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A RTICLE OF FAITH

“[P]hysical or mental disabilities in
no way diminish a person's right to
fully participate in all aspects of
society”
The Americans with Disabilities Act,
42 U.S.C. 12101

A ND Y ET
People with Disabilities have more medical
conditions, yet are more often poorly
diagnosed [and] over/under treated
- Office of the Surgeon General "The surgeon general’s
call to action to improve the health and wellness of
persons with disabilities." (2005)

M AYBE T HAT ’ S B ECAUSE …
In a recent survey, 10% of people under
guardianship or who sought guardianship
for someone identified a medical
professional as the person who first
recommended it.
- Jameson, et al 2015

T HE S ITUATION O UT T HERE
 In DC….
▪ 70% of people served by Department on Disability
Services have a guardian or substitute decision-maker.

 Nationally….
▪ According to the CQL database, only one-half or fewer
of the over 8,100 people reviewed were exercising
choices about home, work, goals or services in a way
that was meaningful to them.

K EY C ONCEPT: “I NFORMED C ONSENT ”
▪ The Heart of the Dr/Patient relationship
▪ Three Key Parts:
▪Information from Dr to person
▪Understanding by the person

▪Choice by the person and communication
to Dr
- American Medical Association

A S W ITH EVERY D ECISION
Assistance can be provided to help individual
make medical decisions:
“Explain that to me in English”
Ability to make decisions is a continuum. A
person may be able to make some but not
others
Capacity to Consent to Surgery is NOT the
Same as Capacity to Perform Surgery

T HEREFORE
There is a need to empower and enable
Informed Consent in ways that are
Flexible
Immediate
Improve Dr-Patient communication and
collaboration
Increase the role of family, friends, and
people close to the patient

D OESN ’ T T HAT S OUND L IKE S UPPORTED
D ECISION -M AKING ?
People working with friends, family members, and
professionals to help them understand the situations and
choices they face so they can make their own decisions
- Blanck & Martinis, 2015

“The solutions also are different for each person . Some
people need one-on-one support and discussion about the
issue at hand. For others, a team approach works best. Some
people may benefit from situations being explained
pictorially. With Supported decision-making the possibilities
are endless.”
- Administration for Community Living, “Preserving the Right
to Self-determination: Supported Decision-Making ”

M AYBE T HAT ’ S W HY …
Supported Decision-Making has been endorsed
by:
▪ US Department on Health and Human
Services
▪ American Bar Association
▪ National Guardianship Association
▪ ASAN
▪ The Arc
▪ NAMI
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M AKING IT H APPEN
 Easy as adding language “and for
decision-making purposes” in HIPAA
release
 Or make up your own form.
 Or use models, like those found at
www.SupportedDecisionMaking.Org

POA WITH S UPPORTED D ECISION M AKING
Power of Attorney giving agent decision-making
authority:
“It is my and my agent’s intent that we will work
together to implement this Power of Attorney. That
means that I should retain as much control over my
life and make my own decisions, with my agents
support, to the maximum of my abilities. I am
giving my agent the power to make certain
decisions on my behalf, but my agent agrees to
give primary consideration to my express wishes
in the way she makes those decisions.”

M EDICAL A DVANCED D IRECTIVE WITH
S UPPORTED D ECISION -M AKING
“My agent will work with me to make
decisions and give me the support I need and
want to make my own health care decisions.
This means my agent will help me understand
the situations I face and the decisions I have
to make. Therefore, at times when my agent
does not have full power to make health care
decisions for me, my agent will provide
support to make sure I am able to make health
care decisions to the maximum of my ability,
with me being the final decision maker.”

“P ERSON C ENTERED P LANNING ”
Person Centered Plan MUST:
 Address “health and long-term services and support
needs in a manner that reflects individual preferences
and goals.”
 Result “in a person-centered plan with individually
identified goals and preferences, including those
related community participation, employment, income
and savings, health care and wellness, education and
others.”

https://www.medicaid.gov/medicaid/hcbs/do
wnloads/1915c-fact-sheet.pdf
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Culture of Coordinated Support:
Doesn’t That Sound Like:
Special Education Transition services are “a coordinated set of
activities”
▪ To “facilitate the child’s movement from school to post -school
activities, including post -secondary education, vocational
education, integrated employment (including supported
employment), continuing and adult education, adult services,
independent living, or community participation ;”
 Are “based on the individual child’s needs, taking into account
the child’s strengths, preferences, and interests; and
 Include “instruction, related services, community experiences,
the development of employment and other post-school adult
living objectives, and, when appropriate, acquisition of daily
living skills and functional vocational evaluation .”
20 USC 1401(34)
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C ULTURE OF C OORDINATED S UPPORT:
D OESN ’ T T HAT S OUND L IKE
VR Supports and Services include:
▪
▪
▪
▪
▪
▪
▪
▪
▪
▪
▪
▪

Assessments
Counseling
Job search and retention services
Assistive technology
Medical and mental health care
Education Expenses (including College)
On the job training
Job coaches
Transportation
“Maintenance” payments
Interpreters
Services to family members (like Day Care!)
3 4 C FR 361. 48
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P ERSON C ENTERED P LANNING F OCUSES O N
What is:

Important TO the Person


Important FOR the Person

Where the Person is and where the Person wants
to be


What needs to change and what needs to
stay the same to get there

C ULTURE OF C OORDINATED S UPPORT:
D OESN ’ T T HAT S OUND L IKE …

Supported Decision-Making?
The Student Led IEP?
Informed Choice in VR?
Informed Consent in
Medical Care?

P LANNING T HROUGHOUT T HE L IFE C OURSE

Supported Decision-Making can work in
a number of contexts – if it requires a
decisions, Supported Decision-Making
can help the person exercise the Right
to Make Choices

E XAMPLE : F INANCIAL A UTHORITY
I will not buy, sell, manage, or otherwise take or
exercise any interest in any tangible property or item
costing or worth more than $X without my agent’s
agreement. For example, if I want to buy or sell a car
for $20,000, I would need my agent to agree or the
sale could not go through.
In making decisions whether or not to buy, sell,
manage, or otherwise take or exercise any interest in
any tangible property or item costing or worth more
than X, my agent and I will discuss the situation and
give consideration to my express wishes before my
agent decides whether or not to agree.

E XAMPLE : B ANKING
I agree that my agent will be listed as a joint account holder on all
bank or other financial institution accounts – including checking
and savings accounts, as well as credit and debit cards – that I
have or open while this power of attorney is in effect.

I agree that I will not withdraw more than $X from any account,
write a check for more than $X, or otherwise cause more than $X
to be withdrawn from or charged to any account unless my agent
agrees.
In making decisions whether or not to agree to write checks,
withdraw money from my accounts or charge money to my
accounts, my agent and I will discuss the situation and give
consideration to my express wishes before my agent decides
whether or not to agree.

W HAT D OES T HAT A LL A DD U P TO ?
“[P]eople with disabilities cannot have
a decent quality of life with limited
financial resources and modest
government support.”
- Forbes Magazine, “Are Tax-Free ABLE Accounts
The Right Financial Solution for People with
Disabilities,” 12/4/14

22

W HEN YOU R ECEIVE P UBLIC B ENEFITS
To live independently, many people rely on
public benefits like Medicaid, SSI, and SSDI
To qualify for Medicaid/SSI, you generally may
not have more than $2,000 of countable assets.
Earnings of more than the substantial gainful
activity (SGA) level can also affect eligibility for
these programs.
If families provide financial or “in-kind” support,
the person may be disqualified or have benefits
reduced.
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E NTER ABLE

A chieving a
Better
Life
Experience
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W HAT I T I S
Like 529 Accounts for Education
Family, friends can contribute up to $14,000
per year into an ABLE account
ABLE account money can be withdrawn, tax
free, to pay for housing, transportation,
healthcare and other expenses
Money in an ABLE account does not affect
eligibility for Social Security or
Medicaid/Medicare (if there is more than
$100,000 in account, SSI benefits will be
suspended, but still receive Medicaid).
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E LIGIBILITY FOR ABLE
An ABLE Account can be established for or by any
individual with a disability, including:
▪ An individual eligible for SSI or SSDI due to blindness or
disability.
▪ An individual who WOULD be eligible under disability
criteria for SSI/SSDI, even if
▪ S/he has not been found eligible
▪ S/he WOULD NOT be found eligible due to income.
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E STABLISHING E LIGIBILITY
Is designed to be done by filling out a tax
form with a Dr certification saying the person
has a disability that would make him or her
eligible for SSI or SSDI
States can set up their own ABLE accounts
but you don’t have to live in the state to open
an account
Missouri ABLE account is the STABLE account:
www.MoABLE.Com
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S PECIFICALLY
ABLE Account funds can be used for:

▪ Education—including tuition for preschool thru post-secondary education, books,
supplies, and educational materials related to such education, tutors, and special
education services.
▪ Housing—including rent, mortgage payments, home improvements and
modifications, maintenance and repairs, real property taxes, and utility charges.
▪ Employment Support—including expenses related to obtaining and maintaining
employment, including job-related training, assistive technology, and personal
assistance supports.
▪ Health—including premiums for health insurance, medical, vision, and dental
expenses, habilitation and rehabilitation services, durable medical equipment,
therapy, respite care, long term services and supports, and nutritional management.

▪ Transportation—including the use of mass transit, the purchase or modification of
vehicles, and moving expenses.
▪ Other Life Necessities—including clothing, activities which are religious, cultural, or
recreational, supplies and equipment for personal care, community -based supports,
communication services and devices, adaptive equipment, assistive technology,
personal assistance supports, financial management and administrative services,
expenses for oversight, monitoring, or advocacy, funeral and burial expenses .
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A PATH O UT OF P OVERTY
Education

ABLE
ACCOUNT

EARNED
INCOME

Employment Training
& Support
Transportation; AT

JOB
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ABLE A CCOUNTS AND S ELF D ETERMINATION

In ABLE Accounts, the
person with disabilities
decides how the money is
spent
30

T HE W HOLE P OINT
Purpose of the ABLE Act is:
“supporting individuals with disabilities to
maintain health, independence, and quality
of life.”
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M AKING IT A CHIEVE -ABLE
If Increased Self-Determination=Improved
Health, Increased Independence, and Better
Quality of Life . . .

Shouldn’t ABLE Accounts
Increase Self-Determination?
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B RINGING I T TOGETHER :
A C OORDINATED S UPPORT P LAN
 Review! Go through each area of the individual's
life.
▪ Example: Financial, Medical, Social, Employment

 Brainstorm! Does the person need support in
these areas?
▪ If so, talk about what support could help, who could
provide it, and how

 Write! As you develop support solutions, create a
written plan for the person and team to use
 Attach! Include it as part of the person’s IEP, ISP,
IPE, and other plans
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M AKING I T H APPEN :
D REAM -I NSPIRED P LANNING
▪ Coordinating and collaborating to create
support plans that build on the person’s
dreams.
▪ Goals and Objectives are created by
working with the person to identify their
dreams, the values that make them up,
and the education, employment,
independent living, and other goals that
match up to them
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D REAM -I NSPIRED P LANNING :
T HREE S TEPS
Dream: The person identifies and
communicates his/her dreams
Dig: Conversations between the person and
the support coordinator about his/her
dreams, the values and visions that make
them up, and the implications of them
Develop: The person and support coordinator
develop program goals and objectives that
are consistent with and move the person
toward their dreams
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D REAMING
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I T C AN H APPEN :
P ROJECT RENEW
Provided young adults with coordinated services including
employment planning and training as well as education in
independent living skills and social skills- Malloy, 2013.
 First year of program
▪ 93% of participants found employment
▪ 69% maintained employment for more than 6 months

 2 years after program
▪ 94% either completed high school or were involved in a high
school program
▪ 75% were enrolled in post-secondary education
▪ 83% found employment

- Hagner, Cheney, & Malloy, 1998
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I T IS H APPENING
 Laws in Texas, Delaware, Wisconsin, Tennessee,
and the District of Columbia increasing access to
Supported Decision-Making
 National Resource Center for Supported DecisionMaking – www.SupportedDecisionMaking.Org
 Projects in South Carolina, Tennessee, New York,
Kentucky, California, Nevada, North Carolina,
Maine, Massachusetts, Florida, Georgia, and
others focused on increasing access to Supported
Decision-Making
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I T IS H APPENING :
R UTLAND , V ERMONT AND P ICKAWAY O HIO
Partnerships between High School,
Vocational Rehabilitation, and I/DD agency
Identifying HS Students with I/DD who are
at risk of guardianship
HS, VR, and I/DD Agency creating joint
plans with unified goals and
complimentary supports to maximize
independence
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T HE E LEPHANT I N T HE R OOM : S AFETY
NOTHING: Not Guardianship, Not Supported
Decision-Making is 100% "Safe."
HOWEVER: Supported Decision-Making
Increases Self-Determination (Blanck &
Martinis, 2015), which is correlated with
increased Safety (Khemka, Hickson, &
Reynolds, 2005).
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S IGNS AND S IGNALS –A BUSE , N EGLECT,
E XPLOITATION
Injuries
Unusual bruising or abrasions
Fear or nervousness
Withdrawal Basic needs not being met

Bills not being paid
Living below means
Unexplained changes in lifestyle

REMEMBER: P ROTECTION I S AVAILABLE
If you see Abuse, Neglect or Exploitation:
Neglect
▪ Police
▪ APS
▪ CPS
▪ Attorney General’s Fraud Unit
▪ Protection and Advocacy System
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BUT REMEMBER: A DULTS A RE A LLOWED
TO MAKE BAD D ECISIONS
Health
Money
Love
Living Conditions

C HANGE T HE C ULTURE , C HANGE T HE
W ORLD !
“Long after the schools, Vocational
Rehabilitation, early interventionist, behavioral
consultants, and para-educators have gone.
the students will be adults. . . We [are]
ethically, morally, and fiscally responsible for
supporting their lives of success and meaning .
. . . We have the tools, we have the means . . .
we have the vision.”
Gustin, 2015
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J OIN THE C ONVERSATION
National Resource Center for
Supported Decision-Making:
SupportedDecisionMaking.Org
Jonathan Martinis, Something Else
Solutions, LLC
SomethingElseJM@Gmail.Com
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