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Intreduction-

Ivalee Sinclair is recognized widely as perhaps the lead-
ing, long-term advocate and proponent for improvements
in education and related services, for children with dis-
abilities and their families, in Hawai‘i. She and her hus-
band, Dave, have resided in their Manoa home for nearly
40 years. Having raised six children, her current energies
and interests include lending a
helping hand, as “grandma,” to

McDougall: So your personal experiences with you own
child sparked your initial interest?

Ivalee: Yes. Years ago, I was commonly referred to as the
“dingy haole lady” at the elementary school that my son
attended, because I could not understand why he could
do his homework with my help yet fail his schoolwork.
You know, in the middle of six kids
you gain some sense of what is go-

some of her nine grandchildren. In
fact, Ivalee managed to keep her
youngest grandson, seven-month
old “|D,” quite content, as he sat
in her lap during this interview. We
conducted this interview on the
front lanai of the Sinclair home,
with the interviewer’s laptop and
tape recorder placed snugly,
amongst the comfortable clutter of
household items, on a table that in-
cluded Dave’s tobacco and the dog
bones of Stinker, the family’s
adopted canine. We have taken the

ing on. I knew when he was born
that he was different. He did not
sleep well. He was very clingy and
he was very sweet. At the end of
his first year in school, the kinder-
garten teacher told me, “You
should teach him his address and
his phone number, his left from his
right. And he gets upset when we
change normal ¢lass routines.” My
thoughts were, “OK, what have
you been doing all year long? How
come it's my job to teach my child.
Why haven't you told me anything

liberty of selecting excerpts from
this interview, rather than report-
ing the entire interview verbatim. We based this decision,
as effective advocates, educators, parents, and grandpar-
ents are prone to do, on our past experiences that help us
to learn from our mistakes. In this particular case, we
observed that, prior to falling asleep, JD listened atten-
tively throughout most, but not all, of the interview (more
likely, the electronic contraptions and dogbones on the
table entertained him). So, we hope that readers will be
entertained by this abbreviated version of grandma’s
words of wisdom.

The Dingy Haole Lady

McDougall: Ivalee, could you describe your background
and how you become interested in the field of special
education and disabilities?

fvalee: 1 have been in the islands since 1945. | went to the
mainland to go to school and I returned here in 1960. |
have six children and nine grandchildren; some live on
the mainland. One of my children and one of my grand-
children have learning disabilities.

until now? Why wait to tell me this
at the end of the year?”

In his third-grade year, [ noticed that he could read
less than one-third of the words in the regular reading
book that was sent home. He would reverse words. When
I sent him to the bathroom to do things like wash his
face, brush his teeth, and comb his hair, he did not re-
member what he had been sent there to do. He and [ were
in tears. I was furious [in response to her son’s academic
difficulties and the lack of explanations from profession-
als]. When I spoke to the principal, she indicated that he
was having difficulties learning and that they did not
know why. I was very grateful that the principal at least
acknowledged that they had not been able to accomplish
what their task was, instead of blaming ...

From Dumping to Diagnosis: How can Brain
Dysfunction be Minimal?

McDougall: So what happened with your son?

Ivalee: They put him in a mixed class. He did not really
read until he was 14, but he found other ways to learn.
The approach in our house has always been, “you try
something, and if it does not work, then you throw it
away and try something different.”
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In seventh grade, he developed all kinds of psycho-
somatic symptoms at Stevenson Intermediate. He did not
want to go to school, he was afraid to go to school, but he
knew that, in our house, you only stay home from school
if you're really sick. Being sick meant no TV and no play-
ing with friends. When | went to the school, his teacher
said that he could only attend for 20 minutes, that he
could not pay attention for the entire period. She said, “1
don’t understand why he can’t do his work for 90 min-
utes.” The pediatrician said, “Teachers sometime make
mistakes ... don’t think that there is anything wrong with
your son. There’s this new thing called learning disabili-
ties, but I don’t think your son has that.” Well, teachers
had said it was my fault, that somehow I was spoiling
him, and that | had too high expectations for him. They
said he would be fine if I just disciplined him. The usual
kinds of dumping. I call it dumping because that is what
it feels like.

The doctor sent me to a neurologist who said, “Your
son has abnormal, bilateral, temporal brain waves.” I re-
plied, “What does that mean?” He said, “We don’t know.”
I replied, “Should I be worried about it?” He said, “We
don’t know.”

Finally, [ talked to a psychologist who told me, “You
have a son who has above average intelligence, difficul-
ties in processing, and minimal emotional problems. He
has minimal brain dysfunction.” I said, “How can brain
dysfunction be minimal? It is not minimal. It has inter-
fered with his life in many, many ways.” The doctor rec-
ommended that my son should be enrolled in small
classes and get intensive remedial assistance.

At that time, the system had mental retardation (MR)
classes; they did stamp collections, coins, and manini
things that were inappropriate for my son’s needs. 1 found
the Honolulu Junior Academy, a tiny school where he
stayed for five years. The advantage of that school was
that they realized that LD was an up-and-coming area,
and they brought in University people. He did things like
geometry and he was good at mechanical drawing such
as blueprints. When he was 15 and 16, he went to school
half-day, got a job at Safeway, and drove a motorcycle to
get there.

The Education Game

McDougall: So how did your son do? How did things
work out for him?

Ivalee: My son transferred to Roosevelt High School his
junior year. He learned how to play the education game.
He found out what he had to do and then did the least he
could to get by. He asked other students about who the
easiest teachers were ...he found out that he had to read
four books and do four book reports for the year. The
next year he did the same thing. He took the same re-
ports, changed them a little, and handed them in again.
This is the education game. The reason I call that the edu-
cation game is because nobody really looked to see
whether he was learning anything or not. The teachers
just wanted compliance to the requirement, not what he
was getting out of it. They did not ask: Did he learn any-
thing from these processes? How was this going to ben-
efit him and his learning? What had he gained? Over time,
we learned that my son picked up information in a dif-
ferent way. If he could not get it out of book, then he
would ask and he would go back to people repeatedly
until he got the information. I learned that, for book in-
formation, using a tape without a visual aid was no good
for him... Now he is a very successful contractor.

McDougall: So your parental experiences with your son
helped you decide to become active in the field of special
education and disabilities?

Ivalee: Yes, these experiences with my son and his school-
ing got me into field. When a clinical psychologist said
he learned differently, I realized 1 needed to provide a
special program because none was available. I sent away
for materials and the psychologist gave me a lot of mate-
rials to read. I read an article by Pat Hunter in the
Honolulu Advertiser that described my son and LD very
well. I still have that article. I began to learn what to do
for my son. I started working to effect changes at the
school level. | got on school legislative committees. | be-
came President of the Board of Directors of this tiny
school. We got legislation passed to support the school
but the Governor did not release the funds ($100,000). I
left the school and decided that I needed to do some-
thing else. I couldn’t just nof do something because no-
body seemed to know what I was talking about. [ be-
came Executive Secretary-Director of the Hawai'i Asso-
ciation for Children with Learning Disabilities (now
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known as LDAH). | had to learn and do a lot of new things
to keep the organization alive. I had to get it funded, do
the newsletter and communicate with legislators. I

learned a lot of other skills. So that's how I got into this
field.

The Fox Guarding the Chicken Coop

McDougall: Would you describe some of the major events
and cases that have impacted development of special edu-
cation and related services in Hawai‘i as well as major
events in your career?

Ivalee: Well, there are many. For example, Paul Austin, a
legal aide, brought an action, in 1973, called Silvn v.
Hawni'i because students with mental retardation were
refused opportunities to attend school in Waianae. This
class action suit ended in 1977 when the Silva Consent
Decree was settled under terms of the Rehabilitation Act
of 1973. Interestingly, Hawai‘i has had, on its books since
1949, a policy to serve exceptional children but never ever
gave adequate money. Thus [in past years], the majority
of kids with cerebral palsy and MR did not receive ad-
equate services. Some were placed in private facilities ...
or in the closet.

During the time of PL 94-142, I went to national con-
ventions. | participated in efforts to have regulations
changed to reflect the needs of children with disabilities.
I participated in the White House Conference for the
Handicapped and met with President Carter and Califano
[Secretary of Health, Education, and Welfare]. This is how
I became involved in advocacy.

At that time, there were 87 children with disabilities
enrolled in three private schools—Variety School, Assets,
and the Special Education Center on Oahu. The families
were provided transportation to these schools at no ex-
pense because the Department of Education (DOE) did
not have appropriate programs for them. But DOE was
not paying the tuition. Of course, this was a problem be-
cause the regulations required that students receive free,
appropriate, education at public cost.

Shelby Floyd (Legal Aid), Paul, and I worked with
the families. Families who had the transportation ap-
proved by line staff, at district level, received a letter from
the district superintendents, which stated DOE now had
appropriate programs for their children at DOE schools.
Shelby filed suit. Judge Sam King ruled that DOE would
continue to provide transportation until all legal actions

were completed. About one-third of the 87 immediately
accepted the DOE programs without any fight; one-third
agreed to the DOE programs over the course of about
two years and one-third continued to fight their children’s
placement in DOE schools throughout the suit. The DOE
and I learned a lot about the law in this process because
you had to know the regulations and procedures in de-
tail to participate in hearings. We had about 30 hearings
during the 1977-78 school year. DOE found 10 people to
be Hearing Officers including many former principals,
one attorney, Lloyd Dunn, and the Head of the Special
Education Department. I thought that having former
principals as Hearing Officers was a bit like having the
fox guard the chicken coop. At that time, hearings lasted
one or two hours. Then I went to the national learning
disabilities conference and they recommended that we
never go to a hearing without a team of people prepared
to deal with legal issues...

In spring of 1987, a military family had a child whom
we had been trying to get services for ... Mom, unknown
to me and others, taped a meeting at school. Well, the
Department decided to take them to Federal Court. At
one point, the State Attorney General’s office decided to
bring suit against the family for not providing appropri-
ate care. The also sued us—Barrett McCandless, princi-
pal and head of the board of directors of Assets School
and my board members—personally and profession-
ally—for interfering. This suit made it more difficult for
me to recruit board members in the future for fear of be-
ing sued. The DOE had wanted to look at the records of
students placed at Assets. I wrote a letter indicating that
the records could not be inspected without parental per-
mission. Some confusion occurred because some parents
had prevailed in the matter of obtaining tuition payment
from the State. Therefore, the DOE had the right to look
at those [particular] records. Two and one-half years later,
we prevailed in Court on the “interference” issue.

On Advocacy: You Can’t Just Ding the System

McDougall: How did these cases impact you, the schools,
and so forth?

Ivalee: One of the outcomes of this suit is that it gave me
power that | never had before because we had prevailed
in Federal Court. People began calling. I began testifying
before the Board of Education and the legislature to ob-
tain resources because you can’t just ding the system. At
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first we were very uncomfortable, The case caused a harsh
strain, After the case was settled though, we found it
much easier to get things done via the Individualized
Education Plan (IEP). We had been having 20-30 hear-
ings, but then we only had about six hearings that year.

A Different Kind of Advocacy

Ivalee: When I was at LDAH we launched a petition to
get summer school services and, in the summer of 1976,
we got the services. I consider this a landmark. This was
a different kind of advocacy. Two parents from different
school districts had the same issue and they were willing
to put their shoulders to the wheel and work. We met
and worked with the Superintendent, the Board of Edu-
cation, and others. We got the resources. Senator Joe
Kuroda was very helpful in getting a budget line item
for summer school. The Board had no summer school
policy until then. Then, in 1979, the Superintendent at
the time decided not to have summer school for students
with disabilities. Shelby [Floyd] filed suit on grounds that
services were being denied due to Departmental preroga-
tives, rather than on the basis of IEP decisions based on
each student’s individual needs.

Mental Health Now and Then

McDougall: Can we talk a little about mental health
services?
Ivalee: As in the past, there is still inconsistent under-
standing of special education, requirements and disabili-
ties in the DOE. Principals and others have to have some
knowledge of the regulations. They don’t have to know
all of the regulations, but they should know the intent
and spirit of the regulations, and what to do ... and that
the IEP team has authority and not somebody above who
pulls the rug out ... so that when we go to an IEP meet-
ing, if a child requires something that is not readily avail-
able to the school, we put it in the IEP then we figure out
fafterwards| how to pay for it. We don’t say, well, we
can’t do that because that {decision authority] is up to
the District, which is the pattern that we had for years
and, which I think, is still the pattern at many schools.
So we move on. A group of us, known as the Special
Education Task Force, which included teachers, parents,
professionals, mounted an intensive campaign to deal
with the 1980 federal regulations. We generated in a very

short time over 1200 letters to Washington, DC, and de-
feated the Reagan regulations. Meanwhile, another group
of us tried to get child and adolescent services as a sepa-
rate division, instead of as a part of Adult Mental Health.
The problem was that Adult Mental Health dealt with
adult issues and children’s services were being cut dras-
tically. So we got that Division going and, in the mid-
80's, there’s a CASSP grant [Child and Adolescent Ser-
vice System Program]. It was implemented for five years.
That’s how we got the CASSP principles that were used
in the Felix vs. Wailiee Consent Decree.

When they reorganized the Child and Adolescent Di-
vision, the resources and staff stayed with the Adult Di-
vision, so we did not have infrastructure at that level. We
were able to get the budget increased a little each year
via a task force that contacted the Governor, the legisla-
ture, and other key people but the budget did not increase
to the level where it needed to be.

With concerns about how much PL 94-142 was cost-
ing, the Legislature passed a very stupid bill. The bill
stated that mental health services would be provided to
children only to the degree that money was available. So
we testified against the bill, but it passed.

I want to say that there were legislators who sup-
ported us. Back then, people did not understand that if
Department of Health (DOH) can’t do it, then DOE has
to do it. The thinking in the field was that, if we don't
have money, we just won't offer the service, and the divi-
sion [between DOE and DOH] became even more polar-
ized than it had been previously. Integral to this was
CAMHD [Child and Adolescent Mental Health Division],
but I should probably tell you how we got the Family
Guidance Centers and the Children’s Teams started.

In 1974-75, a nun was heading Mental Health Asso-
ciation services, a small, nonprofit organization. She did
a lot of research that' documented the need for commu-
nity services and trained experts to provide mental health.
We rallied support ...You know, anytime you have a bill
passed, you have the problem of how to implement, es-
pecially when no long-term plan exists. Well, in 1987, a
small group lobbied for mental health services.

Much of what you do as an advocate is communi-
cate with the legislators, the Governor, the Board of Edu-
cation (BOE), and committees. A lot of advocacy is con-
ducted at the system level - not just at the individual

case level. Eventually, the Hawai‘i Advocates for Chil-
dren and Youth brought over a nationally recognized
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child advocate. The advocate gave a talk about the clus-
ter system used in Cleveland. We introduced a bill to the
legislature to start a cluster system with the purpose of
developing programs here in Hawai‘i and to decrease
mainland placements. The process included how to de-
cide who or what agencies pays for what. This actually
became a vehicle for cost-sharing to-send kids to the main-
land rather than to develop programs here. Conceptu-
ally, the idea was good but realistically it has never
worked well and was disbanded. We thought that this
was going to be the answer to a lot of problems, but it
turned out that it did not work very well at all.

Support and Training for Parents and Professionals

Ivalee: Another very important aspect of advocacy is sup-
port and training of parents and professionals. I think
this has been sadly neglected in the State of Hawai'i.

We wrote a grant, the AWARE grant -] failed many
times before we got the grant. So we got Parent Training
Information in 1989. It called for us to train parents of
children with all types of disabilities.

One of the things 1 did to try and substantiate that
we were, indeed, serving parents of students with all
types of disabilities, was write a local trust foundation
grant. I could not use the word advocacy because they
would not fund the grant. Advocacy was considered
“adversarial” and negative. So | used the term “parent
training.” We created training manuals for the deaf, men-
tal retardation and other disabilities. I went across the
State and we trained parents and professionals. The train-
ing had a peer training component. The idea is not make
a family dependent on an advocate but to teach parents
to help themselves. Our idea was for trainees to identify
buddies or parents from neighbor islands, train them, and
give them stipends to support further training of parents.
We had a good idea but never enough money. Jennifer
[Schember-Lang] now uses a buddy system in her
Americorp program, which was wonderful for me to
hear. Supporting parents and professionals has to do with
more than just training. You have to provide enough cleri-
cal help for them to do the job, and look at what other
things impact a person’s ability or inability to provide
services. Also, it means finding out how to support some-
one when they are doing a good job. And how to do some-
thing about it when they are not doing the job.

Over the years, 1 have noticed that the same system

problems kept coming up. So we tried with the union,
University of Hawai‘i and other folks to deal with these
issues, but we never got far with it because these are such
overwhelming issues in a highly centralized state. We
came up with ideas but no long-term solutions. When
OSEP [the federal Office of Special Education Programs]
monitored the State, we testified about what was going
well and what was not going well. I remember when
OSEP filed papers that minimal services were not being
provided and identified this as a DOH-DOE failure...

A Few Lessons

Ivalee: We have to have a system of checks and balances.
I learned from the Shauna 5. case that you really need to
have clear relief spelled out; otherwise you are spinning
your wheels. When you file a lawsuit, have all of the facts
and specify clearly the relief that is needed to accomplish
the task. The differences between the summer school law-
suit with a master, and Shauna without a master, and Felix
is that, in Felix, the relief is very explicit and cuts across
all state agencies. I think the latter is a more efficient way
to accomplish change because it brings down barriers.
With clearly stated outcomes and timelines, and baseline
and progress measures, you have accountability. We've
made some progress but we have a way to go still. So
that’s systems advocacy.

{ define a good advocate as one who: acts on behalf
of the family’s needs rather than interject their own per-
sonal views; is able to facilitate meetings; is able to have
each individual or party hear what each is saying ... able
to develop options and problem-solving ... making sure
that families understand what they are agreeing to and
their rights.

I have done over 80 hearings. Hearings are not the
answer because you still have to work with the same
people. I try to avoid hearings because of polarization
and it creates an entirely different environment at the
school. I will use hearings if needed.

Another of my goals in advocacy was to try and use
mediation better. Before mediation became a part of the
law, I helped develop a mediation program with the
Neighborhood Justice Center because I could not under-
stand how you could go to mediation with the DOE and
with the district superintendent, again, it's like the fox
guarding the chicken coop.

Looking back over all of these years of advocacy, we
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have effected some changes, but there’s still a long way
to go. Some of the very problems that existed when I first
started are still in existence today, which is very sad. But
I see a lot of changes, too. I think the other reason why I
keep hanging in there, and keep hoping and working, is
because if it changes for one kid, it can change for others.
There's still the hope that we will someday have the good
common sense to figure out how to make this work the
way it's supposed to be, without killing people off, and
without being angry and hurt as people tend to get.

Hangovers of the Plantation Mentality

McDougall: Can you identify two or three critical cur-
rent needs or actions to improve public education, in par-
ticular special education and related services?

Ivalee: We must tackle union issues. Sometimes they don’t
see how they would benefit from changes... It takes two
years to settle grievances in an Hawai‘i State Teacher’s
Association situation. That's a waste of everybody’s time.
Each person — teachers and principals - should ask him-
self or herself wiy he or she is in a union. They must ask
themselves what they want their unions to do for them
and whether they can address these issues in ways other
than the union and grievances.

Second, we need coalitions of people getting together
to tell the real story ... to understand that Felix will ben-
efit all children. It's going to benefit all children because
training improves everybody. We'll be able to intervene
earlier and more effectively. We forget to look at the long-
term effects and goals. Many people are thinking about
how much money is being spent for “those” kids instead
of thinking about benefits for all kids. If professionals,
business people, regular and special education, etc., got
together, then we could identify one priority per year to
work on and effect that.

The third thing [ would do is work on getting princi-
pals and VPs to be responsible, and to get them the sup-
port they need to do the job, without interference from
the top. I don’t have a problem with most District DES’s;
it's the people above them. Accountability is an impor-
tant issue. How do we reward people? Administrators
are not bad people; they just lack management skills.

The fourth thing is training. Training has to do with
policies. When [ was most active, the BOE had a policy
that we hire within. This is a plantation mentality - a sys-
tem with built-in mediocrity that defeats access. This lim-

its diversity. When [ first came here, we had a double
standard. If you lived in Manoa or Kaimuki, or if you
were military, you went to Roosevelt {or to Iolani and
Punahou). Roosevelt was the elite school. If you were
from the plantation, you went to McKinley. We still have
hangovers of plantation mentality in government and
how we do business. These major issues need to be con-
fronted, must be changed, or we'll never work as effec-
tively as we can. The immigrant population has added
value to Hawai‘i. We are more diverse than elsewhere.
As citizens of Hawai'i, because of our experiences, we've
allowed old policies and practices to continue to inter-
fere.

Finally, the move in Felix to establish local planning
groups really must be supported to enable participation.
This will be difficult to obtain participation at this level
because people are not used to it. They're not going to
run the show, but these local planning groups are vehicles
for power into local communities.

The University of Hawai‘i’s Role

MeDougall: What can UH contribute? What do teachers
in training need?

Ivalee: They need strong training in motivation and meth-
odology. They also need to understand the bureaucratic
system that they work in... how to work with parents...
their role as trainers and in providing technical assistance.
Make sure that we have these people in the schools be-
fore their fourth year [last year of undergraduate pro-
gram]. Have them go into classrooms as teachers’ aides
both in regular and special education in their first or sec-
ond year of college, so they can figure out if this is what
they really want.

The way we place kids [with disabilities in schools]
is a disaster because’we don’t have programs. We have
placements, not programs. UH should collaborate with
DOE, and I know collaboration is difficult, to create and
develop programs for kids ... use forums or task forces
that coalesce people with the goal of program develop-
ment. I don’t know that people in the administrative train-
ing programs get any coursework in special education.
I’'ve been out of touch for awhile, so I don't know if it’s
still the same, but the [administrative] cadre program was
the same people training the same people - another ex-
ample of the closed internal system. If | had my way, ev-
eryone would have to do “ghost training” and walk in
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the shoes of a family for a few months ... Get to the
unions; the contract measures the wrong things. It's not
size of class that matters. It's how we set up and support
programs, teachers, and students ... Classrcom manage-
ment is a huge problem, mostly because of the fact that
we use placement decisions; for example, placing 12
multi-category kids in the same class ...

Editor’s Concluding Notes

Three final issues merit mention here. First, when asked
to identify individuals who “stood out” over the years
as helpful in efforts to improve services for children with
disabilities, Ivalee named many people, including DOE
administrators and educators, professors from UH and
elsewhere, judges, other professionals, the families and
children and especially her mentor, Barbara Bateman. Sec-
ond, Ivalee identified additional important issues, which
have affected the provision of services in Hawai'i, includ-

ing:

» Theappointment of monitors to oversee progress
and outcomes of litigation.

s Thetendency in our State to overlook or misinter-
pret portions of regulations, such as those which
require individual determinations of whether a
child requires summer school or extended year
services.

#» The movement away from large centers toward
local schools and communities.

s FHow the State changed without public hearings
the terminology in State regulations from phras-
ing that specified “maximum” benefits for chil-
dren with disabilities, to phrases that specified
benefits that could be expected to confer “rea-
sonable” benefits for children with disabilities.

m Office of Civil Rights investigations that con-
cluded that school classrooms were not accessible
for students with disabilities.

Tvalee Sincluir

Ivalee concluded that these investigations, cases, and
outcomes communicated a message that some, but not
all, people, have comprehended. That is, classrooms and
systems must change to fit the child; not the child chang-
ing to fit the existing classrooms and systems.

A house painter arrived at the Sinclair home during
the interview. While Ivalee was away from the table, the
painter made a point of communicating to the inter-
viewer, his appreciation for what Ivalee, personally, had
done for him and his family in their efforts to obtain ser-
vices for a family member. He concluded by saying,
“Ivalee has saved many children and families.”




