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Note. In this second edi�on
about self-determina�on,
addi�onal thoughts, research
findings and defini�ons.

Why does the idea of paying for
your own services sound so good?
It sounds good because most
people think it is be�er to choose
your services than to have
someone else choose them for you.
It also sounds good because it
should mean more say so over
things. For example, you would be
able to say who will work with you,
when they will work with you,
what they will do, how much they
will get paid, and if they will keep
their jobs. It also sounds good
because in our country, the paying
customer is always right!

John O’Brien

Overview of California’s
Self-Determina�on Program
California’s Self -Determina�on Program (SDP) provides
individuals with au�sm, cerebral palsy, epilepsy, intellectual
disabili�es, and other developmental disabili�es and their
families with more control and flexibility over the services and
supports they need. Self-determina�on is a voluntary regional
center program that provides par�cipants with an individual
budget, which they can use to purchase the services and
supports they need to implement their person-centered plan
(PCP) and Individual Program Plan (IPP). For example,
par�cipants and families may purchase services from
tradi�onal providers or local businesses, hire support workers
directly, or nego�ate unique arrangements with groups and
individuals in their communi�es.

The SDP is based on a 20-year old pilot project in which almost
200 individuals par�cipated in a test of self-determina�on in
five regional centers. The pilot program has been a resounding
success and, a�er many a�empts, it is finally being expanded
throughout California.

The Self-Determina�on Program will be phased in over three
years. On October 1, 2018, DDS randomly selected the first
2,500 par�cipants based on geographic and racial/ethnic
diversity. On June 5, 2021, the program will be available to all
eligible individuals on a voluntary basis with no limit on the
number of par�cipants. Visit the Interchange website for great
resources on self-determina�on.

https://allenshea.com/the-california-gatherings-committee-newsletters-and-resource-notes/
https://disabilityvoicesunited.org/interchange/self-determination/
https://website
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Self-Determina�on is
About Shi�ing Power and
Money
An Excerpt from Independent Evalua�on of
California’s Self-Determina�on Pilot Projects
- The Center for Outcome Analysis (2002)

Most key informants believe that self-
determina�on is in keeping with the ideals of the
law that has structured California’s en�re
developmental services system, the Lanterman Act.
In fact, many believe that self-determina�on is an
essen�al step in moving forward with the vision of
the Lanterman Act: freedom, individual supports,
and dignity through partnership.

“In its clearest opera�onal form, the theory of
self determina�on is this:

1. If power shi�s (carefully, gradually,
responsibly, case-by-case) from paid
professionals toward the people and their
freely chosen allies,

2. Then lives will improve,

3. And costs will be the same or lower than
theywould be in the tradi�onal
professionally-dominated approach.

We measured the sharing of power between
people (plus allies) and paid professionals by
visi�ng each par�cipant each year, and by
collec�ng a power measurement scale we
developed specifically for our self-determina�on
research during the past decade. The data from

Con�nued on page 3

Excerpt from
What Happens When You Pay
for Your Own Services?
by John O’Brien
What Happens When You Pay for Your Own
Services? (Responsive Systems Associates, Inc.)

Are you Ready?
If you decide to make the change, what you get
out of it will be worth the hard work you put into
it. As a customer who chooses services and pays
for them, you can get things set up the way you
want them. It doesn’t mean everything will be
perfect, but it can mean you have a lot be�er
chance at living the kind of life you choose.

In most places, the government s�ll pays
people who give services. Services like a place
to live, help with finding a job, support in
keeping a place of your own.

In some places, things are star�ng to change!
The government is star�ng to give money to
people with developmental disabili�es to pay
for their own services. This gives people more
decisions to make about what service they
need and when they need it.

There are some ques�ons to ask about this
change. Will it really change anything? Will
people really get be�er services if they can
pick and choose?

Some people say yes. If you pay for your own
services and you don’t like them, you find
someone else to pay.

It may not work that way. Paying someone to
help you live your life is not like buying a car or
a house. It is different. This paper talks about
how it can be different.

You can read the complete paper here.
The California Gatherings
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https://allenshea.com/wp-content/uploads/2016/10/payingcustomer.pdf
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the visits show clearly that power has shi�ed measurably and significantly. On our 100-point scale,
power shi�ed from paid professionals toward people and the allies (usually rela�ves) by about 5
points. This change was sta�s�cally significant, and rather large, considering that less than two years
passed between measurements. Thus the first part of the theory has been supported.

The second part of the theory says that improvements in quali�es of life will accompany the power
shi�. We applied measurement scales that have been used for more than two decades in dozens of
major studies in the developmental disabili�es field, again, via personal visits and data collec�on with
all the par�cipants. To strengthen our scien�fic evidence, we also included study of a “Comparison
Group” of people at one of the Regional Centers who did not par�cipate in self-determina�on. We
found strong evidence to conclude that many quali�es of life for par�cipants and families did
improve, and none got worse. Moreover, the subjec�ve percep�ons of quality of life indicated very
strong changes for the be�er. People and their allies believe they are much be�er off in the self
determina�on paradigm than theywere in the tradi�onal approach.

The third part of the theory says that self-determina�on will not cause increases in public costs. The
idea underlying this part of the theory is that people and their allies are themselves fiscally
conserva�ve, on the whole. Although excep�ons do occur, the evidence shows that the great
majority of people have purchased just what they need, and no more, when given real choice and
control of resources. Over a three year period of observa�on, purchase-of-service costs increased
for the self-determina�on par�cipants, but they increased less than for the comparison group of
non-par�cipants. Thus our evidence strongly suggests that the cost-neutrality part of the theory is
thus far true in California. The evidence further supports the inference that self-determina�on has
been fiscally conserva�ve, holding back cost increases that might otherwise have occurred.

However, a very large source of assistance for California’s developmental services system is Federal
funding via the Medicaid Waiver. For the self- determina�on experiments, the Federal Waiver
program was consciously ignored. This was done in the belief that Waiver requirements and
restric�ons might have ar�ficially limited flexibility by “disallowing” crea�ve uses of public dollars. We
found that, in fact, the self-determina�on par�cipants sharply reduced their Waiver par�cipa�on
over the three years of the pilot projects. This situa�on must change if self-determina�on is to
con�nue and expand. Self-determina�on has been applied in Waiver environments in many other
states, and it can surely be done in California. Since the Federal government will pay for more than
50% of California’s approved community support costs, it should be obvious that no program that
exists outside the Waiver can long survive. Self-determina�on must be made “Waiver friendly.” Find
the complete study here.

Self-Determina�on is About
Shi�ing Power and Money, con�nued
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http://www.eoutcome.org/Uploads/COAUploads/PdfUpload/SDCArFinal.PDF
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Below is an excerpt from a great, plain language workbook series
produced by Tri Coun�es Regional Center. You can find the
complete set of materials in English and Spanish here. The link to
the English version is here. The Spanish version here. You can find
presenta�ons about the materials in both English and Spanish.
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https://www.tri-counties.org/self-determination-program/
https://tcrc.app.box.com/folder/90604072158?s=lsez2n0dy284abdrm0yhu4riqnsyof9r
https://tcrc.app.box.com/folder/90604178626?s=po91782bw14eu23utqv1mdorekpl1ybm
https://tcrc.app.box.com/file/296008196799?s=mmiimj3mpk7uasvmq7spt6d26nljcr9y
https://tcrc.app.box.com/file/295274751977?s=l9yt177j4meb9q0nnt1frhtn428oqeqg

