Supported Decision-Making Teams: Setting the Wheels in Motion
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Part 1: HOW can | help my Friend or Family Member use SDM?
Start by BRAINSTORMING! (This can be free form or See ACLU Brainstorming Guide or others
included in the SDM Toolkit attached.)

Is it necessary to have the individual assessed? Would it be beneficial? Are there assessments
already completed that can help determine this person’s current decision making skills?
(See suggested SDM Assessments in the SDM Toolkit attached.)

What decisions can and does the person already make?

How are these decisions made?

What decisions are important to the person? (See suggested sample SDM Agreements in the
SDM Toolkit.)
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Part 2: WHO should be on the SDM Team?

List people who are both trusted and likely willing to go on this SDM journey.

Do these people also accept and support the individual?

Do these people have knowledge/expertise in an area we may include in the SDM agreement?

Will they likely be available long term? Could they be an interim Team member for the short
term?

Are they flexible and willing to make the individual “the agenda”?
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Part 3: WHAT are the Goals of the Individual and the SDM Team in the "“big picture”?
What are the person’s current or written goals? Reference the person’s current IEP (Individual
Education Plan), IPP (Individual Program Plan), IPE (Individualized Plan for Employment), ISP
(Individual Service Plan) and any other memorialized goals.

Finance Speech and Language

Medical Interpersonal/Social

Housing Behavior

Employment Self-Care/ADL (Activities of Daily Living)
Education Organization

What goals does the individual personally want that is not yet memorialized?

Where do these areas overlap?

What does the person need to reach those goals? Are PCP (Person Centered Planning) tools
being used? Is the individual using resources like the SDP (Self-Determination Program)? (Links
available in the SDM Toolkit.)

What are the challenges/obstacles to success in achieving these goals?

“WHO" can help and how? Do they have an expertise? What do they bring to the team? These
should not only include potential SDM Team members, but also resources and people who may not
be on the Team. (i.e. job coach, a case manager, a therapist or other professional, family or friends.)
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Part 4: HOW do we schedule SDM Team meetings? HOW OFTEN should the team meet?
What are individual’s scheduling needs?

What are the needs of potential SDM Team members?

What is plainly manageable for everyone on the Team to begin? Can the Team meet monthly or
biweekly? Will they meet in-person or by phone? What can work?

When is the first meeting date? © Remember we are Setting the Wheels in Motion!

How are we nurturing/fostering relationships with the SDM Team members?

Are we still in the discovery process? What information do the potential SDM Team members need
in order to decide if this will work for them? Remember to keep it simple.

Go back and ASK AGAIN, what does our unique, exceptional person want? Remember decision-
making skills build over time.

Who ...
shares joy with motivates
is driven by a common purpose of can meet the needs and wants of
connects with would be thrilled to be on the Team for

... the individual?

Have we considered people involved with the individual from the past?

Have we stretched to reach out for life’s possibilities?
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WE can SIMPLY begin one step at a time! Time to SET the WHEELS in MOTION!'

1 This paper was supported, in part, by a grant from The National Institute on Disability, Independent Living, and Rehabilitation Research
(NIDILIRR) within the U.S. Administration for Community Living (ACL), Department of Health and Human Services, Washington, D.C.
20201. Grantees undertaking projects under government sponsorship are encouraged to express freely their findings and conclusions.
Points of view or opinions do not, therefore, necessarily represent official NIDILIRR or ACL policy.

The authors thank Amanda M. Woodward, Syracuse University class of 2017, for her invaluable assistance and creativity in support of this
paper.
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Appendix Table: SDM Parent Group - Individual Implementation Intake Form

SDM Resources: A Toolkit for the Success of Exceptional Individuals

Supported Decision Making: Protecting Rights, Ensuring Choices:
https.//youtu.be/Q8Na88Wz90l

National Resource Center for Supported Decision-Making:
http://supporteddecisionmaking.org

The Next Generation of Freedom and Self-Determination: Moving Supported Decision-Making
from Theory to Practice Webinar Series:

Youth in Transition (DC Schools)

Medicaid, Home and Community Based Services Settings Final Rule

ABLE Act, “Achieving Better Life Experience”
http://supporteddecisionmaking.org/events/supported-decision-making-and-youth-transition

Supported Healthcare Decision Making:

0 National Resource Center for Supported Decision-Making,
www.supporteddecisionmaking.org

0 UCSF Office of Developmental Primary Care, http://odpc.ucsf.edu/supported-health-care-
decision-making

0 Special Hope Foundation, http://specialhope.org/resources/
Videos of Individuals and Families implementing SDM:

0 Special Hope/ACLU Supported Decision Making: Gabby’s Story
http://youtu.be/duy)JkZ2mIQ

0 Delaware Supported Decision-Making: Your Support, My Decisions
http://youtu.be/dGJe5KyflxM

0 Massachusetts Nanotucket SDM Pilot - Woman with Down Syndrome
http://youtu.be/wfsMAM78IXk

IDEA/U.S. Department of Education: http://idea.ed.gov/

0 Purpose of IDEA: “... prepare them for further education employment, and independent
living.”
20 U.S.C. § 1400 (d)(1)(A)
http://idea.ed.gov/explore/view/p/%2Croot%2Cregs%2C300%2CA%2C300%252E1%2Ca%2C

0 IEP (Individualized Education Program): 34 C.F.R. § 300.320
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http://idea.ed.gov/explore/view/p/%2Croot%2Creqs%2C300%2CD%2C300%252E320%2C

0 Transition Services: “... post-school adult living objectives, and when appropriate, acquisition
of daily living skills.” 20 U.S.C. 1401 (34)
http://idea.ed.gov/explore/view/p/%2Croot%2Cregs%2C300%2CA%2C300%252E43%2C

= What's Next?: A Self-Advocate’s Guided Tour through Transition for Parents and
Other Supporters
UCSF LINK: http://odpc.ucsf.edu/odpc/html/for self advocates/index.html#
DIRECT LINK:
http://odpc.ucsf.edu/sites/odpc.ucsf.edu/files/pdf docs/FINAL%20Trans%20Guide%20
11.18.16%20ALL 0.pdf

= Ten Tips That May Help Your Child’s Transition To Adulthood
http://www.pacer.org/parent/php/PHP-c107.pdf

= Center for Parent Information and Resources:
http://www.parentcenterhub.org/repository/transitionadult/

» Charting The Life Course: Transition tools and webinars
http://mofamilytofamily.org/get-information/lifecourse/life-stages/transition/

o California Department of Education: http://www.cde.ca.gov/index.asp

¢ National Association of Councils on Developmental Disabilities (NACDD): http://nacdd.org/

¢ (California: The Lanterman Developmental Disabilities Services Act and Regional Centers:
http://www.dds.ca.gov/Statutes/Statutes Home.cfm
http://www.disabilityrightsca.org/pubs/506301Ch01.pdf

¢ |IPP (Individual Program Plan)
http://www.dds.ca.gov/RC/RCipp.cfm
http://www.disabilityrightsca.org/pulbs/506301Ch04.pdf

e PCP (Person Centered-Planning)

0 Person Centered Planning: A Tool for Transition
http://supporteddecisionmaking.org/legal-resource/person-centered-planning-tool-transition-
0

0 Person Centered Thinking Tools: http://www.php.com/#!pct-tools/tfkne

0 PCT for those with Chronic Health Issues: Think About Your Life, Easy Thinking Tools
for Living Well by Think and Plan: http://www.thinkaboutyourlife.org/
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O PCT One Page Profile Templates by Think and Plan: http://www.thinkandplan.com/one-
page-profiles.html

0 Tools for those with training in Person Centered Thinking by Think and
Plan: http://www.thinkandplan.com/person-centred-thinking.html

e California: SDP (Self-Determination Program)
http://www.dds.ca.gov/SDP/Index.cfm

¢ Department of Vocational Rehabilitation
http://www.ecfr.gov/cqgi-bin/text-
idx?SID=61dfb3cfca74e84c319c2badb25c5c56&mc=true&node=pt34.2.361&rgn=div5
http://www.rehab.cahwnet.gov/Vocational-Rehabilitation.html
o Coordination with education officials: 34 CFR §361.22 http://www.ecfr.gov/cgi-bin/text-
idx?SID=61dfb3cfca74e84c319c2badb25c5c56&mc=true&node=pt34.2.361&rgn=div5#se34.
2361 122

o IPE (Individual Plan for Employment): 34 CFR §361.45, Development of the individualized
plan for employment. http://www.ecfr.gov/cgi-bin/text-
idx?SID=61dfb3cfca74e84c319c2badb25c5c56&mc=true&node=pt34.2.3618rgn=div5#sp34.
2361.a

e Medicaid Waiver

o ISP (Individual Support Plan): https://secure.in.gov/fssa/files/ISP_Form.pdf

0 HCBS (Home & Community Based Services): https://www.medicaid.gov/Medicaid-
CHIP-Program-Information/By-Topics/Long-Term-Services-and-Supports/Home-
and-Community-Based-Services/Home-and-Community-Based-Services.html

0 HCBS, Frequently Asked Questions:
http://www.dds.ca.gov/HCBS/docs/fagRules.pdf

o Fact Sheet: Home and Community Based Settings Rule:
http://www.dds.ca.gov/HCBS/docs/hcbsFactSheet.pdf

o HCBS Advocacy
https://hcbsadvocacy.org/learn-about-the-new-rules/

0 HCBS Waivers, California Department of Developmental Services
http://www.dhcs.ca.gov/services/Pages/HCBSWaiver.aspx
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0 "“...community participation, employment income and savings, healthcare and wellness
education.” www.medicaid-chip-program-information/by-topics/long-term-services-and-
supports/home-and-community-based-services/downloads/1915c-fact-sheet.pdf

o California: Medicaid Waiver Institutional Deeming
http://www.sclarc.org/pdf/Medicaid%20Waiver%20Institutional%20Deeming.pdf

¢ Housing/Living Options

o Living Arrangements for Persons with Developmental Disabilities, California
Department of Developmental Services
http://www.dds.ca.gov/LivingArrang/Home.cfm

o Living Options - Parents Helping Parents
http://www.php.com/#!ac-living-options/v64bv

0 ILS (Independent Living Services),California Department of Developmental Services
http://www.dds.ca.gov/LivingArrang/IndLiving.cfm

o0 National Council on Independent Living
http://www.ncil.org/

o SLS (Supported Living Services)

0 Supported Living Services, California Department of Developmental Services
http://www.dds.ca.gov/sls/

O California Supported Living Network
http://www.supportedliving.com/
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