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The Division for Develop-
mental Disabilities (DDD)
has recently confirmed

with statistics what many individuals in the commu-
nity anecdotally perceived - that real jobs for real pay
with real benefits have been on the decrease for
individuals served within the Community Centered
Boards in Colorado for some time now. The use of the
“community participation” program has greatly
increased, as has the use of other congregate
settings relative to supported employment or
competitive employment. An ad hoc group that has
volunteered to work on system change relative to the
situation, bravely headed by Al Orlofsky of DDD, is
making progress in the use of words that describe
what the Division is actually measuring in their
collection of data. In the meantime, it is important for
us all to use descriptors clearly.

Language within the disability arena is easily misun-
derstood and misused and misinterpreted and
misconstrued. Translation is often needed if we are
to communicate with others outside of our work. The
meaning of the word "community" is commonly
misconstrued. If a van takes eight people to the park
and a fast food drive-through for lunch as part of the
formal "community participation" program, are those
eight people actually participating in the community?
Is a group of 24 individuals with disabilities who
work in a grocery store warehouse at night with
human service supervisors in "community integrated
employment"? Is a congregate living circumstance,

such as an eight-bed group home, a person's
community simply because the house is located in a
neighborhood rather than on institutional property?
We use the same words to describe drastically
different environments, one being isolation and the
other being true community. The word "community"
always sounds good, but the reality is not always the
way most of us would choose to spend our days.
The crux is in the meaning.

Environments make a huge difference in whether a
person's experience can be defined as day-wasting
vs. spending a meaningful day. For example, many
individuals are trained from very early ages to stuff
envelopes at school, and then move on to adult
workshops in which they stuff envelopes and get
paid by the piece. If we stay with the same activity,
but change the environment, the day can be trans-
formed from day-wasting to day-meaning. The same
person could stuff marketing envelopes at a local
marketing firm and increase her or his wage, saving
the firm money by not paying the marketers for the task.
And, the person has the opportunity to meet others
in the same place we all meet people - at real work!
It's not hard to develop a more meaningful opportunity
by switching who pays for the envelopes to be stuffed
from a human service agency to a local business.
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The program is "community participation" in which six
individuals with disabilities ride in a van around the
“community” daily with stops at malls, car washes, fast
food restaurants, and any other field-tripesque places in
town. There is rarely any interaction with members of the
community as there is no reason for that to occur. Keep
the van but change the environment. A person with a
disability rides a van delivery truck daily to deliver office
supplies. There is opportunity to meet people at each
stop as well as to develop a friendship with the driver
of the delivery van. It's not a hard to develop more
meaningful opportunity simply by switching from a van
owned by a human service agency to a van owned by an
office supply company.

The human service is a sheltered workshop in which
people may watch the day-room TV if there is "down
time" because the workshop has no contracts, or get
paid piece rate for rote work. There is no opportunity for
interaction with the real community as there is no real
community present. Change the environment to greeting
people at your local coffee shop (hair salon, hardware
store, convenience store, or let your minds wander) as
you spend the day in the real community and increase
the opportunity for interactions with everyday people in
real places. It's not hard to develop more meaning by
changing the people who surround you from human service
staff and "clients" to people in the community in search of
a place to hang out and drink coffee over conversation.  

It has become clear that creativity is not all that difficult to
develop when looking at the transformation from day-
wasting to day-meaning. The formula usually involves
changing the environment from a human service setting
to a setting where average people participate, be that
work or play. You can stuff envelopes in a lot of ways if you
have some creativity. You can ride around in a van in a lot
of ways if you really care about creating meaning in a person's
day. You can hang out at a coffee shop if you really know
your community well enough to find the connections.
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Price an Indiana historical museum charges 
visitors to spend ninety minutes as a runaway 
slave: $15 (Connor Prairie Museum, Indianapolis)

Price per person of having dinner in a turn-of-the-century kitchen in 
New York City's Lower East Side Tenement Museum: $200

Total number of nuclear weapons worldwide when the first nuclear 
test-ban negotiations began in 1958: 10,713 (Natural Resources 
Defense Council, Washington, D.C.)

Percentage by which the number had changed by the signing of the 
Limited Test Ban Treaty in 1963: +220 (Natural Resources Defense 
Council, Washington, D.C.)

Average price of a cabin on The Nation magazine's first annual 
"Nation Cruise" to the Caribbean in 1998: $2,800 (The Cruise Authority,
Marietta, GA)

Estimated average hourly wage of each of the cruise ship's Indonesian 
crew members: $2.47 (International Transport Workers' Federation, 
London, England)

Rank of Strom Thurmond's 1957 filibuster against civil rights legislation 
among the longest filibusters in U.S. history: 1

Chance that a work of art on display in the Capitol includes a depiction of 
an African-American: 1 in 70 (Architect of the Capitol, Washington, D.C.)
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There she was, a 91-year-old black woman in
a large, flowery pink hat, talking about her life
of activism in the civil rights movement in the
Unites States and around the world. She
wasn't talking just about the heyday of civil
rights gains in the mid-20th century. She was
talking about what she continues to do now.
Dorothy Height's book about her life and
causes, Open Wide the Freedom Gates
was published in 2003.

It's more than being a Pollyanna that keeps
people actively involved in any movement for
social justice, despite setbacks or the failure
to gain some ground, to maintain a basic civil
right, or to get a crucial piece of legislation
passed. "Same struggle, different difference,"
as Dan Wilkins says, aligns those in disability
rights activism with the ongoing struggle for
civil rights. The effects of injustice and preju-
dice are shared experiences. 

"If you want peace, work for justice."  While
the slogan may strike you as one from the
peace movement, upon reflection it becomes
a truism, if peace is defined broadly as har-
mony and equity, with all having access to a
good life free from injustice and inequity.

What keeps any activist in the movement she
or he has chosen, be it disability, civil rights,
the environment or peace? Dorothy Height
had the privilege of working with Eleanor
Roosevelt and Mary McLeod Bethune (who
established the National Council of Negro
Women), and learned from them to appreci-
ate any person's small contribution of time or
talent as essential gifts to the whole. While it
seems that the awesome pioneers in any
movement leave an unfillable hole when
they die, the work continues. Height carried
on her work, influenced in part by Roosevelt
and Bethune, by carrying within herself the
strength and wisdom she gained from them.

People who come to mind as influ-
encing disability rights
activists here in
Colorado, as
well as across
the country, are:

— Ed Roberts

— Marsha Forest

— Dan Davidson

— Joe Schiappacasse 

— Justin Dart

— Wade Blank

…And others…

Inspiration is one part of keeping going, but it
usually isn't enough to help anyone stick with
it for the long haul. A couple of sociologists at
the University of Colorado in Boulder looked
into how people involved in the peace move-
ment were able to persist in their advocacy
over decades. (The Persistent Activist, by
James Downton and Paul Wehr, 1997.) As it
turns out, the principles that underlie persistent
peace activism apply to any type of activism. 

Why do people get involved in the
first place? It seems to boil down to personal
and social factors that lead someone to
become active:

● The opportunity to publicly express 
beliefs and values

● Connection with those who share 
these beliefs and values

● An opportunity to develop 
organizing skills

● Membership in a group that is working 
for desired systems change

● Fear and hope

"Keep HHope AAlive" Book Review, by Marna Ares
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What keeps us going through 
disappointments and burnout? Shared
beliefs become the foundation for action. Such
shared beliefs can be:

● Ethical ground (a belief and commitment 
to nonviolence, inclusion, equality)

● An opposition to existing government 
and social arrangements

● The perception that political activism 
is what it takes to solve problems of 
social injustice

● A sense of urgency and a sense of mission

● Believing that the movement will 
positively affect policy

● A sense of assurance that gradual 
change will transform society for the 
social good

Disability rights in Colorado involves networks
and circles of acquaintance and influence that
keep intersecting over time. Those who hang in
there may become committed to the movement
by any combination of commitment to leaders,
to the community, to friends, to organizations
and to the ideology (such things as inclusion
and self-determination). It also helps to see
positive results!

Taking action serves to reinforce values and
purpose. "Anger is channeled into activity

rather than turned inward and allowed to fester
into pessimism. Pessimism is dispelled by real
results." (David Adams, 1989)

Nevertheless, burnout happens, whether
because of personal circumstances, internal
politics or lack of success.  

What coping strategies keep the
movement going, and allow individuals
to take breaks?

● Balance (allowing yourself and others to 
pay attention to physical well-being)

● Diversity of experience

● Creativity (in other words, having a life!  
Being able to garden, sew, play, party, etc.)

● Patience

● Silence and solitude

● Association with others, relaxing and 
having fun in community with others

● Development of self

As a reminder to keep balance, and celebrate
each small gift and contribution, here's a line
from a song recently sung by Charlie King and
Karen Brandow as part of a benefit for the Rocky
Mountain Peace and Justice Center: "Our life
is more than our work, and our work is more
than our jobs."

Upcoming OOpportunities aaround SSelf-DDirection
JFK Partners will be hosting a series of Self-Determination Awareness Trainings beginning in April. These trainings will
target families of children with disabilities and self-advocates. Look for more information on these upcoming trainings in
the next issue of this newsletter, or you can send an email to Jean P. Snoddy at JFK Partners/UCHSC to receive notifi-
cation of training dates when finalized. jean.snoddy@uchsc.edu

Family Lifetime Planning Network (FLPN), a pilot project of The Association for Community Living (ACL) in Boulder County,
is planning a one-day workshop to be held on Saturday, April 24, at the ACL in Longmont. The workshop will continue
our discussion of ensuring a good life — we hope to discuss life planning, network building and building community
around people. For further information contact: Weslyn Austin - ACL Learning Center - 303-527-0888
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Self-Directed Supports
in Colorado and Across
the Nation

hile self-determined services have been
available in several other states for a number 
of years, Colorado has only recently imple-

mented a demonstration that was established
in state statute about eight years ago. A number of
factors delayed the start-up, including available staff
time, responding to questions from the Centers for
Medicare and Medicaid Services, and working on the
various elements of a very new philosophy for the state:
allowing people to control and direct their own supports.
Interestingly, the state, including Governor Bill Owens,
sees benefits for these sorts of services not only
to make the state more cost efficient but
also to increase consumer satisfaction.

Consumer-Directed
Attendant Support
(CDAS)
CDAS is intended to promote
self-sufficiency, self-reliance,
and personal responsibility for
people with disabilities. The
pilot currently has about 80
participants but can accommo-
date up to 150 individuals who
receive home care services
through Medicaid, and who are
interested in managing their own
attendant care. Applicants for this pro-
gram must have been receiving Medicaid
home care services for at least a year. The
funds that are normally paid to home health agencies
for services are instead provided to participants based
on an individualized plan created by the person and
approved by Medicaid. Participants receive training on
attendant management and related fiscal management.
It is a current statutory requirement that the actual partici-
pants be able to manage their attendants although they
can receive assistance for fiscal management. They hire,
train and supervise their own attendants, and have the
authority to dismiss attendants if necessary. They set
the rate that their attendant is paid, and plan for backup
support when that is necessary. An intermediary service
organization, contracted by the state, manages the 

accounting and personnel paperwork for program
participants. It is hoped that when the program considers
expansion, the statute will be enhanced to allow surro-
gates to help people with cognitive challenges. The
program expansion would also allow parents of children
to hire, train, supervise, or terminate attendants in the
true spirit of self-determination. 

In-Home Support Services (IHSS)
IHSS is another program approaching start-up. IHSS
is available to recipients of Home and Community
Based Services through the Elderly, Blind, and Disabled
(EBD) waiver, and to families of children served under
the Children's Home and Community Based waiver
(Children's HCBS). IHSS allows recipients to select
and direct their in-home workers. There are two major
differences between this and CDAS:

● Participants may have a family member or other 
authorized representative (surrogate) to direct the

services on their behalf.  

● The program will use an in-home
service agency that will be given
greater flexibility than is available

under more traditional programs,
such as allowing the use of
non-credentialed workers. The
agencies will be required to
provide 24-hour back-up
services and will be restricted
from discontinuing clients
until the client or the agency
finds replacement services.

Federal Initiatives
On the federal front, there are

several initiatives working towards
allowing people to have more control

over their lives.   

● Money Follows the Person
President George W. Bush's staff under the New 
Freedom Initiative have proposed a five-year, 
$1.75 billion "Money Follows the Person" Initiative in
the President's 2004 proposed budget. That budget 
has yet to be approved by Congress.   

● Systems Change Grants
A companion Executive Initiative offered under the 
2003 Systems Change Grants for Community Living
provides up to $7 million for states to develop and 
implement strategies so that funding can follow 
people from institutional to community settings.  

WW
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In both cases, the money is intended to pay
for home and community based services
(HCBS) for people leaving institutions in
states that develop and implement
strategies to correct the historical
imbalance of the majority of resources
being available for institutional services.

Rebalancing is a word that is used
with this initiative to mean adjusting
the state's publicly funded long-term
supports to increase the availability
of community options and reduce
reliance on institutions. The result
would be that the supply of available
services would reflect the preferences of
people with disabilities and older people.
"Money Follows the Person" is a phrase
referring to a system of flexible financing for
long-term services that enables available funds to
move with the individual to the most appropriate and
preferred setting. To the individual, the movement of
these funds may appear seamless and will occur as
the individual's needs and preferences change. People
receiving supports, not providers or program managers,
drive resource allocation decisions as they move through
the long-term care system.

On July 11, 2003, Senators Tom Harkin (D-IA) and
Gordon Smith (R-OR) were joined by Senators Ted
Kennedy (D-MA), Frank Lautenberg (D-NJ) and John
Kerry (D-MA) in introducing The Money Follows the
Person Act of 2003 (S. 1394). Additionally, Senators
Spector (R-PA), Schumer (D-NY), Breaux (D-LA), and
Clinton (D-NY) have signed on to the bill. There is no
comparable House bill. S. 1394 would authorize
President Bush's Money Follows the Person initiative
in his FY 2004 budget request.

● Cash and Counseling
Another federal initiative established as a pilot in 
the late '90s was called "Cash and Counseling."  
Arkansas, Florida, and New Jersey implemented 
demonstration waivers to allow individuals to choose
between traditional agency-delivered personal 
assistance services and their cash equivalent. 
Those who volunteered to participate were 
randomly assigned to receive a cash allowance 
plus a menu of supportive counseling services and 
assistance with bookkeeping, check writing and tax 
paying tasks; or were included in a control group 

receiving the traditional agency-delivered
services. Participants had the option of hiring

friends, family members or others. They
could use their budget to modify their
home or vehicles or to purchase items
that would help them live independently.

The outcomes for the initial demon-
stration were multi-faceted:

● It is no surprise that when
Medicaid beneficiaries of various
ages and disabilities had the option
to direct their own supportive services,

their quality of life was improved, sat-
isfaction with services increased, and

nursing home usage was reduced without
compromising health or safety, or costing

more than traditional agency services. 

● It is clear that the cash option may not be the 
most effective approach for all, and that outreach,
communications, and services must be versatile 
and personalized. Cultural, racial, ethnic, and 
language diversity must be planned for when 
tailoring all aspects of a program to accommodate
individualized needs.

● Arkansas, Florida and New Jersey contributed to 
the establishment of protocols for developing and 
monitoring fiscal intermediaries and for managing quality. 

● In Phase 2 more attention will be focused on the 
types and amount of counseling services used, and 
associated consumer satisfaction. 

It was reported in January 2004 that the program would
be expanded, with as many as 10 states receiving up
to $250,000 each over three years to replicate the
initial program. The partners for Phase 2 will include
the following agencies:

● The Boston College Graduate School of Social Work

● Robert Wood Johnson Foundation

● Office of the Assistant Secretary for Planning and 
Evaluation (ASPE)

● The Administration on Aging (AOA) within the U.S. 
Department of Health and Human Services

● The Centers for Medicare & Medicaid Services 
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TTeenn Ways You Can Make the Dream Live
--Justin Dart, With Liberty and Justice for All

Use time passionately.
Be the message. Live the message.
Advocate with love. Love makes you strong.
Recruit without limits. Make everyone your family.
Be political. Be the democracy.
Carry your message through the media to the people.
Spread the truth — make your facts real.
Support organizations aggressively.
Work cross-disability and be diverse.
Work so that government of the people, by the people and for
the people does not perish from the Earth.


