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Care Coordination:
Got Change for a Paradigm?
by Julie Farrar
Efforts to improve care coordination in Colorado are part of the
implementation of the Affordable Care Act. These efforts are
intended to create a more coordinated, comprehensive and cost
effective health care system. The old medical model of providing care for and to patients is making way for a new health
home model. In this new model individuals are given a
say in making choices regarding their medical care
and health outcomes. For example, rather than a
doctor telling you that you are overweight and
have high blood pressure, and writing a
prescription, the goal is for the health
care practitioner (not necessarily a doctor) to have an

in-depth conversation
with you about the
effects of high blood
pressure on your health
and discussing with you
practical ways to lower it. The
practitioner will be expected
to listen to you and let you lead
the conversation regarding your
diet. The role of the health care
practitioner will include referring you to
community health and wellness classes that allow you to
learn more about high blood pressure and ways you can
take control of your own health outcomes. The goal of
this community connecting is to get people working
together to gain knowledge, to be in charge of their
own health outcomes, and to strengthen communities by fostering relationships through the sharing of
insights and victories with others.
Person-centered care literally puts the person
receiving the care in charge. A recent article in
Forbes Magazine describes one hospital’s approach
this way: “…teaching doctors to–sit down now–stop interrupting patients while they are talking. Now that is progress. But
letting a patient speak is still not person-centered. That requires
another step–actually listening to what she is saying and making
her and her family a real part of the care team. In the end, it is
all about control. It is about doctors asking patients about their
goals–and paying attention to what they say–and sharing decisions with people who have no medical training.”
(http://tinyurl.com/8w2xb3t)
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The paradigm shift from medical model to a
person-centered health home model is going to be
difficult for all of us. However, the paradigm shift is
underway in Colorado, led by staunch advocates
for change and by the Colorado Department of
Health Care Policy and Financing (HCPF). The
Colorado Long Term Care Advisory Committee
has a Care Coordination Subcommittee that is
dedicated to finding ways to coordinate care. Also,
the Centers for Medicare and Medicaid Services
(CMS) Innovation Center has awarded Colorado
and 14 other states a Demonstration Grant with the
goal of developing new ways to better coordinate
care for full benefit Medicare-Medicaid enrollees.
In addition, Governor Hickenlooper just announced
efforts to streamline and coordinate mental health
services into the overall health care system.
People with disabilities must be at the forefront in
regards to services and supports for people with
disabilities. We must make sure HCPF understands
that people with disabilities are to be the ones
describing our needs and that each person must be
supported to make decisions fundamental to their
care and support. In an ideal world, care coordination means that, for each person, assistance is
available to navigate systems and access to care,
and options chosen are based on individual needs
and desires.
It is the goal of the disability community to make
sure we are not left out or considered a population to be dealt with separately. A vocal group of
advocates and people receiving services (endusers) has been speaking up at the Community
Living Advisory Group, Long Term Care Advisory
Committee, and Sub-Committees, Community
First Choice and the Stakeholder and Medicare
Medicaid Enrollees Advisory Committee meetings.
We are making sure that HCPF and providers
understand the importance of listening to us during
the development and implementation phase of
systemic changes, rather than asking us to provide
token input on changes that are already taking
place.
There has been a welcome change in approach
and enthusiasm on the part of HCPF leadership
who truly value and seek our advice as we move

toward consumer direction and person-centered
care. They seem to be embracing the concept of
“Nothing About Us Without Us.”
The Demonstration Grant for Medicare-Medicaid
Enrollees in Colorado is a project for people with
disabilities to get involved in. Its goal is to integrate
care so that all of the supports align and people
with disabilities get the best care with the best possible outcomes. The Demonstration Grant is on a
on a tight timeline from CMS. All the grant materials, proposals, and meeting notices are available
online at http://tinyurl.com/d9omusl. They have
open comment periods for everything they are
doing and welcome our input.
The vast majority of Medicaid funding is spent
on skilled nursing facilities. Millions of taxpayers’
dollars are wasted paying for the most expensive
long term care setting because effective, efficient,
care coordination simply does not exist. These
issues go beyond barriers to access and supports; they are a life-wasting, negligent way to treat
human beings that prevents our full participation
in society. Who better than people with disabilities
and their advocates and allies to lead the way and
show how this new person-centered approach to
health care can be accomplished?
The main reason I was so heavily involved in the
passage of the Affordable Care Act was because I
saw the potential for the psycho-social construct of
“disability as natural” to be realized and recognized
by the dominant culture. Unfortunately, once again,
if we are not at the table during the implementation
phases of the Affordable Care Act in Colorado we
will miss out on the opportunity to make sure that
health care for all also includes the ability for ALL to
participate in directing their own healthcare and full
access to community life.
Although both the Long Term Care Advisory and
the Full Benefit Medicare-Medicaid Enrollees
Demonstration Project Stakeholder committees are
comprised of appointed members, their meetings
are open to the public, and there is time on the
agendas for public comment. Written materials for
the meetings are made available at least a week
before the meetings on the HCPF website:
http://tinyurl.com/d9omusl

(Disclaimer)
The views expressed by authors in Between the Lines, the quarterly newsletter of the Colorado Developmental Disabilities Council, are not
necessarily those of the Council, its individual members or the staff. Letters to the Editor are encouraged, as are requests for correction of
factual information. Please direct such to the newsletter editor at marna.ares@state.co.us.
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SCHEDULE OF EXISTING MEETINGS
GROUP

PURPOSE

TIME

MEETING ROOM

CONTACT PERSON

Full Benefit Medicare-Medicaid
Enrollees Stakeholder Meeting

To work with stakeholders and partners
across the state to develop the Full
Benefit Medicare-Medicaid Enrollees
Demonstration project plan.

Quarterly. Next meeting is
Tuesday, January 29, 2013 from
1:30p-3:30p

MS Society
900 S. Broadway, Ste 250
Denver 80209

Laura Pionke,
303-866-3980

Accountable Care Collaborative
(ACC) Program Improvement
Advisory Committee (PIAC)

To advise and make recommendations
to help improve client health, access,
cost and satisfaction of clients and
providers in the ACC.

Quarterly on the Third Wednesday
from 10:00a-12:00p. Meeting
dates for 2013 are January 16,
April 17, July 17, and October 17

225 East 16th Avenue,
1st Floor Conference Room

Kathryn Jantz,
303-866-5972

PIAC—Provider and Community
Relations Subcommittee

To make recommendations in
addressing all issues related to
the provider, client and community
experience.

Third Thursday of the month from
7:30a-8:30a

1570 Grant Street,
4th Floor Conference Room

Richard Delaney,
303-866-3436

PIAC—Payment Reform
Subcommittee

To make recommendations on payment
methodology.

Meets as needed. Next meeting is
December 14, 2012 from 2:30p4:30p

225 East 16th Avenue,
Conference Room 6-A

Tiffany Heimbuch-Maybee,
303-866-3596

PIAC—Quality Health Improvement
Subcommittee

To make recommendations on activities
related to quality and health outcomes.

Fourth Wednesday of the month
from 3:00p-4:30p

225 East 16th Avenue,
1st Floor Conference Room

Katie Brookler,
303-866-6173

PIAC—Medicare-Medicaid Enrollees
Advisory Subcommittee

To make recommendations on issues
related to the development and
implementation of the Demonstration.

Second Tuesday of the month
from 1:00p-2:30p

Subject to change

Laura Pionke,
303-866-3980

Community Living Advisory Group

To make recommendations on changes
to the Long-term Services and Supports
(LTSS) delivery system.

Fourth Monday of the month from
1:00p-4:00p (with exception in
December on the Third Monday,
12/17/12)

Colorado Center,
1200 Broadway,
Denver 80203

John Barry,
303-866-3173

Long-Term Care Advisory
Committee (LTCAC)

To discuss, research and advise on
recommended policies and processes
regarding initiatives affecting persons
who utilize LTSS.

Second Thursday of the month
(with some exceptions) from
1:30p-4:30p

Subject to change.
December 13, 2012 at Mi
Casa Resource Center, 360
Acoma Street, Denver 80223

John Barry,
303-866-3173

LTCAC—Care Coordination
Subcommittee

To review existing care coordination
efforts and programs, and make
recommendations to make care
coordination more effective.

Second Thursday of the month
from 10:00a-11:00a (sometimes
earlier)

Subject to change

Dustin Dodson,Stakeholder
Co-Chair, 970-625-7440 or
Sarah Roberts, Interim State
Co-Chair, 303-866-4358

LTCAC—Consumer Direction
Subcommittee

To make recommendations for pragmatic Second Thursday of the month
and user-friendly approaches that are
from 10:00a-11:00a (sometimes
more accessible, maximize choices,
earlier)
and can be customized according to
consumer wants and needs.

Subject to change

Julie Farrar, Stakeholder
Co-Chair, 720-648-0421 or
Jocelyn Gay, State Co-Chair,
303-866-2806

LTCAC— Entry Point Eligibility
Subcommittee

To conduct a complete review of the
entry point functions to access and
enroll in the various long term services
and supports systems; Evaluate and
recommend needed restructuring for
eligibility and determination of service
level need; Explore the issue of
presumptive eligibility.

Second Thursday of the month
from 10:00a-11:00a (sometimes
earlier)

Subject to change

Dave Norman, Stakeholder
Co-Chair, 970-248-2717 or
Todd Coffey, State Co-Chair,
303-866-2750

LTCAC—Waiver Modernization
Subcommittee

To increase the array of Medicaid
services available to more individuals.

Second Thursday of the month
from 10:00a-11:00a (sometimes
earlier)

Subject to change

Marijo Rymer, Stakeholder
Co-Chair, 303-864-9334 or
Tim Cortez, State Co-Chair,
303-866-3011

Benefits Collaborative

To ensure that benefit coverage
standards are based on the best
available clinical evidence.

Meets as needed

225 East 16th Avenue,
1st Floor Conference Room

Sheeba Ibidunni,
303-866-3510

Behavioral Health Quality
Improvement Committee

To ensure quality improvement of
behavioral health care.

Fourth Tuesday of the month from
10:00a to 12:00p

1570 Grant Street, 4th Floor
Conference Room

Jerry Ware,
303-866-2335

Medical Quality Improvement
Committee

To examine quality within existing and
new systems of service and identify
potential opportunities for improvement.

First Thursday of the month from
1:30p-3:30p

1570 Grant Street, 4th Floor
Conference Room

Jerry Ware,
303-866-2335

Mental Health Advisory Committee

To identify, evaluate and communicate
issues related to the Colorado Medicaid
Community Mental Health Services
Program.

Fourth Thursday of the month from 225 East 16th Avenue,
9:00a-10:30a
1st Floor Conference Room

Marceil Case,
303-866-3054

Visit the Department of Health Care Policy and Finance website, “Boards and Committees” tab, for updated information. http://www.colorado.gov/cs/Satellite/HCPF/HCPF/1216893915555
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How the Health Care Law is Making a
Difference for the People of Colorado
Making prescription drugs affordable
for seniors

For too long, too many hardworking Americans paid the price
for policies that handed free rein to insurance companies and
put barriers between patients and their doctors. The Affordable
Care Act gives hardworking families in Colorado the security
they deserve. The new health care law forces insurance companies to play by the rules, prohibiting them from dropping your
coverage if you get sick, billing you into bankruptcy because
of an annual or lifetime limit, or, soon, discriminating against
anyone with a pre-existing condition.
All Americans will have the security of knowing that they
don’t have to worry about losing coverage if they’re laid off or
change jobs. And insurance companies now have to cover your
preventive care like mammograms and other cancer screenings. The new law also makes a significant investment in
State and community-based efforts that promote public health,
prevent disease and protect against public health emergencies.

The health care law includes benefits to make Medicare
prescription drug coverage more affordable. In 2010, 42,665
people with Medicare in Colorado who hit the prescription
drug donut hole received a $250 rebate. In 2011, people with
Medicare who hit the donut hole began receiving a 50 percent
discount on covered brand-name drugs and a discount on
generic drugs. Since the law was enacted, Colorado residents
with Medicare have saved a total of $50,404,759 on their prescription drugs. In the first nine months of 2012, 24,584 people
with Medicare received a 50 percent discount on their covered
brand-name prescription drugs when they hit the donut hole.
This discount has resulted in an average savings of $617 per
person, and a total savings of $15,173,659 in Colorado in
2012. By 2020, the law will close the donut hole.

Health reform is already making a difference for the people of
Colorado by:

Covering preventive services
with no deductible or co-pay
In 2011, 289,534 people with Medicare in Colorado received
free preventive services—such as mammograms and colonoscopies—or a free annual wellness visit with their doctor. And
in the first nine months of 2012, 215,232 people with Medicare
received free preventive services.

Providing new coverage options
for young adults
Health plans are now required to allow parents to keep their
children under age 26 without job-based coverage on their
family coverage, and, thanks to this provision, 3.1 million young
people have gained coverage nationwide. As of December
2011, 50,000 young adults in Colorado gained insurance
coverage as a result of the health care law. For more details on
these numbers, visit http://tinyurl.com/76awdaw.

Because of the law, 54 million Americans with private health
insurance gained preventive service coverage with no
cost-sharing in 2011, including 973,000 in Colorado. And for
policies renewing on or after August 1, 2012, women can now
get coverage—without cost-sharing—of even more preven-
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tive services they need. Approximately 47 million women,
including 868,691 in Colorado will now have guaranteed
access to additional preventive services without cost-sharing.

Colorado who were locked out of the coverage system because
of a pre-existing condition are now insured through a new
Pre-Existing Condition Insurance Plan that was created under
the new health reform law. To learn more about the plan available in Colorado, visit https://www.pcip.gov/PCIP_States.html.

Providing better value for your premium
dollar through the 80/20 Rule

Supporting Colorado’s work on
Affordable Insurance Exchanges

Under the new health care law, insurance companies must
provide consumers greater value by spending generally at
least 80 percent of premium dollars on health care and quality
improvements instead of overhead, executive salaries or marketing. If they don’t, they must provide consumers a rebate or
reduce premiums. This means that 208,197 Colorado residents
with private insurance coverage will benefit from $27,452,769
in rebates from insurance companies this year. These rebates
will average $227 for the 121,000 families in Colorado covered
by a policy.

Colorado has received $62,685,346 in grants for research,
planning, information technology development, and implementation of Affordable Insurance Exchanges.

Scrutinizing unreasonable premium
increases
In every State and for the first time under Federal law, insurance companies are required to publicly justify their actions if
they want to raise rates by 10 percent or more. Colorado has
received $5,031,188 under the new law to help fight unreasonable premium increases.

•

$1,247,599 in Planning Grants: This grant provides
Colorado the resources needed to conduct the research
and planning necessary to build a better health insurance
marketplace and determine how its exchange will be operated and governed. Learn how the funds are being used in
Colorado at http://tinyurl.com/bcvwov6.

•

$61,437,747 in Exchange Establishment Grants: These
grants are helping States continue their work to implement
key provisions of the Affordable Care Act. Learn how the
funds are being used in Colorado at http://www.healthcare.
gov/news/factsheets/2011/05/exchanges05232011a.html.

Preventing illness and promoting health
(Last Updated: March 15, 2012)

Removing lifetime limits on health benefits
The law bans insurance companies from imposing lifetime
dollar limits on health benefits—freeing cancer patients and
individuals suffering from other chronic diseases from having
to worry about going without treatment because of their lifetime
limits. Already, 1,902,000 residents, including 696,000 women
and 521,000 children, are free from worrying about lifetime
limits on coverage. The law also restricts the use of annual
limits and bans them completely in 2014.

Since 2010, Colorado has received $17,200,000 in grants from
the Prevention and Public Health Fund created by the Affordable Care Act. This new fund was created to support effective
policies in Colorado, its communities, and nationwide so that
all Americans can lead longer, more productive lives.

Creating new coverage options for
individuals with pre-existing conditions

The Affordable Care Act increases the funding available to
community health centers nationwide. In Colorado, 17 health
centers operate 173 sites, providing preventive and primary

Increasing support for community
health centers

As of August 2012, 1,344 previously uninsured residents of
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health care services to 474,241 people. Health Center
grantees in Colorado have received $94,943,688 under the
Affordable Care Act to support ongoing health center operations and to establish new health center sites, expand services,
and/or support major capital improvement projects.

•

$210,000 to support outreach to eligible Medicare beneficiaries, about their benefits.

•

$492,000 to support Aging and Disability Resource
Centers (ADRCs). ADRCs help seniors, people with disabilities, and their families understand and evaluate their
long-term care options, including those available in their
community.

•

$473,700 for Family-to-Family Health Information
Centers, organizations run by and for families with children with special health care needs.

•

$7,900,000 for Maternal, Infant, and Early Childhood
Home Visiting Programs. These programs bring health
professionals to meet with at-risk families in their homes
and connect families to the kinds of help that can make a
real difference in a child’s health, development, and ability
to learn—such as health care, early education, parenting
skills, child abuse prevention, and nutrition.

Strengthening partnerships with Colorado
(Last Updated: March 15, 2012)
The law gives states support for their work to build the health
care workforce, crack down on fraud, and support public
health. Examples of Affordable Care Act grants to Colorado not
outlined above include:

•

$500,000 to support the National Health Service Corps,
by assisting Colorado in repaying educational loans of
health care professionals in return for their practice in
health professional shortage areas.

•

$1,300,000 for the expansion of the Physician Assistant Training Program, (PDF - 65.8 KB), a five-year
initiative to increase the number of physician assistants in
the primary care workforce.

•

(Last updated: October 25, 2012)
http://www.healthcare.gov/law/resources/co.html

$3,500,000 for school-based health centers, to help
clinics expand and provide more health care services such
as screenings to students.

Pre-Existing Condition Insurance Plan:

COLORADO

drugs. All covered benefits are available for you, even if it’s to
treat a pre-existing condition.

Eligible residents of Colorado can apply for coverage through
the state’s Pre-Existing Condition Insurance Plan program run
Rocky Mountain Health Plans and Cover Colorado.

Premium: $139 to $763 per month

To qualify for coverage:

•

You must be a citizen or national of the United States or
residing in the United States legally.

•

You must have been uninsured for at least the last six
months before you apply.

•

You must have a pre-existing condition or have been
denied coverage because of your health condition.

Medical Deductible: $2,500
Drug Deductible: $500
(brand name prescription drugs only)
Out of Pocket Limit: $5,950

Apply for Coverage in Your State

The Pre-Existing Condition Insurance Plan, called GettingUSCovered, covers a broad range of health benefits, including
primary and specialty care, hospital care, and prescription

To learn more about Colorado’s Pre-Existing Condition
Insurance Plan, called GettingUSCovered, please call 1-877397-1109 or visit http://www.gettinguscovered.org.
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and looking for opportunities to try a different way. Collaborative
approaches change the relationship dynamics that create a power
struggle dynamic with support at all levels: school administrators,
teachers, aides, paraprofessionals and other hands-on staff, as well
as students, parents and other family members. The belief that a
seclusion and restraint free educational setting is possible, preferable and beneficial for all concerned.

TASH 2012
by Julie Farrar

4. Legislation: We also discussed statewide efforts to ban seclusion
and restraint, including Colorado’s ban on prone restraint and the
need for national legislation, such as Senator Harkin’s S. 2020
Keeping All Students Safe Act (http://www.autcom.org/pdf/HowSafeSchoolhouse.pdf)

I attended this year’s TASH Conference in Long Beach, California with
Council members Melissa Mannix and Sarita Reddy. I attended sessions
dealing primarily with how we can work in collaboration to achieve:
Goal Three of the Colorado Developmental Disabilities
Council’s Five Year Plan: People with developmental disabilities
will be free from abuse, neglect, exploitation, seclusion
and restraint related to differential treatment because
of disability in any settings.

The Creating a Culture of Inclusion Through Film and
Parent Advocacy presentation utilized the power of
story-telling in the film “Who cares about Kelsey?”,
which documented the struggles of a teenage girl
with various diagnoses/labels and significant life
challenges, who was falling through the cracks in
the system. (http://www.whocaresaboutkelsey.com/)
The film uses students’ own words and powerfully
reinforced the worth of every student. It emphasizes
the importance of our society making a commitment
to ensuring every child has the education, tools,
compassion and dedication necessary to help them
succeed. The impact of lifelong trauma and the power
of storytelling were at times overwhelming for me as
a person who had experienced a segregated and at
times abusive school setting.

The first session I attended was Social Order or Social
Control? Diverging Discourses on Disability, Correction and Control by Norman Kunc and Emma Van der
Klift. Their presentation provided an excellent historical
perspective on how and why people with disabilities
This is a picture of Matthew, a seven
came to be so devalued by our society. This served as
year old boy from Pennsylvania
a perfect lens through which to view the sociological
who died in restraint in a facility in
reasons why abuse, neglect, seclusion and restraint
New Jersey. His hands are “planked”
still remain acceptable and commonplace in our eduto prevent self-injurious behavior,
he cannot see, hear or cry out in his
cational system. People with disabilities must redefine
“hockey mask”, which is designed
the “norm” on our own terms and demand dignity and
to lessen environmental stimulation.
respect. People without disabilities have to understand
He died while his mother sought
the historical perspective and societally ingrained
administrative relief to have him
The most powerful experience for me was a sixsystemic barriers to equality that are used to define
removed from the school.
member panel discussion following the film. People
us without including us. The presentation ended with
shared personal experiences of seclusion and restraint. Members of
those famous words, “Nothing About Us Without Us, EVER!”
the panel ranged in age from a woman in her mid-fifties to a 12-year old
The presentation Keeping Schoolchildren Safe from Restraint and
boy. Every member of the panel had experienced significant and severe
Seclusion for advocates and other professionals centered on how to
abuse, neglect, seclusion and/or restraint at the hands of educators.
prevent seclusion and restraint in the schools through a creative multiSome were in segregated facilities, and some were in inclusive regular
level approach.
education settings. Participants ranged from members with communication differences and physical characteristics that suggested disability to
1. Education and Information: A proactive approach of comprehensive
people with “hidden disabilities.” The labels they carried and the perceptrainings for parents on rights and responsibilities, the development
tion of difference defined them and was the common tie that allowed
of Individual Education Plans that do not include the use of seclusion
them to be treated as “less than” in relation to other students.
and restraint, the importance of data collection and recordkeeping,
and the right to due process.

We have a long way to go in our battle for recognition, equality, dignity
and respect. We must have a clear understanding of where we come
from historically and a clear path toward removing systemic barriers and
creating a new “norm.” As long as we continue to be seen as separate,
different, and less than, even if this type of thinking is considered “in
our best interest,” this type of thinking will continue to be paternalistic,
perhaps well meaning, but always will create the environment that
allows abuse to flourish as the status quo.

2. Utilizing Trauma Informed Supports to understand how trauma
creates physiological changes and involuntary reactions to stress.
Flight or fight responses to fear based on previous incidents may
be either directly or indirectly related to the educational setting. It is
important to know how to mitigate and minimize those responses
and to create a sense of safety for students who are being re-traumatized by the fear of restraint, witnessing restraints, or experiencing
a sense of hopelessness because of the impending threat of seclusion and restraint.

We must work to develop a dialogue that moves us toward a society
where seclusion, abuse, neglect, and exploitation are simply unacceptable. As we move forward we must keep our attention on how
segregation, seclusion and aversive behavior modification techniques
evolved, and why they continue to be used today to control and all too
often traumatize, harm, injure and even kill children with disabilities in
educational settings across the United States.

3. Try Another Way: School personnel recognizing the antecedents that
create an environment where seclusion and restraint are acceptable and sometimes the only response to managing undesired and
misunderstood behaviors. The approach is based on recognizing
what training shortfalls lead to the use of seclusion and restraint
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Randy Chapman
Celebrates 35 Years
at The Legal Center

with developmental disabilities and their families in obtaining
appropriate housing in the community and fighting discriminatory zoning laws. He represented former policewoman Dale
Coski from 1982 to 1985 in an employment discrimination case
against the City of Denver requesting that the City make reasonable accommodations to continue her employment in the Police
Department after she was severely injured while on duty. The
Legal Center won the case at the initial hearing but ultimately
lost in the Colorado Court of Appeals. Ironically,
a similar case was won in Federal District Court
after the passage of the Americans with Disabilities Act.

by Mary Anne Harvey, Executive Director
After Randy Chapman graduated from law
school at the University of Texas at Austin, he
came to The Legal Center as a VISTA volunteer
in August 1977.

His influence is reflected in state statute and
policy. In the developmental disabilities arena, he
established Human Rights Committees in legislation to review medications, behavioral programs,
and insure investigation of abuse and neglect.
He added the requirement that people with
developmental disabilities be represented on the
boards of directors of the organizations serving
them. He also drafted the due process language
in the developmental disabilities statute and had significant input
in the development of the Colorado Department of Education’s
complaint process for children in special education.

At the time, The Legal Center had just been
designated as Colorado’s Protection and
Advocacy System, and recent historic changes
in federal law promised new opportunities for
people with disabilities. The Colorado Board
of Education was debating whether to accept
federal funds and implement the Education for All Handicapped
Children Act. The U.S. Department of Health, Education and
Welfare had just issued regulations implementing Section 504 of
the Rehabilitation Act of 1973 prohibiting disability discrimination
in federally funded programs. However, the new laws still needed
to be implemented, the conditions in Colorado’s institutions were
deplorable, and children and adults with disabilities were being
denied access to services, employment and independent living.

In 1980, The Legal Center and the Association for Retarded Citizens in Colorado (now the Arc) sued the Colorado Department
of Education because children living in the institution for people
with developmental disabilities in Wheat Ridge were not receiving
an education, despite the passage of federal law in 1976 which
entitled children with disabilities to a “free, appropriate public education.” The Legal Center prevailed in this lawsuit, and the impact
of Randy’s work on this case laid the foundation of his advocacy
in special education throughout his career. His outrage at the
circumstances of these children and his pride in the outcome of
the case—that for the first time, children with severe disabilities
attended public school in Colorado—are highlighted in the Introduction to The Everyday Guide to Special Education Law which
he wrote in 2005. He dedicated the book “to all of the graduates
of the Wheat Ridge State Home and Training School.”

Randy found the opportunity for social change to be exhilarating. The application of law and reason to emotionally charged
conflicts in human services and school settings were rewarded
with positive outcomes, legal victories and The Legal Center’s
growing reputation.
During his career, Randy has represented people of all ages
with all types of disabilities. Early on he represented people with
mental illness in employment cases and challenged the hiring
practices of the U.S. Postal Service. He represented individuals
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the Regional Center, Mesa Developmental Services, the Arc and
The Legal Center.

Randy’s work in implementing special education law in Colorado
is legendary, and he is widely respected by parents and educators. In the past few years, his expertise is reaching a national
audience through the distribution of Guía de la Ley de Educación
Especial, the Spanish translation of the book published in 2007,
and the Preventing Litigation in Special Education Workbook
published in 2011—not to mention the more than 85,000 hits on
his blog or the 128 articles he’s posted.

The State of Colorado reported in July of 2010 that there were
more than 2,000 individuals with developmental disabilities and
mental illness residing in nursing homes. The revelation that
more people with disabilities were institutionalized in nursing
homes in Colorado than in the Regional Centers and state
hospitals combined galvanized Randy to prioritize identifying
them, visiting them, and creating plans to help them move if they
wanted to. Initially he prioritized people with developmental disabilities under the age of 50 and then began a strategy to do the
same for people with mental illness.

Following his 20th Anniversary at The Legal Center, he received
the Martin Luther King Jr. Humanitarian Award for his contribution
to civil rights in our community. Through his personal representation, and by extension through The Legal Center’s staff, he has
educated thousands of people, helped them get services, given
them courage to fight injustice, or been the force to be reckoned
with on behalf of those who couldn’t speak for themselves.

He reminds us that these are people who may have been forgotten—some of them living in places and conditions which they
didn’t choose. He reminds us that the proud history of our organization has been anchored in moving people from institutions
into the community, to making sure they are safe and can live as
independently as possible. It is work that touches his very soul. It
may be the most important work we will ever do, and no one else
is doing it. He is very proud of it, and as passionate about it as he
was when he came here 35 years ago.

In the past few years, his attention has focused once again
on the plight of individuals in institutions. When plans were
announced to close the skilled nursing facility at the Grand Junction Regional Center in 2010, Randy made sure that either he
or another Legal Center staff member attended every planning
meeting with every parent or guardian who wanted our assistance. They visited potential residential settings around the state
and helped plan moves into group homes in Grand Junction. This
process was an extraordinary achievement for the individuals, for

At this milestone, we express our deepest thanks for his extraordinary leadership throughout these years.

vvvvvvvv

Self-Advocacy Summit
by Tracy-Price Johnson
meeting, our group developed a Facebook Page to increase
the visibility of the issues for our state’s attention. Our Facebook Page began in June to increase the awareness of the
Self Advocacy team and our issues of importance.

In May, our Colorado team of Self Advocates joined other
state teams in our region to share programs and projects
where our state has been involved. Our team consisted of
representatives from People First, Speaking for Ourselves,
CILA (Council for Inclusion, Leadership and Advocacy), Youth
Voice, Aurora Mental Health, The Division for Developmental
Disabilities, Project Search, Developmental Disabilities
Council, The Legal Center and JFK Partners.

Since our May meeting in Seattle, we have connected with
groups around the state working on transportation issues,
attendant supports, and disability benefits. There were also
RFP’s (Request for Proposals) submitted by individuals from
our group which received funding to pursue work on areas
where there were immediate gaps in support.

Our team outlined issues such as transportation, housing,
employment, education and attendant care options. From that
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We hope to continue to bring self-advocacy stakeholder
groups together to enhance the efforts and impact of the work
the Colorado group began. For more information, please
contact Tracy Price Johnson at JFK Partners. (Tracy.PriceJohnson@ucdenver.edu)

Disabilities (AIDD) in 2011 and 2012, AIDD has announced
funding to support the independence and implementation of
self-advocacy of groups that are currently under the umbrella
of other organizations. AIDD has granted five mini-grants of
$5,000 each to Arkansas People First in Little Rock, SelfAdvocates United in Greenville, PA, Voices of Virginia in
Richmond, the Autistic Self-Advocacy Network in Portland,
OR and New Mexico Allies for Advocacy in Albuquerque.
Also AIDD granted $30,000 each to three non-profit organizations that will mentor other self-advocacy groups as they
become more independent and develop goals and meaningful outcomes. The grantees are Self-Advocates Becoming
Empowered in Phoenix, AZ, Peer Action Disability Support
in Iowa City, IA, and the Colorado Cross-Disability Coalition,
which will be mentoring Atlantis Community in Colorado.

Tracy Price-Johnson is the discipline director of Family and
Consumer Support at JFK Partners

Note from Marcia Tewell, Executive
Director of the Colorado Developmental
Disabilities Council:
As a result of the nine regional self-advocacy summits hosted
by the Administration on Intellectual and Developmental

Me, Who Dove Into the Heart of the World
by Sabina Bergman
Review by Jodie Marino Nachison
Me, Who Dove Into the Heart of the World by Mexican author,
Sabina Bergman, is an exceptional journey into the world of Me,
a young woman with the label of Asperger’s Syndrome. Tortured
and abandoned by her mother, she spends the early years of
her life as a “wild child”’ roaming ignored and naked in the sea of
her isolated home in Mazatlan. By day, she bonds and delights
with nature. By night, Me sleeps in a disgusting basement with
a pool of turquoise sea water. With the death of her mother and
the arrival of her Aunt Isabelle, her world is transformed and she
evolves from Me to Karen Nieto. Bergman shows us the world
anew as it unfolds through Karen’s unique perspective.

she learns to talk, to
learn English, to attend
college, and to become
a successful business
woman.
On one level, Karen
is branded an idiot
by those who would
take advantage of her.
However, Karen is gifted with keen insight and the ability to work
tirelessly. Guided by her commitment to kill fish humanely and her
need to tell the truth, she adapts to every situation she encounters. No one gets the better of her as she challenges convention,
politicians, academic pomposity and greed. She acts as an equal
with politicians, large crowds, tough fishermen, and greedy academics. She will fight for what she believes is rightfully hers and
dispatches her adversaries in a timely, if not violent manner, which
leaves this reader with little empathy for her targets.

Karen possesses the incredible ability to remember everything she
sees and reads. She can recite sections of books, and she can
render precise drawings of things she has seen, with every minute
detail in place. Isabelle has inherited the family’s tuna export business, and combination of Isabelle’s business acumen and Karen’s
ability to learn every facet of what interests her results in a unique
partnership. Karen learns every aspect of this industry by experiencing it all herself, as well as from her underwater observations
and successfully expands the business. However, U.S. policy and
animal rights activists force the family to relocate their business.

If you can relate to a free spirit who does not suffer the burden of
other’s views of what she should be, you will truly enjoy this book.
While the story at times requires a leap of faith into her reality, it
is well worth reading. The visual image conveyed by showing the
bible being carried off by red ants into the sand, letter by letter
is wonderful. As Karen says, “...you can’t laugh and think at the
same time.”

Karen lives in two worlds, the world in which she exists and the
world in which animals exist and communicate. Forced to live in
the world of humans, she acknowledges that she would always
be, “close to humans but far away.” And so, we follow Karen as
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Righteous Rights
Year in which the Civil Rights Act was passed: 1964
(http://www.senate.gov/artandhistory/history/common/generic/CivilRightsAct1964.htm)
Year in which the VISTA program began with the first 20 volunteers: 1965
(http://www.americorps.gov/about/programs/vista_legacy.asp)
Year in which Congress enacted the Education for All Handicapped Children Act
(Public Law 94-142): 1975
(http://tinyurl.com/ab8swj7)
Year that Self Advocates Becoming Empowered (SABE) was founded: 1990
(http://www.sabeusa.org/)
Year in which Nothing About Us Without Us, by James Charlton, about the disability
rights movement, was published: 1998
(http://www.ucpress.edu/book.php?isbn=9780520224810)
Date that TASH issued its report, The Cost of Waiting to End Seclusion and Restraint:
May 24, 2012
(http://tinyurl.com/an62tqb)
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