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Free at Last, Oh Lord, Free at Last:
Self-Determination in Colorado

By Marcia Tewell, Executive Director
Colorado DD Planning Council
Reprinted with permission, Spring 2003

As 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 constituents 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 two-columns relate to fiscal issues and control over how funds are
used.



(continued from previous page)

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 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 disabili-
ties, 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.
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s Support The Arc/US.....Shop Online '8
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:0: Shop at your favorite retail store! Over 400 stores and services are linked to the :0:
y.q www. ForSociety.com—including Amazon, Brookstone, eBay, Hotwire, J Crew, Land’s ;’q
"8\ end, Martha Stewart Living, Petsmart, Tupperware, and more! When you shop at www. g}
:0: ForSociety.com, commissions of 5% - 30% are returned to The Arc. And unlike many on- :0:
& line charity-shopping sites, www.ForSociety.com returns 100% of that commission to The yzq
al Arc. al
:0: Shopping on ForSociety.com is simple. First, log-on to www.forsociety.com. :0:
& Second, choose the organization you want to support—The Arc is listed under Human ygq
:.: Services drop-down menu. Then shop! ForSociety.com links directly to the retail web- :.:
;v‘sit‘es.. You hqve Sfull Shoppz:ng capability on every site—no limited menus, no inﬂated%
yzq pricing, no third party ordering. y‘q
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