continued from page 7

We shall not stop until we gain our rightful place in society. We
will live through great trials and tribulations, and gain new friends
along the way. We will learn to sit beside old adversaries and
shake their hand, challenge old ways of thinking in ourselves and
in others, and learn to strategize differently and more creatively
than before, because we must.

The economic crisis is a rally cry, not the same soft-pained cry
barely audible in recent years. No longer do we have to be powerless, looked upon with suspicion, or ignored - but invigorated by
our common drive to build the pressure that will make the
change we long for.

On this journey, we must never forget the roots we come from.
In the past one hundred years, society has tortured, neglected,
tested, institutionalized and murdered people with disabilities in
the name of research and progress. It was disguised in many
different forms - eugenics, attitudes and vaccines.
It was the parent groups huddled around the country starting in
the 1930's to improve the welfare of their children with disabilities.
They brought to children opportunities for an education, and
living in their home communities.
Their memory and the sacrifices they made deserve better
recognition than what we have accepted for too long. Their vision
for their own children allowed me to have a vision for mine.
Now in honor of the parents and advocates from decades ago,
we charge ourselves with doing things differently than ever
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If we do not, we will fail.
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This is the civil rights movement I am talking about.
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Mostly, I think of the children - the poor, the unwanted, the
unhealthy, the starving children. Always remember them.
This article is dedicated to Brenda in Modesto, California - a
mom I met only a few weeks ago. Her daughter died six months
ago. Brenda has joined the new civil rights movement - so her
daughter's memory will never fade.
Terry Boisot is Ben's mom. She is Director of the CA Leadership
Project, the Chair of the Board of Directors of TheArcLink
Incorporated, serves on the board of directors of Alpha Resource
Center of Santa Barbara and The Arc of the United States and is
concerned about all disability matters. Terry welcomes comments. Please address them to her at tboisot@thearclink.org.
Ppermission to reprint this article in "Between the Lines" granted
by TheArcLink,Inc. at www.TheArcLink.org"
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But remember that others are fighting for their lives as well.
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before. We must be ready to take responsibility for the morality
of decision-makers - together. To place blame on parents,
providers or social workers for the condition we are in - or to
ignore the voice of the very people whose life is at the heart of
this movement, is the old way. To take responsibility is the new way.

Inc

paperworked, under-paid, over-regulated and under-appreciated
for their service for years. It's the power of families whose spirit
we almost lost because they have been overburdened with lack
of healthcare, educational support or help so they can just get a
break now and then.
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Free at Last, Oh Lord, Free at Last:
Self-Determination in Colorado

By Marcia Tewell, Executive Director

A

s the state once again embarks on developing
a new system of delivery of supports to
persons with developmental disabilities,
self determination in this case, it is critical that
our constitutients look at the idea with a close
magnifying glass to: 1) determine why we cannot or have not currently implemented the
changes necessary to the proposed outcome,
2) define what the expected outcome is so that
we are not using different phrases to describe
the same thing or worse yet, the same phrase to
describe something different, and 3) project the
potential unintended consequences so as not to
repeat the past perversions of previous system
change.* We can bring to mind the initial
concepts of both the family support program and
supported living services to note the current
reality of the programs (dependence) vs. the
original well-intended descriptors of the
programs (independence).
Many states across the U. S. are implementing
the idea of "self-determination" within their D.D.
Systems. The four basic tenets of the idea are
freedom, authority, responsibility, and individual
choice. If any of our readers have been through
system changes in the 1970's they might
reminisce on the terms from Normalization
theory: social integration, equal treatment, dignity
of risk, and respect. We have all been working
for many years toward the ideal of participation
in the community on an equal playing field, i.e.
the concept is not new. The reality is that control
by families and individuals in major decisions
that affect their lives has been a goal for as may
decades as I can remember. "Nothing about us
without us" has been on our individual plans for
a long time without even a short-term objective
having been met - just carry over from year to

year onto next years' plan. We change the terms
we use, but the substance is still void in this
arena. The idea of self-determination once
again will attempt to bring to reality this goal. It
is possible that we are using strategies that are
not/have not worked or, as Norman Kunc so
clearly proposes, "We are using a refrigerator to
get to the grocery store when we really should
be using a car."
It is critical to identify prior to implementation not
only how we define self-determination, but also
to have markers along the way that can identify
perversions as they occur and make changes as
needed. A friend recently indicated that a member
of her son's planning team called to say that the
dream page was not in the file and could it be
faxed over as soon as possible. How soon will it
be that we are trivializing and requesting that the
"freedom" and "choice" pages are faxed over for
the files because an auditor from CMS is on
their way on July 13?
There is an assumption that as we develop the
"new" idea of self-determination there will be
some obfuscation along the way. The attached
chart hopefully helps delineate the potential
differences in interpretation. The reader may
note that many of the differences in the twocolumns relate to fiscal issues and control over
how funds are used. We may all agree on the
outcome of 'choice' and 'freedom' but there
could potentially be issues relative to strategy,
control and who implements the option in addition
to who gets how much money from whom for
what. If there are staff members whose tasks
are vestigial, who gets the cost savings?
On a practical front, the idea of self-determination/
direct funding is that a person with a disability
continued on page 2
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Self-D
Determination : Freedom, authority,
responsibility, and individual choice
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will direct their services personally, have the
ability to hire and fire those who provide their
supports, be that a job coach, a home health
aide who assists with daily living tasks, or a
provider of residential supports. Thus far all of
Colorado's self-determination projects have left
out individuals with cognitive disabilities, however,
current proposals allow such individuals to get
support from family and friends as they
participate. The individual will not receive
money directly themselves, however, there is a
more direct line between an individual and the
money in that a fiscal intermediary will cut the
check to the support person or place, thus
easing out the expensive middle persons we
have currently in many systems and agencies.
Central to the idea of self-determination is the
use of a fiscal intermediary for the purposes
of dealing with the IRS, FICA, workman's
compensation, performing the role of employer
of record, buying liability insurance, and cutting
checks to people and places that families
and individuals have chosen to serve them. The
determinant in families choosing an intermediary
is one of who will do this for the least amount
of money and how quickly the support services
can be reimbursed for their work. In essence,
it is more of a cash subsidy model than the
current layered system. Please check Arc of
Colorado's website www.thearcofco.org for
their current proposal to the state to implement
a direct funding model in the state.
* "System change" voted favorite oxymoron of 2000
by Values in Action

IS
Using paid or non-paid supports
to enable meaningful work and
activities
Having personal roots and
building history in your own
home/neighborhood/community
Enabled by person-centered
planning - person-centered budgets
Using specific resources
determined independently of
services or supports selected
including a process to make
timely adjustments as needed
A lifestyle that allows ALL to
control where, with whom, and
how they live their lives.
Obtains financial efficiencies Self determination uses fiscal
intermediaries and direct funding
Supports/companionship
Occurs when person produces
income in a job of their choosing
or determines how to spend their
day personally
Only possible when independent/
third party service coordination
or case management exists thus
avoiding a potential conflict of
interest from actual service provision

IS NOT
Simply a choice between service
providers
Moving from one agencyowned/leased setting to another
Risk pooled budgets based out of
an agency and derived solely from
allocation formulas
Current support funds determined
on historical provider costs, based
on traditional service designs
and based on deficit/categorical
assessments
Program/placement within an array
of services, mostly for people who
have family members and strong
advocates in their lives
Application of traditional/standarized
funding of individuals without
regard for individual needs or
outcomes
Services/hourly underpaid staff
Only when a person's existence
produces income for human
services personnel
When service coordination
and provision are linked and
therefore rife with potential
conflicts of interest on
many fronts

stop-gap measures may simply cease to exist or be hard to access or
apply for parents, and their role in special education minimized.
Having said that, a reasonable person would agree that something
needs to be done. Some consider the proposals in the Paperwork
Reduction Bill so reasonable, in fact, that they are already standard
operating procedure in many school districts. For example, when
does a general educator ever stay at an IEP meeting for more than
the portion of it pertaining directly to services delivered in that setting? If
that person was present for the entire, wholistic discussion of the student,
their expertise could inform the development of grade-level goals and
objectives based on access to the general curriculum. Isn't that the
charge of standards-based education?
Further, how many IEP teams are already meeting without necessary
representation from one professional or another, and are rendered
incapable of completing their task as a result? And how much noncompliance is already commonplace when it comes to reporting IEP
progress as often a typical progress reports are sent home? Disregard
for this step is so rampant that it's not at all uncommon to find special
educators and parents both who aren't even aware of this 1997
Re-Authorization requirement. While we're on the subject, how often do
Procedural Safeguards get distributed at all the required points?
Navigating the Paper Trail
I could go on, but my point is that if any of these shortcuts worked, we'd
already be experiencing the benefit of them. But we're not. The problem
of paperwork certainly has not been solved by these tactics, so sanctioning
them is a moot point. The truth is by current IDEA standards, these
are all negligent practices and they weaken the entire educational
process. Still they happen to such an extent that it's considered business
as usual in many school districts. The very idea that we should legally
mandate compromises like these represents an agenda that doesn't
have the children's best interests at heart.
Enough about the problem. Now how about a solution?
The point of special education is to prepare our children for the real world
that awaits them when they leave school. The paperwork we generate
toward that end is a navigational tool...a map unique to each child pointed
in that direction. This is a map that is only as good as the information and
input that creates it. And a good map is essential to reaching the destination.
What we need is a navigator. Someone(s) in each school district or
selected schools who works as an "IEP facilitator," --coordinating
schedules, collecting information, sending prior notices, and administrating
the organizational details of procedural safeguards. This person
would fill the administrative functions at an IEP meeting so a teacher
can just be a teacher, not a typist. An IEP facilitator could manage
communication with parents, helping them understand what to expect
and what is expected of them. A copy of a DRAFT IEP or assessments
and evaluations would be provided by the IEP facilitator to the family a
week before the meeting, so parents would have time to consider the
information, get questions answered, and be ready to function as an
equal member of the team when it convened.

Colorado Developmental Disabilities Council
3401 Quebec st., #6009 — Denver, Colorado 80207
(720) 941-0
0176 — cddpc@state.co.us
http://www.cdhs.state.co.us/opi/cddpc/index.htm

Council staff:

An IEP facilitator is just one idea that could enhance a process that
has been developed through diligence and deliberation. Because that
process is not perfect, our efforts need to be directed towards
strengthening and improving it, but not dismantling it. The Paperwork
Reduction Act will inherently weaken IDEA, and create tension
between schools and families. Worst of all, it doesn't even address
improved academic or social outcomes for students. Clearing the path
of paperwork will simply give us a better view of the failure of our
educational system to meet the needs of children with special needs.

Marcia Tewell, Executive Director
Julie Farrar-Kuhn, Grants Manager
Lynn Gisi, Office Manager
Beverly Hirsekorn, Policy Analyst

For more information on IDEA Re-Authorization and the Paperwork Reduction Act, go to
preserveIDEA@dredf.org

Marna Ares, Planner & Newsletter Editor
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THE RISE

by Terry Boisot

Over the next while, this column will be regularly devoted to the
thousands of people who are at the center of the rapid rise of
a civil rights movement for people with developmental disabilities,
their families and the people who love, support and serve
them. This movement is rising to a loud and massive call to
oppose the increasing, abysmal injustices against people and
those who care.
With the passing of the Individuals with Disabilities Education
Act (IDEA), and the Americans with Disabilities Act (ADA),
Congress for thirty years has directed people to change their
views about the value of people with disabilities in public
education and in the world.
We have so much farther to go.
In good economic times and in bad, people with disabilities,
babies born to poor families, children and the elderly are not
priorities. It is the same everywhere.
Now, massive deficits loom for years to come. Staggering and
inevitable cutbacks in government spending put the most
vulnerable first on the governmental hit list, along with those
who have fought all their lives for freedom and dignity.
I am thinking about the people with disabilities I know who cannot
afford a 37-cent stamp to send a letter to a loved one. These
same people wear worn and shabby clothes. I think of my friends
who live in group homes staffed by underpaid, overworked
employees, and rooming with people they do not know or choose
to live with. Someone else chose for them, for good or bad.
I think about people whose wheelchairs are in disrepair, leaving
them hardly mobile anymore - if at all, and others who need
assistance in their homes to get in and out of bed and to eat
meals everyday. I think about people who want to work but
cannot because transportation is unavailable or because
Social Security limits their income.
I think about the children the public schools often do not want.
I think of the poorest, the most underemployed and the least
valued segment of society. Now they hear that they must give more.
I think about executive directors of non-profit organizations and
operators of group homes who value the people with disabilities
they serve. They have developed model programs of support
against the odds. But their liability and worker's compensation
premiums have doubled or tripled while states continue to
renege on their commitment because the economy is poor.
Fundraising has become more competitive and fewer places
are there to tap.
What do governmental decision-makers think when they tell
their people to move numbers from the "services for people
with disabilities" column to the one that says "fill the deficit"?
What do they say as they cut people out of their very lives?
Do they say, "Oh well, too bad?"
Instead of pondering any longer the morality of these horrors,
people are beginning to rise. Their human spirit is virtually all
that remains and this power is all we've got to save the day.
It's the power of the spirit within the self-advocacy movement
(people with developmental disabilities) that banded together
decades ago because they want to be "People First". They
want to work alongside providers of service, line staff, advocates
and professionals who have been overcontinued on back page
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ulp Fiction: "Paperwork Reduction Bill"
Will Improve Student Outcomes Through IDEA

by Leeanne Seaver, M.A.
Copyright 2002 for Hands & Voices

THERE'S A PECKING
ORDER IN DISABILITY

And CILS lead the pack for walking their talk! Chapters of
United Cerebral Palsy would never dream of having more
people with disabilities than without on staff. Their track
record sucks. A few Associations for Retarded Citizens
hire people with the MR label. Yet they insist that they are
legitimate advocacy groups.

No one likes all the paperwork associated with special education
mandates. Not the teachers, not the parents, and certainly not
the legislators who have proposed the "IDEA Paperwork
Reduction Act." This Bill to amend the Individual's With
Disabilities Education Act during the upcoming re-authorization
was introduced this October by Rep. Rick Keller (R-FL) and cosponsors Mike Castle (R-DE) and Rep. John Boehner (R-OH).
No doubt they had the recently published President's
Commission on Excellence report in mind when trying to address
the long-acknowledged problems associated with too much
burdensome documentation.

and the integrity of procedural safeguards? Especially since the
Bill also stipulates that parents are to be given copies of their
rights and procedural safeguards only when services are initially
started, when they file a complaint, or when they ask for a copy.
Currently, IDEA requires that parents be notified of their rights at
initial referral for evaluation, with notice of each IEP meeting, at
reevaluations, and on registration of a complaint. So how will they
learn that schools are required to provide services by law if they
don't even know to ask? How will parents participate as equal
members of the IEP team if they don't know their rights during the
time when services are being planned, i.e., before they are begun?

Those who deny it are oblivious to reality. Or they lie.

This issue is getting a lot of press. A Policy Forum on "Special
Education Paperwork" was conducted by the National Association
of State Directors of Special Education (NASDE) this fall, and they
published their own report explaining the problems. Lou Danielson,
Director of the Research to Practice Division of the Office of Special
Education Programs, emphasized the need to formally study this
subject to ensure that we're not reacting solely to anecdotal whining.
Ok, that's not how he put it exactly, but you know what I'm saying.

The Paperwork Reduction Bill also proposes to eliminate annual
IEPs, favoring meetings every three years to discuss the student's
performance, goals and objectives. It would eliminate the requirement
for IEP progress reporting except during a "streamlined" annual
IEP review meeting where it would be determined if the student
was "making sufficient progress." But this Bill provides no guarantee
that there will be appropriate safeguards to ensure that the
school is held accountable for the student's progress. And who
will determine what degree of progress is "sufficient?" IEP meetings
are as long or short as they need to be; they are the single opportunity
for the educational planning team to discuss the student's needs, goals
and progress once a year. Which of the student's needs will be
dismissed so that a more "streamlined" discussion can take place?

Sensory impairments trump mobility impairments.
Para trumps quad. Acquired trumps developmental.

We know that our only defense in this world is unity. We
can't be truly unified until we throw out the rankings-until
we stop discriminating against our own brothers and sisters.

Within acquired disabilities, spinal cord injury trumps multiple
sclerosis. Unless the MS is mild. Arthritis trumps ALS.

If we've learned nothing else this past year, we've learned
this: We must hang together or surely we will be hanged apart.

The Problem with Paper
Paperwork takes time away from teaching. Time away from
teaching becomes a disincentive for teachers to stay in the field.
And teachers are definitely not staying in the field. Simultaneously,
data indicates that the number of students needing special education
is increasing, and that means more paperwork. The cause and
effect relationship here must be better understood, along with
research into realistic solutions. It will undoubtedly be necessary
to create a lot more paperwork to study the problem of paperwork. I'm not trying to be ironic...this just is ironic.
Those of us who will admit to our love/hate relationship with
paperwork recognize that we need it, but hate the reason why we
need it. At the core of this need for documentation is a lack of
mutual trust between parents and professionals. Parents who
feel that schools could be doing more for their kids are likely to
show up to an IEP meeting with a fistful of photocopied articles
on the latest research on the McGillicudy Method along with letters
of support and evaluations from independent experts recommending
it for their child. They want these incorporated into the IEP today.
School personnel, driven by the fear of filling out all these official
forms incorrectly, along with anxiety over the lack of staff proficient in the McGillicudy Method and no available training budget,
often come to that same IEP meeting with an agenda focused on
administrative CYA functions. Their documentation of why they don't
feel the McGillicudy Method is appropriate for the student must be
thorough and legally copasetic. For both parties, the stakes are high.
Parents Feel the Sting from Paper Cut
So with all that boiling over up on the stove, the Paperwork Reduction
Bill comes along to mop up the floor. It proposes to do this by
authorizing the U.S. Secretary of Education to "identify, develop,
and disseminate simplified and streamlined model documents for
individualized education programs, procedural safeguard notices,
and prior written notice reporting requirements." It further charges
the Secretary to disseminate these new products and to provide
training and technical assistance about them through local educational agencies and parent training centers. What assurances will
parents have that this process will maintain parental involvement
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But wait, there's more. There would be no requirement for a general
educator to be present at an IEP meeting unless the student
spends the majority of time in general education. Then that
teacher would only need to be present for discussions that
pertained directly to general education. Please note that the
meeting cannot be scheduled during a time that would require
the general ed teacher's absence from instructional classtime.
The school district may, at its discretion, excuse any member of
the IEP team from attending the meeting. Another option for the
professional is to provide their input in advance to a contact person,
but not actually attend the meeting personally. Parents are permitted
to object to this. However, the Bill does not indicate what
obligation the school has to address a parent's objection.
Parents may present important information like an Independent
Education Evaluation, but the Paperwork Reduction Bill would
not require schools to consider it. Specifically, the amendment
would change the language so that no requirement "that additional information be included in a child's IEP beyond what is
explicitly required in this section." Read: what is "explicitly"
required in a given section is information from the school.
Shredding the Evidence
Essentially, the Paperwork Reduction Bill eliminates hard-won
procedural safeguards and quality controls for parents under the
guise of being helpful by reducing cumbersome administrative
processes. The mantle of accountability will be difficult to pin on
schools without documentation designed to methodically monitor
whether students with special needs are getting reasonable benefit
of their free and appropriate public education.
According to the Disability Rights Education and Defense Fund
(DREDF), this amendment "tries to skirt the whole point of IEP
team meetings: to get everyone into one room to discuss in-depth
a child's education, goals, progress and needs." If passed, important

We still rank how valuable our brothers and sisters are by
what their disabilities are.

Could Goodwill Industries and Easter Seals get away with
running sheltered workshops if at least 51 percent of their
staff and board were worker-controlled? Hell no.

I've come to think of it as a card game. If you're not part
of the disability rights community, you probably rank us
like this: Non-disabled trumps disabled--especially nondisabled parents over their child with a disability. That's
regardless of the child's age.

So here we are. We all know about this, we all talk about it.
We all complain about it. At least those of us with disabilities
do-but not in mixed company and not too loudly. And we
all play the game.

Walking trumps rolling.

This game is addictive. People play it using factors that
don't even relate -to disability. Male disabled trumps female
disabled. White disabled trumps Black disabled. Straight
disabled trumps gay disabled. Understand the rules?

Reprinted with permission. Josie Byzek, Mouth Magazine,
November-December 1996.

The disability rights community will deny playing this
game at al1. But we play.

Class Stats

The only difference in the rules is that in our game
disabled trumps non-disabled.

Colorado's birth rate in 2000 was 15.8 per 1,000, ranked 9th. The
nation's highest birth rate was in Utah, at 21.9 per 1000, and the
lowest was in Maine, at 10.8 per 1000. The national average
was 14.7 per 1000.

But these other rules sound familiar:
Acquired trumps developmental. Mobility impairments
trump mental disabilities of either type. Just about everything
trumps head injury. True, these rules were invented by
non-disabled professionals. But we have adopted them.

There were 65,679 babies born in Colorado in 2000.
8.4% of the babies born had low weight at birth. The national average for low weight births was 7.6%. ("Colorado Vital Statistics,
2000," CO Dept. of Public Health and Environment)

The rules vary depending on which community you
call yours. People labeled with mental retardation for
instance, have their own rule: MR trumps wheelchairs.

The average number of U. S. public-school children per PTA member is 7. (National Parent Teacher Association, U.S. Department of
Education)

Within and without the survivor communities, sane trumps
crazy. Sober trumps drunk, within and without the recovery
communities.

Since 1960 the number of Americans who belong to a PTA has
declined 46%. (National PTA Association, Chicago)

Among people with developmental disabilities, these are
the rules: clear speech trumps speech impairment. Muscular
dystrophy trumps spina bifida and cerebral palsy. Sometimes
spina bifida trumps cerebral palsy. Sometimes, it's the other
way around. It depends on variables like, can you walk?

Eighteen-percent of Americans believe that career preparation
should begin in elementary school. (American Viewpoint, Inc.,
Alexandria, VA)
The chances in 1996 that a person directly affected by the welfare-reform law was old enough to vote were 2 in 5. (U.S. Dept.
of Health and Human Services/Social Security
Administration/U.S. Department of Agriculture)

Centers for Independent Living hire more of us than other
organization set up to serve us. But not many CILS can
claim that even ten percent of their staff is comprised of
people with developmental disabilities. Very few CILS hire
people who use attendant services.

The chances in 1998 that a mother of dependent children depicted
on a prime-time network TV show held a paying job was 1 in 3.
The chances that a real-live American mother with children held
a paying job were 2 in 3. (National Partnership for Women and
Families, Washington, DC)

If they do, don't look for that person in a management
position. Unless it's the Executive Director. And guess
what? Hardly anybody who uses a communications
device works full time at a CIL. I haven't met anyone
labeled MR who works at a CIL either.

Among the "superheroes" that U.S. boys under the age of 10 in
1997 reported they most wanted to be, Catwoman rated number
one. (The Harpers Index Book, Volume 3. Charis Conn & Lewis
H. Lapham, Franklin Square Press, 2000)
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Families of children with emotional or
behavioral challenges have labored for
years to have their children included in
neighborhood schools and classrooms, and
they continue to struggle to have their
children accepted by local childcare facilities.
Child care can provide a safe, enriching,
supportive, and culturally appropriate
context for the social and emotional well
being and growth of all children. In a high
quality child care arrangement, the worlds of
children expand beyond the family and
neighborhood. Children and youth develop
cognitive skills, patterns of social interaction,
and the ability to regulate their own behavior
and feelings. Some of the most consistent
findings in the social sciences are related to
the effects child care has on children's
school achievement and social, emotional,
cognitive, and language development
(Shonkoff & Phillips, 2000; NICHD, in press).
Child care arrangements that include
children with emotional or behavioral
challenges alongside typically developing
children tend to collaborate more effectively
with parents, and to use curricula that are
more developmentally and culturally appropriate (Erwin, 1996). Such arrangements
provide support for family members who
may be overwhelmed by their many responsibilities, as well as making it possible for
parents to work and to lead lives with less
stress and role overload (Harvey, 1998;
Rosenzweig, Brennan, & Ogilvie, in press).
But one only has to ask a parent who has
hunted for an arrangement to know that the
quality of child care is grossly uneven, and
many care providers are wary of including
children who are not typically developing. In
one study, Emlen (1997) found that children
with emotional or behavioral challenges
were 20 times more likely to be asked to
leave child care arrangements than typically
developing children. These children may
display aggressive or other inappropriate
behaviors or feelings in everyday situations,
and may have great difficulty forming social
relationships (Zigler & Hall, 2000).
The Models of Inclusion in
Child Care Study
Responding to the need for research
regarding models of inclusion in child care,
the Research and Training Center on Family
Support and Children's Mental Health is in

the process of conducting a series of
studies aimed at guiding the design and
implementation of inclusive child care
policies and programs. In the course of
previous research studies, our research
team found that there did exist quality
programs and family care arrangements
that successfully included children with
emotional or behavioral challenges in child
care settings (Brennan, Rosenzweig,
Ogilvie, Wuest, & Ward, 2001). Our goal
was to learn more about the provider and
setting characteristics associated with these
successful programs.
As a first step in the current research, state
child care administrators, child care
resource and referral agencies, and family
organizations were sent a request to
nominate programs that successfully included
children with emotional or behavioral
challenges in child care; this resulted in
nominations of 104 programs across the
United States. Personnel at thirty-four of the
nominated programs participated in a
survey designed to learn more about their
challenges and strategies for inclusion. We
were particularly interested in five key
areas: (1) the types of services these
programs offered, (2) the needs of the
families they served, (3) the inclusion strategies they employed, (4) the barriers staff
reported facing, and (5) their view of the role
of families in their programs.
Results of the Survey
● Program Characteristics. Data collected
from the 34 nominated programs were given
by 23 directors of childcare centers, one
family day care provider, and 10 heads of
childcare support programs. The support
programs provided such services as
resources and referrals, technical assistance, provider training, and mental health
consultation. Several of the programs
provided a blend of direct care of children
and support services. In all but three of the
center programs, families paid for child
care. Only 3 of the 10 programs providing
support services collected fees from
families. Twenty-two of the programs were
located in urban areas, 10 were in suburban
communities, and 2 served rural locations.

Over half of the programs provided childcare
in traditional centers, only 11% provided
in-home care, and 11% had family day care
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services. Some childcare providers served
families in uncommon time frames: summer
(37%), vacation (11%), before/ after school
(30%), and drop-in (15%). All but two of the
programs served children three years of age
or younger; however, only six programs
served children over the age of 12. Nine of
the programs were targeted to serve
families of children with emotional or behavioral disorders as their primary clients, while
16 of the programs had families of children
with special needs as their primary clients.
Only six of the respondents mentioned that
they served ethnically diverse families, but
nearly all programs rendered services to
families with low income. In terms of family
and child care supports, 10 programs
indicated that they had specialized resource
and referral services, 10 programs also
gave technical assistance, nine engaged in
inclusion or mental health consultation, and
six considered themselves as providers of
early intervention services.
From the brief qualitative answers provided
in the survey, we saw that programs and
providers began serving families of children
with emotional or behavioral challenges in a
variety of ways. Some started out providing
services to a comprehensive community,
and began to see more and more children
needing special supports in child care
settings. These model programs reached
out for assistance and training so that the
children would have a successful child care
experiences. Other programs were initially
designed to meet the special needs of
families having children with developmental
or physical challenges and later developed
expertise in serving children with emotional
or behavioral problems. Finally, a few programs
were designed just to serve families of
children with emotional or behavioral
challenges from the outset; among these,
some included typically developing children
in the same classroom settings.
Family Needs. The programs served families
with needs for child care due to employment, training or educational commitments
of the parents. Frequently, unusual and
extended schedules made the provision of
●

appropriate services a challenge. Finding
sources of additional funding to help these
families purchase appropriate care for their
children has been problematic in some settings.
● Inclusion Strategies. Some of the strategies
care providers reported using to include children
with emotional or behavioral challenges in
their programs were: referring children for
assessment or mental health intervention,
using paid mental health consultants, working
with the child's own therapist, engaging
social workers to provide family support,
intensive staff training on children's mental
health, communication with parents about
the child's medication, and the development
of innovative and adaptive care strategies.

Individualized care and behavioral plans were
emphasized by several programs, who also
used such strategies as providing environments
with reduced stimulation, concentrating on
positive aspects of the child's behavior, and
working with families to develop consistent
strategies or techniques to be used both at
home and at the care facility. Additionally,
several programs emphasized the importance
of improving the staff: child ratio so that there
would be staff support for children experiencing
problems; some centers have applied for and
received special funding for these efforts.
The family support programs mentioned
several other promising strategies for inclusion:
providing centers and family day care with
services of behavioral and educational
consultants to help them deal with difficult
behaviors, arranging for funding to increase
personnel and improve staff: child ratios,
providing home visits and coordination with
parents, funding mental health services for
children of families whose insurance would
not cover them, and offering staff development around mental health issues.
● Challenges to Inclusion. Numerous
challenges accompanying the inclusion of
children with emotional or behavioral
challenges in care were identified by the
respondents. Stigmatization was frequently
mentioned as a problem for these children,
with parents of typically developing children
expressing concern for their children's safety.
The children's behaviors were also
identified as an issue due to the physical
and emotional demands that they made on
staff members, and the safety concerns that
they raised for self, staff, and other children.

Several respondents listed as a critical
issue staff members that were overwhelmed, inexperienced, underpaid, and
undertrained. The lack of trained child clinical
specialists was also recognized as a barrier
to inclusion, as well as insufficient funding to

support needed intervention services. Staff
pointed out that caregivers are also increasingly
overburdened, making it difficult for both
caregivers and staff to find the time for
collaboration and communication.
● Family Participation. Although nearly all
programs and providers reported that they
were involved with families, a minority of the
programs evidenced a high level of family
participation. Those programs that had the
most intense family engagement carved out
key roles for families as integral parts of
intervention teams, as volunteers within the
care program, as members of parent advisory
boards, as participants in parent meetings,
or as paraprofessional parent coaches.

Communication with parents was mentioned
by respondents as critical for successful
inclusion. Parents were counted on for
information about the child's previous
development and behavior, precipitating
events or stresses, techniques or strategies
that have been previously attempted and
the success of such strategies. A few program
directors discussed the need for parent
training and registered concern about lack of
parent engagement. The majority stated that
they saw parent participation as paramount,
although some reported that language and
cultural barriers could be obstacles. In the
words of one administrator, "It is especially
important to form alliances with those families
who have children with significant emotional/
behavioral issues so that we can work
together to help these children succeed."
Current Research on Model Programs
The next step in discovering the key features
of child care programs that successfully
include families having children with emotional
or behavioral challenges has been to conduct
intensive studies of programs that represent a
variety of services and settings. Interviews
with directors, staff members, and family
members of the programs, as well as direct
observations of children, are currently
being analyzed. The following centers have
participated in the study: Broken Arrow
Club House, in Broken Arrow, OK; Fraser
School in Bloomington, MN; The Family
Service Center of Morganton, NC; Little
Angels Child Care Center in Milwaukie, OR;
St. Benedict's Special Children's Center in
Kansas City, KS; Kinder Haus Day Care
Center/ Kinder Tots of Morgantown, WV;
McCambridge Center Day Care in Columbia,
MO; River Valley Child Development Ser
vices in Huntington, WV; and Wayzata
Home Base, in Wayzata, MN. Preliminary
findings are available on the web:
www.rtc.pdx.edu/pgProjInclusion.php.
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Families of children with emotional or
behavioral challenges have labored for
years to have their children included in
neighborhood schools and classrooms, and
they continue to struggle to have their
children accepted by local childcare facilities.
Child care can provide a safe, enriching,
supportive, and culturally appropriate
context for the social and emotional well
being and growth of all children. In a high
quality child care arrangement, the worlds of
children expand beyond the family and
neighborhood. Children and youth develop
cognitive skills, patterns of social interaction,
and the ability to regulate their own behavior
and feelings. Some of the most consistent
findings in the social sciences are related to
the effects child care has on children's
school achievement and social, emotional,
cognitive, and language development
(Shonkoff & Phillips, 2000; NICHD, in press).
Child care arrangements that include
children with emotional or behavioral
challenges alongside typically developing
children tend to collaborate more effectively
with parents, and to use curricula that are
more developmentally and culturally appropriate (Erwin, 1996). Such arrangements
provide support for family members who
may be overwhelmed by their many responsibilities, as well as making it possible for
parents to work and to lead lives with less
stress and role overload (Harvey, 1998;
Rosenzweig, Brennan, & Ogilvie, in press).
But one only has to ask a parent who has
hunted for an arrangement to know that the
quality of child care is grossly uneven, and
many care providers are wary of including
children who are not typically developing. In
one study, Emlen (1997) found that children
with emotional or behavioral challenges
were 20 times more likely to be asked to
leave child care arrangements than typically
developing children. These children may
display aggressive or other inappropriate
behaviors or feelings in everyday situations,
and may have great difficulty forming social
relationships (Zigler & Hall, 2000).
The Models of Inclusion in
Child Care Study
Responding to the need for research
regarding models of inclusion in child care,
the Research and Training Center on Family
Support and Children's Mental Health is in

the process of conducting a series of
studies aimed at guiding the design and
implementation of inclusive child care
policies and programs. In the course of
previous research studies, our research
team found that there did exist quality
programs and family care arrangements
that successfully included children with
emotional or behavioral challenges in child
care settings (Brennan, Rosenzweig,
Ogilvie, Wuest, & Ward, 2001). Our goal
was to learn more about the provider and
setting characteristics associated with these
successful programs.
As a first step in the current research, state
child care administrators, child care
resource and referral agencies, and family
organizations were sent a request to
nominate programs that successfully included
children with emotional or behavioral
challenges in child care; this resulted in
nominations of 104 programs across the
United States. Personnel at thirty-four of the
nominated programs participated in a
survey designed to learn more about their
challenges and strategies for inclusion. We
were particularly interested in five key
areas: (1) the types of services these
programs offered, (2) the needs of the
families they served, (3) the inclusion strategies they employed, (4) the barriers staff
reported facing, and (5) their view of the role
of families in their programs.
Results of the Survey
● Program Characteristics. Data collected
from the 34 nominated programs were given
by 23 directors of childcare centers, one
family day care provider, and 10 heads of
childcare support programs. The support
programs provided such services as
resources and referrals, technical assistance, provider training, and mental health
consultation. Several of the programs
provided a blend of direct care of children
and support services. In all but three of the
center programs, families paid for child
care. Only 3 of the 10 programs providing
support services collected fees from
families. Twenty-two of the programs were
located in urban areas, 10 were in suburban
communities, and 2 served rural locations.

Over half of the programs provided childcare
in traditional centers, only 11% provided
in-home care, and 11% had family day care
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services. Some childcare providers served
families in uncommon time frames: summer
(37%), vacation (11%), before/ after school
(30%), and drop-in (15%). All but two of the
programs served children three years of age
or younger; however, only six programs
served children over the age of 12. Nine of
the programs were targeted to serve
families of children with emotional or behavioral disorders as their primary clients, while
16 of the programs had families of children
with special needs as their primary clients.
Only six of the respondents mentioned that
they served ethnically diverse families, but
nearly all programs rendered services to
families with low income. In terms of family
and child care supports, 10 programs
indicated that they had specialized resource
and referral services, 10 programs also
gave technical assistance, nine engaged in
inclusion or mental health consultation, and
six considered themselves as providers of
early intervention services.
From the brief qualitative answers provided
in the survey, we saw that programs and
providers began serving families of children
with emotional or behavioral challenges in a
variety of ways. Some started out providing
services to a comprehensive community,
and began to see more and more children
needing special supports in child care
settings. These model programs reached
out for assistance and training so that the
children would have a successful child care
experiences. Other programs were initially
designed to meet the special needs of
families having children with developmental
or physical challenges and later developed
expertise in serving children with emotional
or behavioral problems. Finally, a few programs
were designed just to serve families of
children with emotional or behavioral
challenges from the outset; among these,
some included typically developing children
in the same classroom settings.
Family Needs. The programs served families
with needs for child care due to employment, training or educational commitments
of the parents. Frequently, unusual and
extended schedules made the provision of
●

appropriate services a challenge. Finding
sources of additional funding to help these
families purchase appropriate care for their
children has been problematic in some settings.
● Inclusion Strategies. Some of the strategies
care providers reported using to include children
with emotional or behavioral challenges in
their programs were: referring children for
assessment or mental health intervention,
using paid mental health consultants, working
with the child's own therapist, engaging
social workers to provide family support,
intensive staff training on children's mental
health, communication with parents about
the child's medication, and the development
of innovative and adaptive care strategies.

Individualized care and behavioral plans were
emphasized by several programs, who also
used such strategies as providing environments
with reduced stimulation, concentrating on
positive aspects of the child's behavior, and
working with families to develop consistent
strategies or techniques to be used both at
home and at the care facility. Additionally,
several programs emphasized the importance
of improving the staff: child ratio so that there
would be staff support for children experiencing
problems; some centers have applied for and
received special funding for these efforts.
The family support programs mentioned
several other promising strategies for inclusion:
providing centers and family day care with
services of behavioral and educational
consultants to help them deal with difficult
behaviors, arranging for funding to increase
personnel and improve staff: child ratios,
providing home visits and coordination with
parents, funding mental health services for
children of families whose insurance would
not cover them, and offering staff development around mental health issues.
● Challenges to Inclusion. Numerous
challenges accompanying the inclusion of
children with emotional or behavioral
challenges in care were identified by the
respondents. Stigmatization was frequently
mentioned as a problem for these children,
with parents of typically developing children
expressing concern for their children's safety.
The children's behaviors were also
identified as an issue due to the physical
and emotional demands that they made on
staff members, and the safety concerns that
they raised for self, staff, and other children.

Several respondents listed as a critical
issue staff members that were overwhelmed, inexperienced, underpaid, and
undertrained. The lack of trained child clinical
specialists was also recognized as a barrier
to inclusion, as well as insufficient funding to

support needed intervention services. Staff
pointed out that caregivers are also increasingly
overburdened, making it difficult for both
caregivers and staff to find the time for
collaboration and communication.
● Family Participation. Although nearly all
programs and providers reported that they
were involved with families, a minority of the
programs evidenced a high level of family
participation. Those programs that had the
most intense family engagement carved out
key roles for families as integral parts of
intervention teams, as volunteers within the
care program, as members of parent advisory
boards, as participants in parent meetings,
or as paraprofessional parent coaches.

Communication with parents was mentioned
by respondents as critical for successful
inclusion. Parents were counted on for
information about the child's previous
development and behavior, precipitating
events or stresses, techniques or strategies
that have been previously attempted and
the success of such strategies. A few program
directors discussed the need for parent
training and registered concern about lack of
parent engagement. The majority stated that
they saw parent participation as paramount,
although some reported that language and
cultural barriers could be obstacles. In the
words of one administrator, "It is especially
important to form alliances with those families
who have children with significant emotional/
behavioral issues so that we can work
together to help these children succeed."
Current Research on Model Programs
The next step in discovering the key features
of child care programs that successfully
include families having children with emotional
or behavioral challenges has been to conduct
intensive studies of programs that represent a
variety of services and settings. Interviews
with directors, staff members, and family
members of the programs, as well as direct
observations of children, are currently
being analyzed. The following centers have
participated in the study: Broken Arrow
Club House, in Broken Arrow, OK; Fraser
School in Bloomington, MN; The Family
Service Center of Morganton, NC; Little
Angels Child Care Center in Milwaukie, OR;
St. Benedict's Special Children's Center in
Kansas City, KS; Kinder Haus Day Care
Center/ Kinder Tots of Morgantown, WV;
McCambridge Center Day Care in Columbia,
MO; River Valley Child Development Ser
vices in Huntington, WV; and Wayzata
Home Base, in Wayzata, MN. Preliminary
findings are available on the web:
www.rtc.pdx.edu/pgProjInclusion.php.
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ulp Fiction: "Paperwork Reduction Bill"
Will Improve Student Outcomes Through IDEA

by Leeanne Seaver, M.A.
Copyright 2002 for Hands & Voices

THERE'S A PECKING
ORDER IN DISABILITY

And CILS lead the pack for walking their talk! Chapters of
United Cerebral Palsy would never dream of having more
people with disabilities than without on staff. Their track
record sucks. A few Associations for Retarded Citizens
hire people with the MR label. Yet they insist that they are
legitimate advocacy groups.

No one likes all the paperwork associated with special education
mandates. Not the teachers, not the parents, and certainly not
the legislators who have proposed the "IDEA Paperwork
Reduction Act." This Bill to amend the Individual's With
Disabilities Education Act during the upcoming re-authorization
was introduced this October by Rep. Rick Keller (R-FL) and cosponsors Mike Castle (R-DE) and Rep. John Boehner (R-OH).
No doubt they had the recently published President's
Commission on Excellence report in mind when trying to address
the long-acknowledged problems associated with too much
burdensome documentation.

and the integrity of procedural safeguards? Especially since the
Bill also stipulates that parents are to be given copies of their
rights and procedural safeguards only when services are initially
started, when they file a complaint, or when they ask for a copy.
Currently, IDEA requires that parents be notified of their rights at
initial referral for evaluation, with notice of each IEP meeting, at
reevaluations, and on registration of a complaint. So how will they
learn that schools are required to provide services by law if they
don't even know to ask? How will parents participate as equal
members of the IEP team if they don't know their rights during the
time when services are being planned, i.e., before they are begun?

Those who deny it are oblivious to reality. Or they lie.

This issue is getting a lot of press. A Policy Forum on "Special
Education Paperwork" was conducted by the National Association
of State Directors of Special Education (NASDE) this fall, and they
published their own report explaining the problems. Lou Danielson,
Director of the Research to Practice Division of the Office of Special
Education Programs, emphasized the need to formally study this
subject to ensure that we're not reacting solely to anecdotal whining.
Ok, that's not how he put it exactly, but you know what I'm saying.

The Paperwork Reduction Bill also proposes to eliminate annual
IEPs, favoring meetings every three years to discuss the student's
performance, goals and objectives. It would eliminate the requirement
for IEP progress reporting except during a "streamlined" annual
IEP review meeting where it would be determined if the student
was "making sufficient progress." But this Bill provides no guarantee
that there will be appropriate safeguards to ensure that the
school is held accountable for the student's progress. And who
will determine what degree of progress is "sufficient?" IEP meetings
are as long or short as they need to be; they are the single opportunity
for the educational planning team to discuss the student's needs, goals
and progress once a year. Which of the student's needs will be
dismissed so that a more "streamlined" discussion can take place?

Sensory impairments trump mobility impairments.
Para trumps quad. Acquired trumps developmental.

We know that our only defense in this world is unity. We
can't be truly unified until we throw out the rankings-until
we stop discriminating against our own brothers and sisters.

Within acquired disabilities, spinal cord injury trumps multiple
sclerosis. Unless the MS is mild. Arthritis trumps ALS.

If we've learned nothing else this past year, we've learned
this: We must hang together or surely we will be hanged apart.

The Problem with Paper
Paperwork takes time away from teaching. Time away from
teaching becomes a disincentive for teachers to stay in the field.
And teachers are definitely not staying in the field. Simultaneously,
data indicates that the number of students needing special education
is increasing, and that means more paperwork. The cause and
effect relationship here must be better understood, along with
research into realistic solutions. It will undoubtedly be necessary
to create a lot more paperwork to study the problem of paperwork. I'm not trying to be ironic...this just is ironic.
Those of us who will admit to our love/hate relationship with
paperwork recognize that we need it, but hate the reason why we
need it. At the core of this need for documentation is a lack of
mutual trust between parents and professionals. Parents who
feel that schools could be doing more for their kids are likely to
show up to an IEP meeting with a fistful of photocopied articles
on the latest research on the McGillicudy Method along with letters
of support and evaluations from independent experts recommending
it for their child. They want these incorporated into the IEP today.
School personnel, driven by the fear of filling out all these official
forms incorrectly, along with anxiety over the lack of staff proficient in the McGillicudy Method and no available training budget,
often come to that same IEP meeting with an agenda focused on
administrative CYA functions. Their documentation of why they don't
feel the McGillicudy Method is appropriate for the student must be
thorough and legally copasetic. For both parties, the stakes are high.
Parents Feel the Sting from Paper Cut
So with all that boiling over up on the stove, the Paperwork Reduction
Bill comes along to mop up the floor. It proposes to do this by
authorizing the U.S. Secretary of Education to "identify, develop,
and disseminate simplified and streamlined model documents for
individualized education programs, procedural safeguard notices,
and prior written notice reporting requirements." It further charges
the Secretary to disseminate these new products and to provide
training and technical assistance about them through local educational agencies and parent training centers. What assurances will
parents have that this process will maintain parental involvement
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But wait, there's more. There would be no requirement for a general
educator to be present at an IEP meeting unless the student
spends the majority of time in general education. Then that
teacher would only need to be present for discussions that
pertained directly to general education. Please note that the
meeting cannot be scheduled during a time that would require
the general ed teacher's absence from instructional classtime.
The school district may, at its discretion, excuse any member of
the IEP team from attending the meeting. Another option for the
professional is to provide their input in advance to a contact person,
but not actually attend the meeting personally. Parents are permitted
to object to this. However, the Bill does not indicate what
obligation the school has to address a parent's objection.
Parents may present important information like an Independent
Education Evaluation, but the Paperwork Reduction Bill would
not require schools to consider it. Specifically, the amendment
would change the language so that no requirement "that additional information be included in a child's IEP beyond what is
explicitly required in this section." Read: what is "explicitly"
required in a given section is information from the school.
Shredding the Evidence
Essentially, the Paperwork Reduction Bill eliminates hard-won
procedural safeguards and quality controls for parents under the
guise of being helpful by reducing cumbersome administrative
processes. The mantle of accountability will be difficult to pin on
schools without documentation designed to methodically monitor
whether students with special needs are getting reasonable benefit
of their free and appropriate public education.
According to the Disability Rights Education and Defense Fund
(DREDF), this amendment "tries to skirt the whole point of IEP
team meetings: to get everyone into one room to discuss in-depth
a child's education, goals, progress and needs." If passed, important

We still rank how valuable our brothers and sisters are by
what their disabilities are.

Could Goodwill Industries and Easter Seals get away with
running sheltered workshops if at least 51 percent of their
staff and board were worker-controlled? Hell no.

I've come to think of it as a card game. If you're not part
of the disability rights community, you probably rank us
like this: Non-disabled trumps disabled--especially nondisabled parents over their child with a disability. That's
regardless of the child's age.

So here we are. We all know about this, we all talk about it.
We all complain about it. At least those of us with disabilities
do-but not in mixed company and not too loudly. And we
all play the game.

Walking trumps rolling.

This game is addictive. People play it using factors that
don't even relate -to disability. Male disabled trumps female
disabled. White disabled trumps Black disabled. Straight
disabled trumps gay disabled. Understand the rules?

Reprinted with permission. Josie Byzek, Mouth Magazine,
November-December 1996.

The disability rights community will deny playing this
game at al1. But we play.

Class Stats

The only difference in the rules is that in our game
disabled trumps non-disabled.

Colorado's birth rate in 2000 was 15.8 per 1,000, ranked 9th. The
nation's highest birth rate was in Utah, at 21.9 per 1000, and the
lowest was in Maine, at 10.8 per 1000. The national average
was 14.7 per 1000.

But these other rules sound familiar:
Acquired trumps developmental. Mobility impairments
trump mental disabilities of either type. Just about everything
trumps head injury. True, these rules were invented by
non-disabled professionals. But we have adopted them.

There were 65,679 babies born in Colorado in 2000.
8.4% of the babies born had low weight at birth. The national average for low weight births was 7.6%. ("Colorado Vital Statistics,
2000," CO Dept. of Public Health and Environment)

The rules vary depending on which community you
call yours. People labeled with mental retardation for
instance, have their own rule: MR trumps wheelchairs.

The average number of U. S. public-school children per PTA member is 7. (National Parent Teacher Association, U.S. Department of
Education)

Within and without the survivor communities, sane trumps
crazy. Sober trumps drunk, within and without the recovery
communities.

Since 1960 the number of Americans who belong to a PTA has
declined 46%. (National PTA Association, Chicago)

Among people with developmental disabilities, these are
the rules: clear speech trumps speech impairment. Muscular
dystrophy trumps spina bifida and cerebral palsy. Sometimes
spina bifida trumps cerebral palsy. Sometimes, it's the other
way around. It depends on variables like, can you walk?

Eighteen-percent of Americans believe that career preparation
should begin in elementary school. (American Viewpoint, Inc.,
Alexandria, VA)
The chances in 1996 that a person directly affected by the welfare-reform law was old enough to vote were 2 in 5. (U.S. Dept.
of Health and Human Services/Social Security
Administration/U.S. Department of Agriculture)

Centers for Independent Living hire more of us than other
organization set up to serve us. But not many CILS can
claim that even ten percent of their staff is comprised of
people with developmental disabilities. Very few CILS hire
people who use attendant services.

The chances in 1998 that a mother of dependent children depicted
on a prime-time network TV show held a paying job was 1 in 3.
The chances that a real-live American mother with children held
a paying job were 2 in 3. (National Partnership for Women and
Families, Washington, DC)

If they do, don't look for that person in a management
position. Unless it's the Executive Director. And guess
what? Hardly anybody who uses a communications
device works full time at a CIL. I haven't met anyone
labeled MR who works at a CIL either.

Among the "superheroes" that U.S. boys under the age of 10 in
1997 reported they most wanted to be, Catwoman rated number
one. (The Harpers Index Book, Volume 3. Charis Conn & Lewis
H. Lapham, Franklin Square Press, 2000)
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Self-D
Determination : Freedom, authority,
responsibility, and individual choice

continued from page 1

will direct their services personally, have the
ability to hire and fire those who provide their
supports, be that a job coach, a home health
aide who assists with daily living tasks, or a
provider of residential supports. Thus far all of
Colorado's self-determination projects have left
out individuals with cognitive disabilities, however,
current proposals allow such individuals to get
support from family and friends as they
participate. The individual will not receive
money directly themselves, however, there is a
more direct line between an individual and the
money in that a fiscal intermediary will cut the
check to the support person or place, thus
easing out the expensive middle persons we
have currently in many systems and agencies.
Central to the idea of self-determination is the
use of a fiscal intermediary for the purposes
of dealing with the IRS, FICA, workman's
compensation, performing the role of employer
of record, buying liability insurance, and cutting
checks to people and places that families
and individuals have chosen to serve them. The
determinant in families choosing an intermediary
is one of who will do this for the least amount
of money and how quickly the support services
can be reimbursed for their work. In essence,
it is more of a cash subsidy model than the
current layered system. Please check Arc of
Colorado's website www.thearcofco.org for
their current proposal to the state to implement
a direct funding model in the state.
* "System change" voted favorite oxymoron of 2000
by Values in Action

IS
Using paid or non-paid supports
to enable meaningful work and
activities
Having personal roots and
building history in your own
home/neighborhood/community
Enabled by person-centered
planning - person-centered budgets
Using specific resources
determined independently of
services or supports selected
including a process to make
timely adjustments as needed
A lifestyle that allows ALL to
control where, with whom, and
how they live their lives.
Obtains financial efficiencies Self determination uses fiscal
intermediaries and direct funding
Supports/companionship
Occurs when person produces
income in a job of their choosing
or determines how to spend their
day personally
Only possible when independent/
third party service coordination
or case management exists thus
avoiding a potential conflict of
interest from actual service provision

IS NOT
Simply a choice between service
providers
Moving from one agencyowned/leased setting to another
Risk pooled budgets based out of
an agency and derived solely from
allocation formulas
Current support funds determined
on historical provider costs, based
on traditional service designs
and based on deficit/categorical
assessments
Program/placement within an array
of services, mostly for people who
have family members and strong
advocates in their lives
Application of traditional/standarized
funding of individuals without
regard for individual needs or
outcomes
Services/hourly underpaid staff
Only when a person's existence
produces income for human
services personnel
When service coordination
and provision are linked and
therefore rife with potential
conflicts of interest on
many fronts

stop-gap measures may simply cease to exist or be hard to access or
apply for parents, and their role in special education minimized.
Having said that, a reasonable person would agree that something
needs to be done. Some consider the proposals in the Paperwork
Reduction Bill so reasonable, in fact, that they are already standard
operating procedure in many school districts. For example, when
does a general educator ever stay at an IEP meeting for more than
the portion of it pertaining directly to services delivered in that setting? If
that person was present for the entire, wholistic discussion of the student,
their expertise could inform the development of grade-level goals and
objectives based on access to the general curriculum. Isn't that the
charge of standards-based education?
Further, how many IEP teams are already meeting without necessary
representation from one professional or another, and are rendered
incapable of completing their task as a result? And how much noncompliance is already commonplace when it comes to reporting IEP
progress as often a typical progress reports are sent home? Disregard
for this step is so rampant that it's not at all uncommon to find special
educators and parents both who aren't even aware of this 1997
Re-Authorization requirement. While we're on the subject, how often do
Procedural Safeguards get distributed at all the required points?
Navigating the Paper Trail
I could go on, but my point is that if any of these shortcuts worked, we'd
already be experiencing the benefit of them. But we're not. The problem
of paperwork certainly has not been solved by these tactics, so sanctioning
them is a moot point. The truth is by current IDEA standards, these
are all negligent practices and they weaken the entire educational
process. Still they happen to such an extent that it's considered business
as usual in many school districts. The very idea that we should legally
mandate compromises like these represents an agenda that doesn't
have the children's best interests at heart.
Enough about the problem. Now how about a solution?
The point of special education is to prepare our children for the real world
that awaits them when they leave school. The paperwork we generate
toward that end is a navigational tool...a map unique to each child pointed
in that direction. This is a map that is only as good as the information and
input that creates it. And a good map is essential to reaching the destination.
What we need is a navigator. Someone(s) in each school district or
selected schools who works as an "IEP facilitator," --coordinating
schedules, collecting information, sending prior notices, and administrating
the organizational details of procedural safeguards. This person
would fill the administrative functions at an IEP meeting so a teacher
can just be a teacher, not a typist. An IEP facilitator could manage
communication with parents, helping them understand what to expect
and what is expected of them. A copy of a DRAFT IEP or assessments
and evaluations would be provided by the IEP facilitator to the family a
week before the meeting, so parents would have time to consider the
information, get questions answered, and be ready to function as an
equal member of the team when it convened.

Colorado Developmental Disabilities Council
3401 Quebec st., #6009 — Denver, Colorado 80207
(720) 941-0
0176 — cddpc@state.co.us
http://www.cdhs.state.co.us/opi/cddpc/index.htm

Council staff:

An IEP facilitator is just one idea that could enhance a process that
has been developed through diligence and deliberation. Because that
process is not perfect, our efforts need to be directed towards
strengthening and improving it, but not dismantling it. The Paperwork
Reduction Act will inherently weaken IDEA, and create tension
between schools and families. Worst of all, it doesn't even address
improved academic or social outcomes for students. Clearing the path
of paperwork will simply give us a better view of the failure of our
educational system to meet the needs of children with special needs.

Marcia Tewell, Executive Director
Julie Farrar-Kuhn, Grants Manager
Lynn Gisi, Office Manager
Beverly Hirsekorn, Policy Analyst

For more information on IDEA Re-Authorization and the Paperwork Reduction Act, go to
preserveIDEA@dredf.org

Marna Ares, Planner & Newsletter Editor
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THE RISE

by Terry Boisot

Over the next while, this column will be regularly devoted to the
thousands of people who are at the center of the rapid rise of
a civil rights movement for people with developmental disabilities,
their families and the people who love, support and serve
them. This movement is rising to a loud and massive call to
oppose the increasing, abysmal injustices against people and
those who care.
With the passing of the Individuals with Disabilities Education
Act (IDEA), and the Americans with Disabilities Act (ADA),
Congress for thirty years has directed people to change their
views about the value of people with disabilities in public
education and in the world.
We have so much farther to go.
In good economic times and in bad, people with disabilities,
babies born to poor families, children and the elderly are not
priorities. It is the same everywhere.
Now, massive deficits loom for years to come. Staggering and
inevitable cutbacks in government spending put the most
vulnerable first on the governmental hit list, along with those
who have fought all their lives for freedom and dignity.
I am thinking about the people with disabilities I know who cannot
afford a 37-cent stamp to send a letter to a loved one. These
same people wear worn and shabby clothes. I think of my friends
who live in group homes staffed by underpaid, overworked
employees, and rooming with people they do not know or choose
to live with. Someone else chose for them, for good or bad.
I think about people whose wheelchairs are in disrepair, leaving
them hardly mobile anymore - if at all, and others who need
assistance in their homes to get in and out of bed and to eat
meals everyday. I think about people who want to work but
cannot because transportation is unavailable or because
Social Security limits their income.
I think about the children the public schools often do not want.
I think of the poorest, the most underemployed and the least
valued segment of society. Now they hear that they must give more.
I think about executive directors of non-profit organizations and
operators of group homes who value the people with disabilities
they serve. They have developed model programs of support
against the odds. But their liability and worker's compensation
premiums have doubled or tripled while states continue to
renege on their commitment because the economy is poor.
Fundraising has become more competitive and fewer places
are there to tap.
What do governmental decision-makers think when they tell
their people to move numbers from the "services for people
with disabilities" column to the one that says "fill the deficit"?
What do they say as they cut people out of their very lives?
Do they say, "Oh well, too bad?"
Instead of pondering any longer the morality of these horrors,
people are beginning to rise. Their human spirit is virtually all
that remains and this power is all we've got to save the day.
It's the power of the spirit within the self-advocacy movement
(people with developmental disabilities) that banded together
decades ago because they want to be "People First". They
want to work alongside providers of service, line staff, advocates
and professionals who have been overcontinued on back page

continued from page 7

We shall not stop until we gain our rightful place in society. We
will live through great trials and tribulations, and gain new friends
along the way. We will learn to sit beside old adversaries and
shake their hand, challenge old ways of thinking in ourselves and
in others, and learn to strategize differently and more creatively
than before, because we must.

The economic crisis is a rally cry, not the same soft-pained cry
barely audible in recent years. No longer do we have to be powerless, looked upon with suspicion, or ignored - but invigorated by
our common drive to build the pressure that will make the
change we long for.

On this journey, we must never forget the roots we come from.
In the past one hundred years, society has tortured, neglected,
tested, institutionalized and murdered people with disabilities in
the name of research and progress. It was disguised in many
different forms - eugenics, attitudes and vaccines.
It was the parent groups huddled around the country starting in
the 1930's to improve the welfare of their children with disabilities.
They brought to children opportunities for an education, and
living in their home communities.
Their memory and the sacrifices they made deserve better
recognition than what we have accepted for too long. Their vision
for their own children allowed me to have a vision for mine.
Now in honor of the parents and advocates from decades ago,
we charge ourselves with doing things differently than ever
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If we do not, we will fail.
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This is the civil rights movement I am talking about.
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Mostly, I think of the children - the poor, the unwanted, the
unhealthy, the starving children. Always remember them.
This article is dedicated to Brenda in Modesto, California - a
mom I met only a few weeks ago. Her daughter died six months
ago. Brenda has joined the new civil rights movement - so her
daughter's memory will never fade.
Terry Boisot is Ben's mom. She is Director of the CA Leadership
Project, the Chair of the Board of Directors of TheArcLink
Incorporated, serves on the board of directors of Alpha Resource
Center of Santa Barbara and The Arc of the United States and is
concerned about all disability matters. Terry welcomes comments. Please address them to her at tboisot@thearclink.org.
Ppermission to reprint this article in "Between the Lines" granted
by TheArcLink,Inc. at www.TheArcLink.org"
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But remember that others are fighting for their lives as well.
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before. We must be ready to take responsibility for the morality
of decision-makers - together. To place blame on parents,
providers or social workers for the condition we are in - or to
ignore the voice of the very people whose life is at the heart of
this movement, is the old way. To take responsibility is the new way.

Inc

paperworked, under-paid, over-regulated and under-appreciated
for their service for years. It's the power of families whose spirit
we almost lost because they have been overburdened with lack
of healthcare, educational support or help so they can just get a
break now and then.
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Free at Last, Oh Lord, Free at Last:
Self-Determination in Colorado

By Marcia Tewell, Executive Director

A

s the state once again embarks on developing
a new system of delivery of supports to
persons with developmental disabilities,
self determination in this case, it is critical that
our constitutients look at the idea with a close
magnifying glass to: 1) determine why we cannot or have not currently implemented the
changes necessary to the proposed outcome,
2) define what the expected outcome is so that
we are not using different phrases to describe
the same thing or worse yet, the same phrase to
describe something different, and 3) project the
potential unintended consequences so as not to
repeat the past perversions of previous system
change.* We can bring to mind the initial
concepts of both the family support program and
supported living services to note the current
reality of the programs (dependence) vs. the
original well-intended descriptors of the
programs (independence).
Many states across the U. S. are implementing
the idea of "self-determination" within their D.D.
Systems. The four basic tenets of the idea are
freedom, authority, responsibility, and individual
choice. If any of our readers have been through
system changes in the 1970's they might
reminisce on the terms from Normalization
theory: social integration, equal treatment, dignity
of risk, and respect. We have all been working
for many years toward the ideal of participation
in the community on an equal playing field, i.e.
the concept is not new. The reality is that control
by families and individuals in major decisions
that affect their lives has been a goal for as may
decades as I can remember. "Nothing about us
without us" has been on our individual plans for
a long time without even a short-term objective
having been met - just carry over from year to

year onto next years' plan. We change the terms
we use, but the substance is still void in this
arena. The idea of self-determination once
again will attempt to bring to reality this goal. It
is possible that we are using strategies that are
not/have not worked or, as Norman Kunc so
clearly proposes, "We are using a refrigerator to
get to the grocery store when we really should
be using a car."
It is critical to identify prior to implementation not
only how we define self-determination, but also
to have markers along the way that can identify
perversions as they occur and make changes as
needed. A friend recently indicated that a member
of her son's planning team called to say that the
dream page was not in the file and could it be
faxed over as soon as possible. How soon will it
be that we are trivializing and requesting that the
"freedom" and "choice" pages are faxed over for
the files because an auditor from CMS is on
their way on July 13?
There is an assumption that as we develop the
"new" idea of self-determination there will be
some obfuscation along the way. The attached
chart hopefully helps delineate the potential
differences in interpretation. The reader may
note that many of the differences in the twocolumns relate to fiscal issues and control over
how funds are used. We may all agree on the
outcome of 'choice' and 'freedom' but there
could potentially be issues relative to strategy,
control and who implements the option in addition
to who gets how much money from whom for
what. If there are staff members whose tasks
are vestigial, who gets the cost savings?
On a practical front, the idea of self-determination/
direct funding is that a person with a disability
continued on page 2
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