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Alternate Format Copies Available 
Upon Request

Contact: Erin Leveton
Alvarez and Marsal 

Public Sector Services
(301) 938-6315

eleveton@alvarezandmarsal.com
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Joan Christopher and Nicci Jones
University Center for Excellence in 
Developmental Disabilities
Georgetown University Center for Child and 
Human Development

Supported Decision-Making & 
Employment: One Family’s Experience
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Self Determination???? What is it???

• It’s about making things happen in your 
own life!

• It involves supports, opportunity for 
making choices, making decisions and 
more!
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What Do We Mean by Self 
Determination?

Self determination is

• believing you can control your own destiny 

• setting goals for yourself

• being in charge

• making your own choices,

• learning to effectively solve problems, and

• taking control and responsibility for one's life.
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What Do We Mean by Self 
Determination?

Practicing self-determination also means 
one experiences the consequences of 
making choices

Adapted from Pacer Center 
http://www.pacer.org/tatra/resources/self.a
sp

http://www.pacer.org/tatra/resources/self.asp
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What is Supported Decision-
Making????

• Supported Decision-Making helps a person 
with a disability (and others, too) make and 
communicate decisions about their life!

• It’s about relationships, communicating and 
agreements between a person and her or 
his supporter!



Life Trajectory Worksheet – Exploring Nicci

UMKC Institute for Human Development, UCEDD

Sept 2019

• Days with nowhere to go

• Days spent watching TV

• A boring life without friends and 

family

• People making my decisions

• People speaking for me, unless I ask

• People treating me like I’m invisible 

or stupid

List the things you don’t want or what 

is NOT a “good life”

WHAT I DON’T WANT

• Respect, acceptance and inclusion in 

my community

• Friends and family to love

• A boyfriend

• Meaningful employment

• Interesting and fun things to do

• Good health and free from pain

• Earn my GED

List what you want your 

“GOOD LIFE” to look like

VISION for WHAT I WANT

Mostly shred from home and still shred orders for my church; looking for new location

Mention to my doctor that I lost my space in the church. My doctor gave me space in 

her office (but it’s very small and transportation to and from the office is a problem)

Ask DORS again for assistance and receive funding for (limited) tutoring to improve 

my reading skills
Church finds paying tenant for my space, so I move my business back home

Shred papers in my church space 2-3x week, and “hired” another person with a 

disability to help (but it didn’t work out)
Ask to use space in my church – a 5- month long process, but after much persistence 

I was given a secure space, with the understanding that I’d have to move if and when 

the space was rented out

Ask DORS for funding for shredding business, but told I need a business location 

Volunteer with Pyramid Atlantic Store stamping merchandise bags and shredding 

papers

Always ask new and old friends and customers whether they have any papers I can 

shred - not shy at all
Decide to start a paper shredding business, and works from home.  Friends and 

family developed flyers, researched business aspects, developed a business plan

Tried work experiences in high school, but none fit
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Morgan K. Whitlatch
Quality Trust for Individuals with Disabilities

Supported Decision-Making: 
What, Why, How
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Supported Decision-Making: What? 

• Supports that help people make their own 
decisions by using others they trust:

– To help understand issues/choices 

– Ask questions, receive explanations 

– Communicate their own decisions 

(See, e.g., Blanck & Martinis, 2015; Dinerstein, 
2012; Salzman 2011). 
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Supported Decision-Making: Why? 

• Self-Determination = Life Control

– People’s ability and opportunity to be 
“causal agents . . . Actors in their lives 
instead of being acted upon” 

(Wehmeyer, Palmer, Agran, Mithaug, & 
Martin, 2000, p. 440)
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It Makes Sense!

• Studies have shown that people with 
greater self-determination are:

– More independent

– More integrated into their communities

– Healthier

– Better to able and recognize abuse
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More Evidence 

• Students with disabilities who have self-
determination skills are more likely to 
successfully make the transition to 
adulthood, including improved education, 
employment, and independent living 
outcomes 

(See Shogren, Wehmeyer, Palmer, Rifenbark & 
Little 2015; Powers, Geenen, Pommier-Satya, 
Turner, Dalton, et all, 2012; Wehmeyer & 
Schwartz, 1997)
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More Evidence 

• People receiving public IDD services with a 
guardian are significantly less likely:

– To work in a paid community job

– To have employment as a goal in their 
service plan. 

(See Bradley et al., National Core Indicator 
Data Brief, 2019)
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And More Evidence 

• When denied self-determination, people 
can:

– “[F]eel helpless, hopeless, and self-
critical” (Deci, 1975, p. 208)

– Experience low self-esteem and passivity, 
decreasing their ability to function 
(Winick 1995, p. 21; Wright, 2010, p. 354)
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Supported Decision-Making: How? 

• There is no “one size fits all” method

– SDM looks different for different people

• It is a paradigm, not a process or program 

– Ask: What will it take? 

– Work with the person to identify what 
help is needed and wanted and how to 
provide it.
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Common Considerations

• All forms of SDM recognize:

– Autonomy, presumption of capacity, and 
right to make decisions on an equal basis 
with others.

– Take part in a decision-making approach 
that does not remove rights.

– People will often need assistance

(See Dinerstein, 2012)
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Rethink “Capacity”

• “Capacity” is not:

– “all or nothing” or 

– based solely on IQ or diagnosis.

• People may have “capacity” to:

– Make some decisions and not others

– Made decisions at some times and not 
others

– Make decisions if they get help 
understanding
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Rethink 
“Human Decision-Making”

• Typical decision-making is flawed

• No standard way to measure “goodness”

• Most life decisions are personal, based on 
culture and values.

• Brain and decision-making science are 
deepening understanding of ways to help. 
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Looking Nationally…

• U.S. Administration for Community Living

• National Resource Center for SDM  (2014 to 
present)

– www.SupportedDecisionMaking.org

• National Guardianship Association (2016)

• Social Security Advisory Board (2016)

• American Association on Intellectual & 
Developmental Disabilities & The Arc of the 
U.S. (2016)
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More References to SDM

• American Bar Association (2016 & 2017)

• Uniform Guardianship, Conservatorship,  & 
Other Protective Arrangements Act (2017)

• U.S. Department of Education, Office of 
Special Education and Rehabilitative 
Services, “Transition Guide to Post-
Secondary Education & Employment for 
Students & Youth with Disabilities” (2017) 
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More References to SDM

• National Council on Disability Reports

– “Beyond Guardianship” (2018)

– “Turning Rights Into Reality: How 
Guardianship and Alternatives Impacts 
People with Intellectual Disabilities” 
(2019)

• “Tosha’s Story”: Impact on Employment 

• U.S. Senate Special Committee on Aging, 
“Ensuring Trust” Report (2018)
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U.S. State Trends in SDM

• NRC-SDM State Grant Program

– 18 projects so far

– DC, DE, FL, GA, IN, ME, MN, MS, NC, NV, 
NY, OR, SC, TN, WI

• Court Orders and Decisions

– Examples: FL, IN, KY, MA, ME, MN, NV, NY, 
PA, VA, VT  
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U.S. State Trends in SDM

• NRC-SDM State Grant Program

– 18 projects so far

– DC, DE, FL, GA, IN, ME, MN, MS, NC, NV, 
NY, OR, SC, TN, WI

• Court Orders and Decisions

– Examples: FL, IN, KY, MA, ME, MN, NV, NY, 
PA, VA, VT  
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U.S. State Trends in SDM

• At least 30 states and DC have introduced 
SDM legislation/resolutions

– AK, AR, CA, CT, DC, DE, IL, IN, KS, KY, LA, 
ME, MD, MA, MN, MO, MT, NV, NM, NY, 
NC, ND, OH, OR, RI, TN, TX, UT, VA, WA, 
WI

– As of 9/9/2019  
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U.S. State Trends in SDM

• Of these, 17 have enacted legislation or 
resolutions referring to SDM. 

– AK, DC, DE, IN, KS, LA, ME, MD, MO, NV, 
ND, OH, RI, TX, VA, WA, WI

– SDM Agreements, UGCOPAA or Less-
Restrictive Alternative, Education, Organ 
Transplantation, SDM Studies, and more!
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National Community of Practice 

and Charting the LifeCourse

Framework:

Supported Decision Making and 

Employment Outcomes

Jane St. John
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To build capacity, through a 
community of practice, 

across and within States 
to create policies, practices and 

systems to better assist and 
support families that include a 

member with an intellectual and 
developmental disability 

across the lifespan.

GOAL of the CoP

National 

Community 

of Practice
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National 
Community of Practice 
on Supporting Families 

Charting the 
LifeCourse 
Framework

Hosted by NASDDDS &
UMKC-IHD, UCEDD

Developed by and for people with 

disabilities and their families
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Encourage Policies, Practices, and Strategies in CoP
States to:

1) Encourage and support the role of family 
members in setting expectations and helping their 
family members explore employment 

2) Provide supports including individual skill 
development for job seekers, access to potential 
related supports, and partnerships between states 
and families to break down down potential 
barriers to employment.

Employment – Lens of the CoP
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Lens of LifeCourse: Employment       

and Supported Decision Making
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Missouri’s Journey to Supported 

Decision-Making
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•Partnership: UMKC-IHD, UCEDD; 
MO Protection & Advocacy;         
MO Developmental Disabilities 
Council; and People First of 
Missouri
•Promoted making informed 
decisions about guardianship 
options & alternatives with 
emphasis on supported decision 
making

Mo Guardianship: Understanding 

Options and Alternatives 2009/2013
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Summary of Statute Revisions         
to Guardianship Code

• Missouri’s Working Interdisciplinary 
Network of Guardianship Stakeholders 
(MO-WINGS) met for 6 years working on 
statutory reform

• Changes to Missouri’s Guardianship and 
Conservatorship Statute Chapter 475, 
RSMO (Revised Statutes of Missouri)

• Senate Bill 806, August 28, 2018
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Summary of Statute Revisions                         
to Guardianship Code

• Appointment Priority  (Court to appoint 
suitable relative over unrelated 3rd party)

• Co-Guardians

• Respondents rights at hearings
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Summary of Statute Revisions         
to Guardianship Code

• Petition for appointment of guardian for 
adult must now state factual basis for 
petitioner’s conclusion of incapacity, 
including incidents and specific behaviors 
of respondent that support why sought

• Clear and convincing evidence of incapacity, 
and evidence that needs cannot be met by 
a less restrictive alternative
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Summary of Statute Revisions         
to Guardianship Code

• Court must now consider if respondent’s 
needs can be met by a less restrictive 
alternative before appointing a guardian       
(specifically states SUPPORTED DECISION 
MAKING AGREEMENTS)

• Required specific findings (including 
retention of rights to vote, drive or marry; 
placement or management of other 
essential needs)
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Summary of Statute Revisions         
to Guardianship Code

• NEW Specific guardian powers and 
requirements
– May only exercise authority as 

required by ward’s limitation
– MUST encourage ward to participate 

in decisions to extent possible, and 
develop or regain capacity
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Changing the Law is just 

the beginning…

So, What’s NEXT?
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Missouri’s Vision & Trajectory                       
for Supported Decision Making

Vision for What We Want 

SDM to be in Missouri

What We Don’t Want
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Supported Decision Making Symposium 
– September 2018 

AGREED UPON GUIDING PRINCIPLES

1.  Everyone has equal right to make their 
own decisions, regardless of diagnosis or 
functional challenges.
2.  Respect opinions & deeply held beliefs 
that led parents and advocates to choose 
different options for decision-making support
3.  Promote practices that provide 
individualized decision-making assistance 
that imposes the absolute minimum 
restriction of rights
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Launch of 

Missouri 

Consortium       

on SDM

Recommendations from SDM 
Symposium

Review & expand existing SDM 
projects & resources 
Develop new projects & resources 
to advance SDM
Identify, acknowledge, & overcome 
challenges and obstacles to 
implementing SDM in Missouri
Consortium members identified 
and prioritized strategies and tools 
to implement SDM in Missouri

March 31, 

2019
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Launch of 

Missouri 

Consortium      

on SDM

5 work groups to continue 
progress between meetings:

• Training & Education

• Tools & Resources

• Research & Data

• Outreach & Awareness

• State/Local Policies and 
Practices
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Pilot: 
Charting the LifeCourse Health 

Care Preferences and Supported 

Decision Making for People with 

IDD
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CtLC Health Care Preferences and 
Supported Decision Making 

• Enhance partnership between medical 
professionals, adults with IDD, family 
members, and disability providers that 
supports informed choice and SDM 
practices on health care decisions
• Training & coaching on SDM  
• Develop and disseminate Charting the 

LifeCourse Healthcare Training and 
Coaching Toolkit 
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CtLC Health Care Preferences and 
Supported Decision Making 

• Self-Advocates - increased knowledge, skills and 
confidence for making decisions in healthcare 
settings.

• Family members and disability staff - increased 
skills and knowledge of the Supported Decision 
Making (SDM) process

• Medical Professionals demonstrate increased 
knowledge of IDD & increased skills and confidence 
to partner in the SDM process leading to informed 
consent
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Supported Decision-Making:   

Tools and Resources
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Exploring Supported Decision Making
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More Supported Decision Making Tools
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Ben



51

Ben’s Support Team
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District of Columbia
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Landscape for Systems Change: 

DC’s History

53

• Longstanding class action litigation
• Need to embed values throughout system to 

reach compliance
• Envisioning and starting to build a system for 

all, beyond compliance
• Self-Advocates demanding better outcomes 

around employment
• Families seeking more control, less guardianship 

and state commitment
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People and Families Set Priorities 

for Systems Change

54

• Self-Determination and Supported Decision-
Making

• Person and Family Centered Supports
• Employment
• Peer Supports
• Coordinated Lifespan Supports
• Comprehensive Supports for People with I/DD
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Braiding Resources

55

• Supporting Families Community of Practice 
• Employment First (EFSLMP + Vision Quest)
• No Wrong Door for LTSS
• Transition – Partners in Employment
• Community of Practice on SDM
• Cultural and Linguistic Competency CoP
• + DC investment in Person-Centered Thinking
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Building Partnerships:
Change Happens at the Speed of Trust

56

• Developmental Disabilities Administration 
• Developmental Disabilities Council
• University Center for Excellence in 

Developmental Disabilities
• Protection & Advocacy Organization
• Self-Advocacy Group
• Advocacy Organizations
• Parent Training & Information Center
• And more
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Talking to Families About Employment
 

This tool was adapted by the DC Department on Disability Services, from tools developed by University of Missouri-Kansas City 
Institute for Human Development, University Center for Excellence in Developmental Disabilities (2015).  (Last revised 01/17) 

 

     

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

      

 

 Employment – a good job that creates 

meaning and economic self sufficiency 

 Independence – doing as many things 

independently as possible and as desired 

 Self-determination – making one’s own 

decisions 

 To have a mentor- someone to look up to 

who understands each person’s experience. 

 To contribute to other family members 

 

 To be discouraged by professionals 

 To give Up Hope 

 Boredom 

 To not have a social network of friends or 

employment contacts 

 Negativity and low expectations 

VISION for the Life I WANT 

What I DON’T Want 

Life Trajectory Worksheet: Family Focus on Employment 

Families discussed, what works to support employment? 

Believe, Encourage, Be Creative 

 

Reading to children 

from an early age. 

Asking, “what do you want 

to be when you grow up?” 

Talking about money. 

Advocating at school meetings 

to focus on employment. 

Giving ALL children 

chores, including 

those with disabilities. 

Exposure: bring children to work, go 

to different places of business and 

talk about work, etc. 

Teaching interview skills. 

Find things in the community to 

stay busy – volunteer as a family. 

Find a mentor. 

Staying connected – have a 

social network, talk with 

people you know about 

jobs. 

Being a part of the discovery 

process – communicate to 

professionals what a person’s 

interests and skills are. 

Learn about disability 

rights and parent rights. 
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Characteristics of a Good Supporter

Findings from DC Family Support Council 
World Cafes on Supported Decision-Making
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Discussion
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Closing Thoughts

“It’s a Good Thing… I tell my supporter my 
decision, and my plan.  Then I follow up later 
just to let them know what happened.” 

- Ketrina Hazell, Self-Advocate, Supported 
Decision-Making New York
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Closing Thoughts

“It’s simply something the rest of us take 
for granted.”

- Robert Dinerstein, Professor, American 
University, Washington College of Law
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Closing Thoughts

“Take away the ‘disability lens’ – it 
just looks like life.” 

- Judge Kristen Booth Glen, Dean Emerita, 
CUNY School of Law



64

Appendix
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Presenter Bios and                       

Contact Information
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Joan Christopher

• Research Instructor and 
Director of Community 
Services, UCEDD, Georgetown 
University. 

• Parent of an adult daughter 
with disabilities and supports 
her in her business.
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Contact Joan

Joan Christopher, J.D.

Director of Community Services

University Center for Excellence in 
Developmental Disabilities

Georgetown University Center for Child and 
Human Development

(202) 687-7712

Joan.Christopher@georgetown.edu
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Erin Leveton

• Director, Alvarez and Marsal, 
Public Sector Services

• Former Deputy Director for 
Quality and Performance 
Management Administration 
for the District of Columbia

• 20+ years of experience in 
disability law and policy
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Contact Erin

Erin Leveton, J.D.

Director

Alvarez and Marsal, Public Sector Services

(301) 938-6315

eleveton@alvarezandmarsal.com

https://www.alvarezandmarsal.com/industries
/public-sector

mailto:eleveton@alvarezandmarsal.com
https://www.alvarezandmarsal.com/industries/public-sector
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Jane St. John

• Mom of 3 sons, “Ben’s 
mom”

• National Community of 
Practice on Supporting 
Families Team

• Co-developer of the CtLC
framework and tools

• Trainer/Coordinator: SDM
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Contact Jane

Jane St. John

University of Missouri Kansas City

Institute for Human Development

Charting the LifeCourse

(816) 235-5684

stjohnj@umkc.edu

mailto:stjohnj@umkc.edu
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Kara Nicole Jones (“Nicci”)
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Kara Nicole Jones (“Nicci”)

Kara is a young woman who lives in Silver 

Spring, MD with her family.  She’s an active 

member of Project Action!, People On The Go 

of Maryland and the Women’s Knowledge 

Group.  She is also a member of the 

Stewardship Committee at Grace Episcopal 

Church.  Kara has her own paper shredding 

business and is very active in her community.  

She has testified in public forums and enjoys 

making decisions about her life.
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Nikki
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Morgan Whitlatch

• Lead Project Director of NRC-
SDM 

• Legal Director of Quality Trust 
and its Jenny Hatch Justice 
Project

• Project Director under 
Cooperative Agreements for 
NCD’s reports on guardianship 
and alternatives (2018, 2019)
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Contact Morgan

Morgan K. Whitlatch, J.D.

Legal Director, Quality Trust

Lead Project Director, NRC-SDM

mwhitlatch@dcqualitytrust.org

202-459-4004

Licensed to practice law in DC and MD
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Acronyms
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Acronyms

• CoP: Community of Practice

• CtLC: Charting the LifeCourse

• EFSLMP: Employment First State Leadership 
Mentoring Program

• IDD: Intellectual and Developmental Disability

• IQ: Intelligence Quotient

• LTSS: Long Term Services and Supports
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Acronyms

• MO-WINGS: Missouri’s Working 
Interdisciplinary Network of Guardianship 
Stakeholders 

• RSMO: Revised Statutes of Missouri 

• SDM: Supported Decision-Making

• SF CoP: Supporting Families Community of 
Practice
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Acronyms

• UCEDD: University Center for Excellence in 
Developmental Disabilities

• UGCOPAA: Uniform Guardianship, 
Conservatorship, and other Protective 
Arrangements Act

• UMKC-IHD: University of Missouri Kansas City –
Institute for Human Development



81

Resources Attached as Handouts
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Thank You!


