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C O L O R A D O D E V E L O P M E N TA L D I S A B I L I T I E S C O U N C I L

A Modern-Day Miracle as 620
Children say “Thank you!”
It was an incredible day when HB
1262 was signed into law! It was a
beautiful day and Mother Nature’s
bright sun couldn’t hold a candle
to the shining, smiling faces of
children and their families as they
watched Governor Owens and the
Healthier Colorado Coalition make
national history. Colorado is the only
state ever to add this many
children to Medicaid
Waivers. Colorado is
the only state in the
country to add new
dollars to health care
this year. The signing
of HB 1262 was a
life-changing event
for 620 families of
children with special
needs and thousands
of children and their
parents who will now
have access to health
care. This is clearly an investment
in Colorado’s future!
Going back to four years ago, these
same Children’s Medicaid Waivers
were in danger of disappearing
completely. With the state budget
crisis in full swing, legislators were
looking into every nook and cranny
to make cuts, and children receiving
services under these waivers were

at risk of losing services. With the
passage of Amendment 35, adding
60 cents onto each pack of tobacco,
Colorado will now increase access to
health care overall and for children
with disabilities in particular. This
new tobacco tax will allow the waiver
programs to increase by almost

75%. The Colorado Children’s
Waivers grew from 847 children to
1470 with the “flick of a pen.”
If only it had been that easy! In fact,
I have developed a new definition
of bravery during this legislative
session. As families shared their
difficult stories, they changed the
reality for many legislators. These
families gave of themselves not only

for their own children but so that all
children with disabilities would receive
services. It has been amazing to
watch such a caring community of
families join together as they support
all children. The reality is that most
people believe that medically fragile
children are receiving the services they
need. It’s beyond their understanding
that children and their families had
to wait 4–7 years to receive needed
supports and services. This educational process transformed the needs
of children into the reality of services,
and it truly is a modern day miracle.
Taking a step back, let’s review
the two waivers. The Children’s
Home and Community Based
Services Waiver (CHCBS or
Model 200 or Katie Beckett
Waiver) and the Children’s
Extensive Support Waiver (CES)
were created to support families
who have children “at risk for
institutionalization.” Without the
much-needed support of Medicaid
and special funding, children with
significant needs might not be able
to live with their families as their
medical and behavioral needs are
met. They require tremendous
supports for their daily lives. And
all children deserve to live with
their families!

conttinu
ued on page 2
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As such, with the passage of Amendment
35 and the negotiations over how to best
implement these new dollars into health
care, the 620 children waiting for services
became a focal point in the need to pass
this bill. Family Voices Colorado was the
chief organizer of a grassroots coalition
of families. With the support of the Healthier
Colorado Coalition, and in particular the
Colorado Consumer Health Initiative, we
delivered an incredible message to the
Capital. We stood proudly, with strength
and purpose, and said that we love our
children, we will do anything for them,
but we just can’t do it alone. We need
your help. Our children deserve your

support. Our voices were heard, and
on June 2, 2005, we had a signing
ceremony and a party to celebrate
our new law.
While celebration is still in the air, frustration is not far behind. It’s so difficult to
know children continue to wait for care.
The process of moving 620 children
through the system at once is daunting,
and has created a bottleneck. Colorado
submitted a Waiver Increase Application
to the Federal Government and we are
waiting for approval. Then both State
and County personnel need to do their
respective tasks. Please know that a lot
of good people are working as fast as

B ook
R eview
A new book by Harriet McBryde
Johnson, a civil rights attorney in
Charleston, SC and disability
activist, is a must read! Her
book, too late to die young,
provides insight into aspects
of her life and career, but the
author states upfront, “This book doesn’t
have a tidy message.” Ms. Johnson is a gifted writer with
a provocatively tilted perspective that is worth hearing.
She accurately describes herself as a storyteller in the
great tradition of southern storytellers. I knew her stories
were worth reading when, early on in the book, in describing
a German doctor’s bedside overnight care, she wrote, “Now
I remember how he kept vigil at my bedside so my parents
could sleep and then fell sleep himself. As I listened to his

they can…even if it’s not fast enough!
Please be patient. There truly is a light
at the end of the tunnel.
For any questions, concerns, updates
or information, please contact Family
Voices Colorado. You can reach Christy
Blakely, Lorri Park, Kelly Stahlman, Jen
Vasquez or Sarony Young by email.
(First name)@familyvoicesco.org.
Once again, many thanks to all of you
who helped this dream come true.
Kelly Stahlman
Family Voices Colorado
kelly@familyvoicesco.org

deep, barrel-chested rumble, I imagined he was snoring
in German [my emphasis].” Later in the book, Harriet, after
having noted that her normal viewpoint of most people is at
crotch level (due to her posture), described her first impression of someone she met: “It’s love at first sight—at my first
sight of his shoes.” Wonderful!
This easy to read book (a mere 258 pages) includes the
bulk of the text of Unspeakable Conversations, a 2003 New
York Times Magazine article she wrote that described her
conversations with Princeton Professor Peter Singer about
his beliefs that the severely disabled, in some circumstances, can justifiably be killed. Interestingly, she is conflicted about the accommodating and courteous man versus his
“evil” ideas. She acknowledges that she stands outside the
radical mainstream simply for having engaged Mr. Singer in
a conversation. Sundry other topics this self-described “crip”
covers are her personal crusade against telethons, her atheism, her battles with the Secret Service, caustically amusing
anecdotes from the 1996 Democratic Convention in
Chicago, a trip to Cuba, and battles with a New York Times
photographer who wants to shoot her nude (“nekkid” in her
parlance) and does, but not for publication, and many more
amusing and unsettling stories.

book review conttinu
ued on page 3
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...book review conttinu
ued
If you want to read a sweet story about a courageous and
noble fight against disability that profiles an individual who
overcomes great obstacles to achieve self-fulfillment, this
isn’t the book to read. Johnson’s book isn’t about her disability (adamantly so)…but the fact that she is disabled
inescapably colors her stories in powerful ways. You won’t
necessarily fall in love with Harriet, her politics, or all of

her causes, but I think you will love her passion for what
she believes, what she does, who she is, and why she
does what she does. Ms. McBryde is a new and profound
voice (at least to me) that is worth listening to.
Bruce Cline
Vice-Chairperson of the Colorado Developmental Disabilities Council

The Spirit Catches You
and You Fall Down

in French Guiana where they were given acres of very
remote jungle, yet in two years were providing the country
with 70% of their vegetables and, as a collective clan,
were not reliant on governmental programs of any kind.

Review by Marcia Tewell

The book has a multitude of themes beyond the complex
story of the Lee family, including much of the history of
the Hmong as well as medical/healing and spiritual
practices. As refugee experts from the U.S visited
Laos to answer questions of Hmong who were making
decisions on where to relocate, questions of the medical
system abounded. “Why do American doctors like to
take so much blood from patients? Why do they cut
up bodies after they are dead? Do they really cut up
organs—even the brain?” Going on the basis that the
Hmong culture believes that you have only a certain
amount of blood, the taking of blood is a dire act.
Clearly the U.S. practice of blood level tests for epilepsy
is of concern here. In addition, the foretelling of death is
forbidden in the Hmong culture. All too frequently the
Lee family was told that prolonged seizures could
cause death, this to get compliance in giving consistent
regimens of anti-seizure drugs
such as Dilantin and Tegretol.
The Lee’s response was,
“How do you know someone
is going to die unless you
are going to be part of the
planning process or take part
in the death in some way?”

The Spirit Catches You and You Fall Down by Anne
Fadiman is the story of Lia and her family’s experiences
as Laotian Hmong refugees in the U.S. Lia suffers (U.S.
view) from or is honored by (Hmong view) epilepsy,
which takes her family into the complex throes of
involvement with the medical and welfare systems of
California. Lia’s primary care physician describes the
differences in the following way: “ I had a feeling of awe
about how different they looked at the world and could
stand firm in the face of expert opinion. The family seemed
to accept things that to me were major catastrophes
as the normal flow of life. For them the crisis was the
treatment, not the epilepsy. They seemed to think that
seizures happen and not everything is in our control,
where the single focus of my job is to stop seizures.”
The clash of two cultures is persistent throughout the
book, sadly, with no resolution or
understanding ever occurring.
Generally the Hmong culture is as
fiercely independent as a collective
group as is the American culture a proponent of individual independence and
self-sufficiency. This very basic difference leads to clashes in assimilation
goals between the U.S. immigration
service and the Hmong clan structure.
Hmong immigrants have made
assumptions about their immigration
status based on their use as soldiers on behalf of the
U.S. in the Viet Nam War, in which they were promised
citizenship and a new life after they had sacrificed. Upon
arrival in the U.S., Hmong typically wanted to stay together,
marry within clan groups, practice spiritual rituals, and
farm as they had for centuries in Laos. The welfare system
promoted individual jobs and thus dispersed many
clans as the Hmong arrived in the U.S. Interestingly,
the request for land by Hmong refugees was honored

The book is a great mindexpanding experience, not
only into disability but also
into the differences in spiritual
outlooks, the meaning of family, and the imposition
of assumptions we often put on anyone different from
ourselves. The practice of using only our personal
template of experience as reality for others often has
devastating effects for all involved. The story of Lia is
only one of many to be told with this theme. Feel free
to borrow the book from the Council library or your local
public library.
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C onsumer D irection for A ll

HB 05-1243
There truly is nothing new
under the Colorado sun, but
there is hope that something
old has aged into a true opportunity for people with disabilities to direct their services
without the paternal oversight
of bureaucracies. The vehicle
for this opportunity is
Representative Cheri Jahn’s
and Senator Steve Johnson's
House Bill 1243, Concerning
Consumer-Directed Care
under the “Colorado
Medical Assistance Act.”
In the middle 1980s, the
Colorado Developmental
Disabilities Council funded
a project that provided nine
people with disabilities and
their families the opportunity
to design and direct their
care and support. It was
overwhelmingly successful
and the report went to
several shelves to be used
at a later date. Concurrently,
a sister Council in Connecticut
was conducting a study
analyzing how taxpayer
dollars were best used in
service delivery to people
with disabilities. They too

found compelling reasons to
support direct funding to State
program participants. Given
these and other reports,
Colorado advocates sought a
pilot from the Legislature that
would give 20 families using
the Family Support Services
Program the opportunity to
self-direct the plans they had
submitted. It was very well
received by the families and
ready to be fully evaluated
when the first of the budget
cuts began. The pilot was
discontinued, along with most
of the other pilot programs
that were being

funded. The advocacy for
direct funding and self-determination for people with develop-
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mental disabilities continued,
and, in 2004, the Legislature
unanimously passed a resolution
supporting self-determination
for all people who have been
labeled with any disability.
While all this was happening,
the Consumer Directed
Attendant Support pilot
(CDAS), allowing people who
use attendant care to self-direct
their services, was having outstanding success for its participants. Rep. Cheri Jahn and
Sen. Steve Johnson saw the
logic in making this option
available to all Colorado citizens
who use Medicaid waivers and
introduced House Bill 1243 in
the 2005 legislative session.
The genesis of HB 1243
occurred in early 2004 in
Karen Reinertson's office at
the Department of Healthcare,
Policy and Finance (HCPF).
A small group of parents and
advocates met with Reinertson,
Vivienne Chaumont, then
Director of State Medicaid, and
Barb Prehmus, Legislative
Liaison for HCPF, to discuss
several issues. The idea that

Advocates rarely like to be brief
and are more challenged by concise, but this group pulled it off
beautifully. Each chose their area of
expertise and stayed well on topic.
Every person who testified was
accurate, poignant and passionate.
It was a thing of beauty.

CDAS should be available for
all children and adults using
waiver services just sort of
rose to the top. It became clear
that everyone in the room
concurred. Barbara Prehmus
agreed to find sponsors, and
well into the 2005 legislative
session Representative. Jahn
introduced HB 1243. The bill
had the full support of the
Governor as well.

appropriation
to the fiscal
intermediary.
This would
give the individual, or their
authorized representative, the authority to
hire, fire and design their support plan autonomously. Not a
concept that lends itself easily
to legislative language!

While the concept seems fairly
straightforward, the fact that 11
Medicaid waivers would be
impacted by HB 1243 made it
complicated to draft and difficult to explain. All of the waivers
would be amended so that
people receiving services
could use a fiscal intermediary
to purchase their service
outside of the traditional
delivery system. For example,
a person receiving Supported
Living Services (SLS) or
Brain Injury services (BI)
could use the service traditionally available to them or
could pull the funding from
the SLS or BI program,
develop a plan for support
and direct the determined

An incredible cadre of selfadvocates, families, advocates,
state employees and the
sponsors pulled together a
very cohesive machine to
move the bill through both
Houses of the legislature and
then to the Governor's office.
Legislators were educated

individually or in small groups
by individuals and members of
Family Voices, The Consumer
Heath Initiative, the Arc of
Arapahoe-Douglas, the Arc of
Jefferson County and the Arc
of Denver. Committee testimony on such a broad and
sweeping piece of legislation
is a challenge at the very
least. The Health and Human
Services committee hears hundreds of bills every session.
They like to hear testimony
that is brief and concise.
Advocates rarely like to be
brief and are more challenged
by concise, but this group
pulled it off beautifully. Each
chose their area of expertise
and stayed well on topic. Every
person who testified was accurate, poignant and passionate.
It was a thing of beauty. The
testimony gave the bill a
momentum that was sustained
from beginning to

conttinu
ued on page 6
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continued from page 5

end. Weeks later, I heard
one of the members of the
committee remark that it
had never occurred to him
that someone would not
have the choice of who
would put his pants on
in the morning.
The bill was unanimously
supported in both the House
and the Senate with relatively few amendments.
The amendments that
were added did not detract
from future implementation.
The Governor signed the
bill seven days after the
session ended.
Governor Owens hosted a
mock signing on July 15th,
with many of the supporters

in attendance. He thanked
everyone and spoke to his
hope that the consumer
direction principle could
grow into all areas of health
and service delivery.
It is impossible to thank all
who worked to pass this bill
with the integrity it was
intended to have, but huge
thanks to: Christy Blakely,
Kelly Stahlman, Carrie Curtis,
Amanda Bieber, Carol
Meredith, Susie Walton,
Beverly Hirsekorn, Marcia
Tewell, Ian Watlington,
Clarence Miller, Julie Farrar,
Bill West, Karen Reinertson,
Barbara Prehmus,
Representative Cheri Jahn
and Senator Steve Johnson.
Aileen McGinley
Executive Director, Arc of Denver

Thank
You!
6

C & D,
now what
could
that be?

Well, they are the third and fourth
letters of the alphabet. But do they
carry more significance? This year
they do! They are pivotal to preventing more devastating cuts to state
services at every level. C & D refer
to referenda C & D that you, as taxpayers, will be voting on in November.
These ballot initiatives are a bipartisan compromise to shoring up
the state budget. The proposals
were negotiated through the State
Legislature and Governor to help the
state recover necessary services that
have been lost over the past several
years, and invest in Colorado for the
common good.
Referendum C allows the state to
spend or save what it collects for
5 years. This means that state revenues through current fees and taxes
can be used for necessary services.
Individual and corporate tax refunds
are not changed. You will still get a
tax refund if you’ve overpaid your
taxes. Referendum C also allows the
state to rebound after a recession and
support the health, educational, road
and bridge requirements of Colorado’s
citizens. The Referendum also lowers
the state’s income tax rate to 4.5%
after year 6.
Referendum D is a bond to build roads,
schools and maintain buildings on
college campuses. 10% of the money in
Referendum C helps pay off the bond
in Referendum D. C can be passed
alone, but D can only be implemented
if C also passes.

➦

Whereas …

The Colorado Developmental Disabilities Council has
voted to declare its full support of Referenda C & D that
together are known as The Colorado Economic Recovery
Act. The Council agrees with the following Statement of
Resolution created by a coalition of groups intending to
inform Colorado citizens about why Referenda C & D are
important to support. Over three-hundred organizations are
already supporting C & D by signing on to the resolution,
recognizing that the state budget is no longer able to
support services necessary for all Colorado citizens. They
represent all facets of life in Colorado, from grassroots to
business to banking to government.

Whereas …

In 2011, the income tax rate would drop from 4.63 percent
to 4.5 percent and remain there every year there is a
TABOR refund, and;

➦

Whereas …

In the sixth year, 2011, if revenue exceeds the amount
the state can spend on these services, the first $100
million will pay bonding obligations for construction
and other needs, including schools and roads, and;

The recent recession, combined with the September 11
attacks, caused our state revenues to drop 16 percent,
forcing Colorado to cut $2 billion in spending the past
three years, and;

Whereas …

Together, we must help Colorado recover from
our ongoing budget challenges,

Now, Therefore…

Whereas …

The Colorado Developmental Disabilities Council does
hereby declare their full support of The Colorado
Economic Recovery Act appearing as Referendum
C&D on the November 8, 2005 statewide ballot.

Without immediate relief, state officials would have to start
making even more massive cuts next year in funding for
schools, roads and healthcare, even as the state’s growing population creates demands for more spending; and

Should C & D not pass the popular vote, the state will be
forced to cut $500–$700 million out of its current base, thereby cutting current services in most service systems that
have already been drastically cut over the past five years.
Developmental Disabilities, Mental Health, and other safetynet services that access General Fund resources WILL
BE impacted. The Division of Developmental Disabilities
is planning on expanding group homes to eight beds as a
standard policy if Referendum C fails. Enlarging congregate
living is not a policy that supports people to be independent,
self-determined, or integral members of their communities.
It is a regressive policy that can take Colorado back twenty
years from best practices that support people living as
valued members of their communities.

Whereas …

➦

Colorado must remain competitive with other states in
seeking new jobs and investment from companies that
demand good roads and schools whenever they expand
their operations; and

Whereas …

The State of Colorado will need $3.1 billion over the
next five years to restore services that have been
cut, ranging from Medicaid to higher education to
strategic transportation projects, and;

What can you do?

Whereas …

Become informed. Attend a meeting or forum
where C & D are being discussed to understand the ramifications. Access www.VoteYesonC-D.com There are other
action steps described on the website. Talk to your friends
and neighbors about the importance of supporting C & D.
And, without a doubt, make sure your vote is counted!

The Colorado Economic Recovery Act proposes asking
voters at the November 2005 Coordinated Election to
forgo their TABOR taxpayer refunds for five years and
let the state earmark that money for education, health
care, transportation and retirement plans for fire and
police, and;

Beverly Hirsekorn
Policy Analyst for the Colorado Developmental Disabilities Council
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FACTS!

Policy Ponderings

Rank of the United States among the largest world exporters
of cigarettes: 1 [U.S. Department of Agriculture ]
Rank of the United States among nations that consume
the most cigarettes per capita: 16 [World Health

Organization (Washington)]

Percentage of U.S. high-s
school students who believe
news stories should require “government approval” before
publication: 36
Number of House members in 1979 who voted against making Martin
Luther King Jr.’s birthday a national holiday: 133 [Legislative Research Center,
U.S. House of Representatives/Harper’s research]

Number who are still in the House: 9 [Legislative Research Center, U.S. House
of Representatives/Harper’s research]

Number who are Vice President: 1 [Legislative Research Center, U.S. House
of Representatives/Harper’s research]
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