, their
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needs were just as great. For these children, the disability was
more subtle and therefore more difficult to understand. These
parents only began to ask questions about their child’s
development after the child entered school.

As a result of the different needs of the children, the
parents’ reaction to issues like integration or segregation were
totally dissimilar. The parents of the children with profound
needs wanted and expected their children to be treated as much as
possible like other normal children. In other words, they were
strong advocates for the process of integration or total
inclusion. These parents strongly supported the notion of the
community school concept so that the children could develop
appropriate social relationships within the local environment.

The parents of the children who were learning disabled had a
viewpoint that wvas entirely opposite. They felt their children
had special needs which could be best met in a small, segregated
group setting where their individual learning needs might be
remediated by learning specific ocoping strategies. Integration
vas not an issue for them as they often searched for private
schools at some considerable cost and distance from home 80 long
as the prograa wvas able to seet the children’s needs.

Regardless of the level of disability, both grouwps of
parents vere highly involved with their children, and had high
expectations for their children and for those who worked on
bohalf of their children. Both groups of parents were prepared to
dovote endless time and energy to ensure that the child’s needs
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were met. The extent to which the child’s needs were met outside
the home was determined to a large degree by the parent’s
involvement in the home.

choice, but 1t becoass & more known thing  as srencealY

think from the LD Assooiation’s viev: Intagration for ssme

Vislon that a1l Rids would be inceqrated. . (Parent 505).
Recruitment of parents for the study

The parents themselves vere recruited to take part in the
study in a much different manner. PFor the parents of the
children with profound needs, the “snowball®™ effect was utilised.
Once twvo members of the Gatevay Association were recruited to the
study, the usual ice-breaker introductions were facilitated
through these two key informants.

For the parents of children vith learning disabilities, the
President of the Alberta Association facilitated the process by
allowving the researcher to advertise the study in the Learning
Disabilities newsletter, called the Agenda. Any guestions,
ocomments, or concerns regarding the study were initially fielded
through the provincial office. The fact that the researcher won
the Association’s scholarship during the year of research was an
added bonus in terms of introductions and credibility for the
study.

Despite some of their differences, the parents from both
groups, in the final analysis, discuseed meny common iseues and
oconcerns. Both groups of parents were unanimous on three
important issues: the foocus has to be what wes in the chilé’s
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best interest; the importance of the classroom teacher in
relation to their children’s needs; and partnerships. It is

these themes wvhich will nowv be discussed.

Issue 1: Parents foocussed on vhat vas in the children’s best
interest.

It wvas Quite apparent that despite the differences in the
child’s needs, both groups of parents were strong advocates for
wvhat they deemed to be the best interests of the child. 1In that
both groups of parents were representative of members of their

respective provincial associations, the researcher had to
parents must be attributed in part to the role of the two
associations as advocacy groups.

It vas recogniszed that this theme ocould in fact be a thesis
unto itself. The common bond that binds the two groups of
parents is that they both have children with atypical learning
needs. 8o what did parents of these atypical learners emphasise
vhen it came to working vith and teaching both groups of
learners?
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One parental comment from the theme regarding input into

decisions was worth repeating:

8o then, grade four, five and six, he had an excellent
teacher. She wvas really good. She tried a lot of different
strategies. There weren’t many decisions. I was involved
with the IPP. We looked at it, we planned it, we talked
about it, and ve set goals, we talked about it, we talked
about what her responsibilities were, what my
responsibilities were, and vhat (name of student)’s were. I
found this to be a good working relationship.

The two most important words in the quotation were "We talked®.
When discussing the possibility of using medication for one
child, the parent was never alone in the decision:

The physician spent a couple of afternoons with (Name of
student), or a couple of hours anyway, but it ml\nrlntd
him that (name of student) had an attention deficit
disorder. JMNow, that had never come up before, and I didn’t
really think so, and I had to really think about this ,
because this was my specific decision whether or not we put
this kid on ndi:auon. '!:u v::‘ totally wtta :- The
teacher was really supportive, ve thought, okay wvhat are
the side effects? What is this ritalin? Wwe did a bit of
research, and neither of us vas sure. I talked to his
pediatrician and ve decided, okay, let’s give it a try. It
doesn’t have to be forever; we’ll try it. No harm in trying
it. 8o we did, and it made no difference. 8o, of course,
ve just pulled him off the medication, and we both kept
records. That teacher was excellent. She kept all the
m.th::. kept daily logs of symptoms and side effects
a .

Another decision the parent and the special education tescher

nade together was vith respect to the IOP program:
mm-ncuxmunmm ying, ’No, (name of
student) than ths

too bright; he can do better than that.’ 8o we

finally made the decision that he would go into the regular

It was interesting to note the change in the tenor of this
particular interview as the child progressed to grade eight.
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difficult. The parent started using more "1I" gtatements instead
of “"We" statements as the situation became more confrontational.

The parent eventually took the case to an appeal hearing.
Both groups of parents stated that they knew and understood

the predicament the classroom teacher vas in:

I’ve also learned that you have to realise that the teacher
is under stress, too. These teachers are under stress. The
amount of work that they’re expected to do, and the lack of
support, and especially the regular teachers that are
supposed to be having all these integrated kids into their
program, and they’re not given extra time to do prep
work or anything. And it’s not t they don’t want to
integrate these kids; the majority of theam want to.

(Parent 204).

A parent vwith a child wvith more profound needs elaborated on the
expectations she had of her son’s teachers:

I think that it’s important that the person who is going to
work with my son has to be flaxihlg. There’s a lot of
demands put upon that person. They have to be a
conmunicator as far as sharing what'’s ing at home
at school. That person has to be a & advocate for

;
R
s
|
;
|
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done what are his ambitions or his hopes or whatever.
I think that’s been a plus for us, just making us a little
bit ocloser, and that I listened to him and respected his
opinion. (Parent 203).

Issus 3: The Importance of the Parent-Professional
crucial to any Decision-NMaking Process.

The parent-professional partnership in decision-making, as
symbolised by the shamrock, is based on two key components: trust
and respect for each other. The partnership must be cultivated
and nurtured over time so that the focus will alwvays be "in the
best interest of the child”. If the trust or respect issue or if

tnership is

the balance of power is compromised in any way, the parents
involved in the study were prepared to seek redress through
vhatever means to reestablish that balance of power. The redress
is either achieved through an appeal to the local school board, a
reguest for a Ninisterial Review, or even to the courts.

The issue of partnerships involved not only the teacher and
the parent but also the principal and the parent:

I know that 5 ate he's trusted me and ve’ve vorked vell

. and I’ve been able to sort of guide as far as
that’s important, mmhiﬁimmm‘nnn:.mt
e R A
peponsik or . vd
amm-.rm. in my aind part of being
supportive to the school, that’s hov I can help.
(Parent 101).

T™his parent (101) also had some advice for other parents:

You wvant to be supportive to the school, you want to share
m«rm.mmﬁmmvum. you
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things are dicey. Between that rock and the hard place
isn’t a nice place to be, and I guess it all comes back to
trust’.

When discussing inclusion as a philosophy, this parent expounded
on it best:
The best wvay for me to share that is to say that inclusion
isn’t a philosophy; it’s a way of life. But it’s something
that I feel every gu!t of the day, and it’s something that'’s
inside each of us if we’d let ocurselves experience it. I
feel it in my head, I feel it in my heart, I feel it in my
gut, and it’s like a warm fussy that’s inside you, and it
radiates and it envelops you, and it’s a passion. I think
that it’s important for some people to realize that that’s
hov strongly we feel about it. (Parent 101)
In summary, the issue of power or empoverment is one of the
central themes in the study. Parents vanted and expected to be
neeting the needs of both the children with severe disabilities
as well as those children who are learning disabled, is a
personal and a collective journey for all members of the
partnership, the parents and the professionals wvho have to be
vorking together for these children.



CHAPTER 7

SUMNARY, CONCLUSIONS and RECOMMENDATIONS FOR EDUCATIONAL PRACTICE

This chapter contains an overview of the study. It begins
with a summary of how the study was conceived and how the problem
wvas structured for investigation. The findings are stated as
observations. Conclusions are then formulated on the basis of
those tentative observations. The chapter concludes with
recommendations for policy and practice as well as for further
research.

Suamary
The study is described in termes of its rationale, purpose,

research design, interpretive framework, data collection, and
data analysis. The major findings are then conceptualiszed in the
form of tentative observations.

During the last five years, there has been a growing
avareness of the need to involve parents as partners in the
process of making decisions on behalf of children with special
needs. As the literature reviev demonstrated, the research on
parental involvement in special education decision-making, aside
from possibly their involveaent in the IEP process, is virtually
nonexistent.

In Alberta, the rewriting of the School Act 1988 made
provisions for parents to become more involved in the education
of their children with special needs. In January 1992, s survey
of parents seeking a Ninisterial Reviev of a school board
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decision wvhich affected their children, indicated that there were
7% appeals to that point.

This study is justified, therefore, on both practical and
theoretical grounds. Practically it should provide educators and
administrators with a parental perspective regarding their
involvement in decision-making as it related to children with
special needs. Theoretically, it should add to the present body
of knowledge relative to decision-making which is grounded in the
interviev data obtained from parents as they describe their
experiences in educational decision-making. The tentative

and vays of wvorking vith parents could also be tested empirically
vhich could lead to the development of further theory.

This study attespted to examine how parents viewed their
children vith special needs and to offer some guidance as to how
this can be achieved. 1Its specific purpose was to determine from
arents hov they ocould participate as equal partne in the
decision-making process. In conducting the research for this
study, parent perceptions relative to the following guestions
vere sought:

1) What processes do school boards in Alberta use to involve
parents in educational decision-making for their children
vith special neede?

2) What are the parents’ views of the procesees?
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3) Do parents desire more input into decision-making?

4) What is the process of dispute resolution vhen the board
and the parent disagree over placement and/or programming
issues?

S) How is the disagreement resolved?

6) How are the children’s rights to "due process" protected
in school board policy?

7) Vhere and hov do parents obtain advice, assistance and/or
support with regard to decisions related to school
programs relative to school programs for children with
special needs?

Linking the Data

A descriptive/exploratory approach was utiliszed for this
multi-site case study. This approach allowed for a broad
exploration of the perceptions of parents of children with

The two groups of parents involved in the research project were
the Learning Disabilities Association of Alberta and the Gateway
Association for Community Living.

Both associations have had long standing histories as
organisations wvhich supported and prepared parents to become
advocates for their children with special needs. It wvas
recognised from the cutset that the parents involved in this
study would be predi ) to a similar point of view. The
researcher believed that this particular bias would not detract
from the findings of this study. HNowever, the researcher had te
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continually be avare of this bias. The issue of transferability
and applicability of the findings had to be recognized. Using
Bogdan and Biklen’s (1982) advice, the researcher provided thick
or rich descriptions of the parents’ views of decision-making in
order to make judgements respecting the transferability of the
findings.

As an educator and administrator, the researcher had to be
avare of his own bias relative to the issues and concerns the
parents discussed. Throughout the collection, analysis, and
interpretation of the data, the researcher reflected upon and
utilized Pocklinghorne’s (1981) advioce regarding "bracketing®
in an effort to maintain his objectivity. The use of a personal
journal and continuous feedback and discussions with the thesis
sher to maintain a foous.

advisor permitted the
Findings

Both groups of parents agreed that if the parent-
professional partnership vas working effectively and keeping the
needs of the child foremost in their discussions, the child vas
progressing and the relationship was productive. One key
ingredient for the partnership wvas sutual respect for esch other
and freguent contact and communication. A second key ingredies
in the partnership was the role of the principal of the school
and more importantly, the role of the tsacher. If the school
personnel were ocpen, flexible and willing to be supportive of the
parent’s viev for the child, the partnership wes indeed a
partaership. PFimally, the parents believed there had to be a
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balance of powver relative to decision-making between the parent
and the professionals wvith vhom they are working. With these
sets of conditions, the parents viewed the process of making
decisions regarding their children as positive. However, if any
of these conditions did not exist, and there was a lack of trust

According to the parents, there did not appear to be a
uniform approach to decision-making for children with special
needs in the province. Each of the ten school systems vhere the
parents’ children wvere resident students did not approach
decision-making from a similar perspective. Some school boards
have developed fairly elaborate systems for dealing with
decisions and disputes. Several parents commented on the task of
having to prepare presentations to the local school board to
appeal a particular decision only to find that the board had
asked its administration to prepare similar, elaborate
information packages. The situation became extremely frustrating
at the time of the appeal hearing vhen the parent and possibly a
spouse or an advocate were met by several school administration
presentations, these parents mentioned the two advocacy groups
involved in the study as well as other professionals including

There wvas no debate vith regard to vhether or mot parests
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that they knevw their child best and they were prepared to ensure
that the child’s needs vere met.

According to the parents, a dispute usually arose as a
result of an imbalance of pover. If the parent believed
they could retain their membership on the parent-professional

decisions about their child with special needs, the balance of
pover vas re-established and the dispute vas resolved.

The findings of this study were linked and consolidated in
the form of 21 observations:

1) The parent-professional partnership in education
decision-making is not well researched.

2) When dealing with children with special needs, there
should be a focus on "fanily” and efforts should be made
to individualise support for thea.

3) Parents of children vith profound needs see total
inclusion as the only alternative.

4) Parents of children with learning disabilities see
individualized instruction paiil.hl! even in a private
school as the best wvay to help their child.

8) Both groups of parents were awvare of their rights under
child had every opportunity to succeed.

¢) Despite what others may believe, both groupe of parents
knew their child best.

7) Both groups of parents used many different strategies to

’ﬂiplqﬁhmn-:?ﬁ. ine

9) Both groups of parents were prepared to o ozt the
classrocm teacher in whatever way they ¢ .
10) Parents of the children vith severe handicepe guickl
’tﬂmlﬁumﬂﬁ. o o
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11) Both groups of parents experienced the full range of
emotions.

12) Despite the research findings on the stages of loss and
grieving, these parents would refute that they went
through all the stages in the process of adapting to
their newv situation.

13) Both groups of parents struggled to have their views
heard and respected in the process of making decisions
about their child.

14) Parents demanded and expected to have input into
decisions related to their child’s individual
circumstance.

13) These parents had to deal with labelling by professionals
not only of their child but of themselves as well.

16) Having a child with special needs in the home added
stress to all family situations.

17) Both groups of parents have established an extensive
network of support in the community through the two
advocacy groups involved in the study.

18) The ocourt system is not a viable means to resolve a
dispute between a parent and the school systes becsuse
mmm are reluctant to tell schools how to do their
bus

19) In the process of making decisions, school personnel
st be awvare of the necessity to maintain a balance in
the power struggle between the parent and the
m!‘miml.

20) Parents wvanted to be treated with respect and expected to

become involved with their child’s education as a "full®
sember on the tean.

In addition to the findings of this study, there needs to




16
and principals who would be working directly with parents of
children with special needs, particularly in a time of fiscal
restraint.

A further study into the impact of the cases involving
children with special needs which have gone through the oourt
system would be informative for school-system personnel.

The study findings served as the basis for developing
oonclusions relative to parental involvement in decision-making
for their children wvith special needs. The conclusions and
interviews of parents of children vith severse to profound needs
as well as those children vith learning disabilities. The
»d by the related

shdations are also support

conclusions and recc
1iterature.

The conclusions are related to the research gquestions and
emerging themes and are presented in two categories. These are:
the present state of the parent-professional partnership in
decision making; and wvhat changes are required to strengthen the
relationship.

childrea in Alberta’s classrocas vith differing needs. MNoce
parents are beconing “consumers® of the educetional “product® and
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Further, they are prepared to challenge decisions made without
their input in an effort to restore that balance of powver
discussed in the research. These findings constitute the basis
for the first conclusion of this study:

1. The present legislation on special education and
:::::1:::‘ fnvolvcgmt in decision-making needs to be

As the literature reviev demonstrated, the legislation in
Alberta on this topic is inadequate if the government wants to
truly empower parents to be involved in the process of making
decisions for their children. Probably the most progressive
legislation exists in the province of Quebec. Such a change
would recognise that parents probably do knov their child best
mmtumtmimun:hﬂldhmntémgthgm
their efforts to do what is best for their child. These findings
lead to the second conclusion:

L L s b e e e
related to parental involvement in decision-making for
their population of children with special needs.

There are school board policies and procedures in place
which recognise the parents’ responsibility to ensure that their
children receive an appropriate education. These policies aleso
outline very clearly the parents’ right to be involved in the
decision-making process as well as their right to appeal any
decision with which they are not satisfied. Accordingly, it is
concluded that:

3. There should be at least one person on staff of eech



Mediation Society offers such courses.

With an increasingly diverse population of students to be
served, and with parents insisting that schools be accountable
for the education of their children, one of the results will be
increased confrontation betwveen parents and schools. The human
and financial costs related to a Ministerial Reviev are
significant and distasteful and the courts are reluctant to
become involved. A mediator to resolve these disputes would
strengthen the parent-professional partnership by empowering the
nembers of the team to solve their own problems. These findings

led to a fourth oonclusion:
4. That at least one course in special education
be a requirement in all programs at the graduate level
that future principals and administrators for
school systems.
The literature reviev highlighted the importance of having

personnel in schools with course work and experience in special
education. The parents found that the key to a sucoessful
special education program in the schoel was the principal. Yet
they often mentioned that they were "educating” the principal
vith respect to special education. Similarly,

S. That the Teaching Profession Act bs amended to ensure
Mnntmihmuﬂ ,L:gmlmof
r'eﬁ-unni-nl ‘to enable thea to
m. ide for the asing diversity of
SArve .
While it is recognized that there are a great many teachers
who continue to pursus professional activities which will help
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knovledge, skills and attitudes to keep up with the changes.
This led to a sixth conclusion:

€. All professiorals working with parents of children with
special needs must maintain a "family" focus.

Because of the demands and stressors involved when there is
& child with special needs in the home, it is important for
everyone working with the family to remember that there are other
Bembers of the family. BEvery family is a unique system of
relationships and to maximize the strength of the family unit,
each family must be understood and treated as individually as the
child with special needs who is in their care. Finally, a
recommendation for the parent.

7. The basis of the parent-professional partnership begins
with the classroom teacher. Every parent of a child
vith special needs is encouraged to begin to develop
the partnership and to be supportive of their child’s
teacher in any way possible.

The parent-professional partnership begins by focussing on

the needs of the child. If the partnership is treated as a
learning experience for both teachers and parents, and if there
is mutual respect and support for all members, the child will
have the benefit of a strong team working together on their

behalt.
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APPENDIX B

AGENDA Advertisement
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APPENDIX C

Sample of Data Analysis Strategies



Parent A

Excerpts Paraphrase

Parent sensed some
difticulties in grade
one but wvas unsure

He wvas in Grade two

vhen the probles

really began- I guess

it vas Grade one. We knew
there wvere problems but
ve were sort of under

the impression that maybe
it vas a maturity thing

There vas quite a concern Parent and teacher
about hia hing & bshavior were disagreeing

problem, and I didn't on the best wvay to
think so, but I tried manage him.

to talk to the teacher

and say vhat I do at home

is
The bshavioral therapist Parent obtained
said to me, You've gc ‘& another opinion from
ri it to make decisions, SOme one else

it find a

personality conflict,
you have a right to pull
your kid.

I don't know if this
has lnything to do

Parent wvas hesitant
to label a child but

vith your ¢ but found the label helped
I wvan :iﬁeim this to k him.
too. We're all afraid

of labels, and we don't
vant to label our kids.
But I found that onoce

n‘it;; ‘he vasn't slow.

hllgﬁiimlvd
*mmum. and it Db ‘vas not

| F”\

Theme

Both parent
and teacher

unable to
identify the
reason for the
child's problea

Parent's
expertise of
her son was not

tesacher

Parent found
a network of
others to help
sake decisions

Parents have
the greatest
fear of their
child being
labelled even

to have 11“
into decisions
related to
their ohild’'s
schooling.



It's like May and I'm
wvondering, my God!
This kid has improved
but not very darned
such vhen I look at the
wvork that a child has
to do in grade four,
and I t to myself
"No way®. 8o I talked
to the teacher. She diad
try all these things
but she suggested to
B¢ that maybe I should
be looking at an IOP
am for (name of
st t).

She said, "We've got
our kids picked and
there's a chance that
‘s not going
to show®. 80 it wvas
just a fluke that I
in. I sort of
oarned that I've
got to be more on
of things, and
I have to be
monitoring and
evaluating all

through the year.

I was involved with
the IPP. We loocked
at it, we planned it
ve talked about it,
and ve set goals, ve
talked about what her

:::zoaatbllltlo. vere,
ibilities

unro..!al :::t (name of
student) ’s vere. I

thlnlxghat this vas
a rea good
rolatlozchtp.

I started collecting.

Se'T Started oolleoting
()

all this stuff, and 3

alse vanted (name of

student) ’'s docter

The parent realised
the student continued
to struggle and she
locked for alternates
that would address the
child's needs.

Nother realiszed that she
had to be checking at
school freguently to
deternine the progress.

Parent felt a need
to be a part of the
planning process.
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Parents looked
for segregated
programs wvhere
the child's
specific needs
could be
addressed in a

saall group
setting.

Open
communication
with the
school was
:::ttcal and

parent
needed to be
oconstantly
monitoring
and

evaluating.

Parent wvanted
to p-rtlctznta
as a "tean
member.



collecting it so that
he knev vhat wvas going
on.

I just didn't know The child is experiencing
vhat to do. The kid difficulty to the extent
vas threatening that that he won't go to

he didan't wvant to go school yet the parent is
to school; there was unsure how such extra

a fight in the morning help he is receiving.

to get him to go to
school. This went on
for about two days. I
oontacted his teacher
and I asked him, "how
sany blocks are there?”
I went in and I decided
to find out exactly
vhat's going on here,
exactly. How many
minutes a week is this
kid given of this
resource?

I want in and I talked
to this guidance
Gﬁ“nillﬁf. I told him
the problems that I'm
having vith my son.
There wvas kind of an
emotional problea.
(Name of studant)‘'s
father moved out the
year before. BPut I
made all the decisions
anywvay because he never
did laalpt that his son

]
1

'ﬁ
1l

A lot of relationshipe

in the family are
affected by having a
child vith special
needs in the family.
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information.

Parents
begin to
"take
control®
in the
child's
1life.

There are
stressors
on othar
family
sembers
with a
child with
special
needs in
the home.

struggle for

pover
decisions

that affect
their child.






of it. I was very
surprised he hadn't even
heard of that school.

I don't feel like I'm
alone, because I know
other people have had to
do it, and I'm not afraiad
to go and look for
support. And through the
Alberta Association, I've
contacted them and I've
told them that I'm going
to be doing this, and
they've referred me over
to this lavyer woman.

I have to be on top of
things and keep contact
with the school so that
you do make informed
decisions and you know
vhat's going on to
monitor and to review.

The minute you get on

I jJust look at some

of the parents that I
know that just don't have
the confidence to do
that, and there's so many

Thera vas a need
to seek additional
support.

Close contact with
the school is
vital.

The power and
the value

of writing and
documenting.

This parent lists
some of the parent
attitudes needed

to be a strong
advocate.

There is an element
of skepticisa for

this parent.

Parents have
developed
strategies

to help

them deal
with
professionals.

Another
strategy for
parents.

This parent
has learned
the importance
of good
communication
skills.

Parents know
among
thenselves
wvho will
prahibly

Parents do
not believe
everything
they hear
from the
school.



I've also realized that
the teacher is under
stress, too. These
teachers are under
stress. The amount of
wvork that they're
expected to do, and the
lack of support, and
especially the regular
teachers that are
supposed to have all
these integrated kids
into their programs, and
they're not given any
-stri tinl te de pr-p

Sometimes I found that
the teachers avoid making
the decisions, that maybe
there is a conflict of
interest of what they
should be doing and

vhat they really feel,
and I feel that has sort

That maybe those systems
or those programs or
supports aren't in place
and yet the teacher feels
that they need to be and
yet they're not, and
there isn't the money and
there isn't this, and
they're kind of a 1little
bit afraid to say, Your
child needs such and
such, and there's no
damned wvay you're

going to get it.

It's given me some
self-estesn, and I feel
1like X hlv: a llttln bit

llﬁll!ﬂii. €iit I have
to hiv- Giig power to
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There is a realization Despite the

that integration has
put teachers under
added stress.

This parent has a
fairly good grasp
of issues facing
teachers today.

There is a feeling
by the parent that
the teacher agrees
vith the parent but
they know that the
child will not be
served.

child's own
learning
difficulties,
the parent is
avare of
other demands
on teacher
time and
energy.

This paremt
is realistic
in terms of

-xp-at;tlanl
of the

teacher.

The teacher
is caught

in a double
bind, because
th-y



betveen my son and I has
improved, because ve've
had to talk a lot more
than maybe some other
kids and their parents
have had to, so I think
that has been a plus.
He and I sit there and
wve have to talk about
things and that I have
to involve him in some
of the decision making,
too and I have to
respect his feelings,
his opinions, and

his rights.

I think that it's getting
more so that the child

is involved, that I
think they should be
more involved in this
decision-making with
their 1 setting

and objectives.

I say to all teachers
and parents, that we
aren't going to be
here forever for

ta Baatoerly S ™
to cally empower
them wvith these
strategies that they
can be successful

child have had to
discuss many of
the issues facing
the child in hi-
schooling.

The parent realizes
the importance of
involving their
child in the
decision making
process.

The parent believes
that the child has

to be given strategies
to enable them to
become better
citisens.

BDeing so involved wvith
the child has affected
the marital relstionship.

183

child
relationship
has developed
48 a result
of having to
nake these
decisions
together.

The parent
realizes that
for the
process to be
effective,
both the
parent and
the child
must be
involved.

SEpOver
their kids in
the same way
that

-:ﬁuw!:iﬂ to

i-glilani for
their kids.

Rav
Sitrin
apec
aeeds in
the heme
adds extre



have split.

A good portion of

it is besides that
that has affected

my parenting because
of this process of
making decisions is
because I have been
the one that's had to
make these decisions
that he hasn't agreed

upon a lot of the time

that I do not regret
making beciuse I've
had to. And this
process 1ndiroct1¥
affects my parenting
of my other kids.

It makes me get in
there and take a look

the guilt sort of gets

to me.

The parent recognizes
how the process of
decision making has
impacted on her
parenting skills.

The parent feels guilt
becsuse she has spent
80 much time with her
son that she maybe
has neglected her
other children.
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stress to
the family.

There are
additional
stress
factors in
the family
trying to
parent a
child with
special needs.






