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FIRSTPRINCIPALS

²ƘŀǘΩǎ ¸ƻǳǊ CŀǾƻǊƛǘŜ 
Right? 
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THEREARE STUPIDQUESTIONS

²ƘŀǘΩǎ ¸ƻǳǊ CŀǾƻǊƛǘŜ 
Right? 
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RIGHTS=CHOICE

"I am my choices. I cannot not choose. If I 
do not choose, that is still a choice. If faced 
with inevitable circumstances, we still 
choosehow we areƛƴ ǘƘƻǎŜ ŎƛǊŎǳƳǎǘŀƴŎŜǎΦέ

- Jean Paul Sartre
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RIGHTS=CHOICE

CHOICE=SELF-DETERMINATION

ÁLife control

ÁtŜƻǇƭŜΩǎ ŀōƛƭƛǘȅ ŀƴŘ ƻǇǇƻǊǘǳƴƛǘȅ ǘƻ ōŜ 
άŎŀǳǎŀƭ ŀƎŜƴǘǎ Φ Φ Φ ŀŎǘƻǊǎ ƛƴ ǘƘŜƛǊ ƭƛǾŜǎ 
ƛƴǎǘŜŀŘ ƻŦ ōŜƛƴƎ ŀŎǘŜŘ ǳǇƻƴέ 

- Wehmeyer, Palmer, Agran, Mithaug, & 
Martin, 2000. 
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BENEFITSOFSELF-DETERMINATION

People with greater self determination are:

ÁHealthier 

ÁMore independent

ÁMore well-adjusted 

ÁBetter able to recognize and resist abuse

- Khemka, Hickson, & Reynolds, 2005; 
hΩ/ƻƴƴƻǊ & Vallerand, 1994; Wehmeyer & 
Schwartz, 1998 
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ANOTHERSTUPIDQUESTION

Are Your Rights Worth 
!b¸¢ILbD LŦ ¸ƻǳΩǊŜ bƻǘ 
Allowed to Use Them?
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AND YET: 1,500 YEARSAND COUNTING

Á Ancient RomeΥ ά/ǳǊŀǘƻǊǎέ ŀǇǇƻƛƴǘŜŘ ŦƻǊ 
older adults and people with disabilities.

Á 5th Century VisigothicCodeΥ άǇŜƻǇƭŜ ƛƴǎŀƴŜ 
from infancy or in need from any age . . . 
Ŏŀƴƴƻǘ ǘŜǎǘƛŦȅ ƻǊ ŜƴǘŜǊ ƛƴǘƻ ŀ ŎƻƴǘǊŀŎǘά

Á Feudal Britain: divided people with 
decision-ƳŀƪƛƴƎ ŎƘŀƭƭŜƴƎŜǎ ƛƴǘƻ άƛŘƛƻǘǎέ 
ŀƴŘ άƭǳƴŀǘƛŎǎέ ŀƴŘ ŀǇǇƻƛƴǘŜŘ άŎƻƳƳƛǘǘŜŜǎέ 
to make their decisions
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GUARDIANSHIP

Á! /ƻǳǊǘ ƘƻƭŘƛƴƎ ǘƘŀǘ ŀ ǇŜǊǎƻƴ ŎŀƴΩǘ ƳŀƪŜ 
some or all decisions and giving someone 
else the power to make the decisions the 
ǇŜǊǎƻƴ ŎŀƴΩǘΦ
ÁMost state laws, including NC, say that 

guardianship should be limited whenever 
possible ςe.g. G.S. 35A-1201
ÁNevertheless, the most common form of 

guardianship  ςused up to 90% of the time ς
ƛǎ άŦǳƭƭέ ƻǊ άǇƭŜƴŀǊȅέ ǿƘŜǊŜ ǘƘŜ ƎǳŀǊŘƛŀƴ Ŏŀƴ 
make ALL decisions for the person.
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AS A RESULT

Guardians ƘŀǾŜ άǎǳōǎǘŀƴǘƛŀƭ ŀƴŘ ƻŦǘŜƴ 
complete authority over the lives of

ǾǳƭƴŜǊŀōƭŜ ώǇŜƻǇƭŜϐΦέ

- 4 NAELA J. 1, 7 (2008).

This includes power to make the most basic 
health, personal, and financial decisions.

- AARP, Guardianship Monitoring: A National 
Survey of Court Practices 1-2 (2006).
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AS WEΩVEKNOWNFORFORTYYEARS

When denied self-determination, people:

ÁάώCϐŜŜƭ helpless, hopeless, and self-ŎǊƛǘƛŎŀƭέ 
- Deci, 1975.  

Á9ȄǇŜǊƛŜƴŎŜ άƭƻǿ ǎŜƭŦ-esteem, passivity, and 
ŦŜŜƭƛƴƎǎ ƻŦ ƛƴŀŘŜǉǳŀŎȅ ŀƴŘ ƛƴŎƻƳǇŜǘŜƴŎȅΣέ 
decreasing their ability to function -
Winick, 1995.
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THEPROBLEM

άThe typical ward has fewer rights than the 
typical convicted felon . . . . By appointing a 
guardian, the court entrusts to someone else 
the power to choose where they will live, what 
medical treatment they will get and, in rare 
cases, when they will die. It is, in one short 
sentence, the most punitive civil penalty that 
Ŏŀƴ ōŜ ƭŜǾƛŜŘ ŀƎŀƛƴǎǘ ŀƴ !ƳŜǊƛŎŀƴ ŎƛǘƛȊŜƴΦέ
- House Select Committee on Aging, H.R. Rpt. 
100-641 (opening statement of Chairman 
Claude Pepper)
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WHEREDO WE GO FROM HERE?

Guardianship MAY be Needed:
ÁIn emergency situations when
ÁThe person is incapacitated and cannot give consent
ÁThe person did not previously identify how decisions should 

be made in that situation
Á¢ƘŜǊŜ ƛǎ ƴƻ ƻƴŜ ŜƭǎŜ ŀǾŀƛƭŀōƭŜ ƛƴ ǘƘŜ ǇŜǊǎƻƴΩǎ ƭƛŦŜ ǘƻ ǇǊƻǾƛŘŜ 

consent through a Power of Attorney, Advanced Directive, or 
other means

ÁTo support People:
ÁWho face critical decisions and have no interest in or ability 

to make decisions 
ÁWho need immediate protection from exploitation or abuse
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GUARDIANSHIPIS NEVER NEEDED

JUST 
Áά.ŜŎŀǳǎŜ ȅƻǳ ƘŀǾŜ ψψψέ

Áά.ŜŎŀǳǎŜ ȅƻǳΩǊŜ ψψψ ȅŜŀǊǎ ƻƭŘέ

Áά.ŜŎŀǳǎŜ ȅƻǳ ƴŜŜŘ ƘŜƭǇέ

Áά.ŜŎŀǳǎŜ ǘƘŀǘΩǎ ǘƘŜ ǿŀȅ ƛǘǎ ŀƭǿŀȅǎ ōŜŜƴέ

ÁάCƻǊ ȅƻǳǊ ƻǿƴ ƎƻƻŘέ
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BUT WE MEANTWELL

ά9ȄǇŜǊƛŜƴŎŜ should teach us to be most on 
our guard to protect liberty when the 
DƻǾŜǊƴƳŜƴǘΩǎ ǇǳǊǇƻǎŜǎ ŀǊŜ ōŜƴŜŦƛŎŜƴǘΦ Φ Φ Φ 
The greatest dangers to liberty lurk in 
insidious encroachment by men of zeal, 
well-meaning but without understandingΦέ

Olmstead v. U.S., 277 U.S. 438 (1928)
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WE MUSTΩVEMEANTREALLY WELL

Estimated number of adults under 

guardianship has tripled since 

1995

- Reynolds, 2002; Schmidt, 1995; 
Uekert & Van Duizend, 2011 
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RESEARCH

People under guardianship can experience a 
άsignificant negative impact on their 
physical and mental health, longevity, 
ability to function, and reports of subjective 
well-ōŜƛƴƎέ 

- Wright, 2010
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ON THEOTHERHAND

ÁOlder adults with more self-determination 
have improved psychological health including 
better adjustment to increased care needs.

-hΩ/ƻƴƴƻǊ ϧ ±ŀƭƭŜǊŀƴŘΣ мффп
ÁPeople with disabilities who exercise greater 

self-determination have a better quality of 
life , more independence, and more 
community integration.

- Powers et al., 2012; Shogren, Wehmeyer, 
Palmer, Rifenbark, & Little, 2014; Wehmeyer 
and Schwartz, 1997; Wehmeyer & Palmer, 2003
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AND

Women with intellectual disabilities 
exercising more self-determination are less 
likely to be abused

- Khemka, Hickson, and Reynolds, 2005
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AND

People with Intellectual and Developmental 
Disabilities who do NOThave a guardian are 
more likely to:
ÁHave a paid job
ÁLive independently 
ÁHave friends other than staff or family
ÁGo on dates and socialize in the community
ÁPractice the Religion of their choice
2013-2014
2017-2018 
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SO, WHEREDO WE GO FROM HERE?

If:

ÁWe KNOWthat some people need more 
support as they age or due to disability 
ÁWe KNOWthat guardianship can result in 

decreased quality of life and
ÁWe KNOWthat increased self-determination 

leads to improved quality of life

Thenwe need a means of INCREASINGself-
determination while STILLproviding support
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MARGARETάWENNYέ IATCH

aŀǊƎŀǊŜǘ άWŜƴƴȅέ IŀǘŎƘ

Twenty-Nine year old woman
with Down syndrome. 
ÁHigh School graduate
ÁLived independently
ÁEmployed for 5 years
ÁPolitically active
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Á/ƻǳǊǘ hǊŘŜǊ ǇǳǘǘƛƴƎ WŜƴƴȅ ƛƴ ŀ άǘŜƳǇƻǊŀǊȅ 
ƎǳŀǊŘƛŀƴǎƘƛǇέ

ÁLiving in a segregated group home

ÁNo cell phone or computer, Facebook 
password changed

ÁGuardians controlled all access to her

ÁWorking up to 5 days a week for 8 months 
ςmade less than $1000

THESITUATION: FEBRUARY2013



Guardians Have the Power:

άώT]o make decisions regarding visitation 
of individuals with Respondent, 
Respondent's support, care,  health, 
safety, habilitation,  education,  
therapeutic  treatment and, if not 
inconsistent with an order of commitment, 
ǊŜǎƛŘŜƴŎŜΦέ

JENNYΩS RIGHTS: IN ONESENTENCE



hƴ WŜƴƴȅΩǎΥ

ÁIndependent Living Skills: άLŦ ǎƘŜ ƘŀŘ 
ŀǎǎƛǎǘŀƴŎŜΣ ǎƘŜ Ƴŀȅ ōŜ ŀōƭŜ ǘƻ Řƻ ǘƘŀǘέ

ÁLegal Skills:  άǎƘŜ ǿƻǳƭŘ ƴŜŜŘ ŀǎǎƛǎǘŀƴŎŜ ǘƻ 
understand a legal documentέ

ÁMoney Management: {ƘŜ ƴŜŜŘǎ άŀǎǎƛǎǘŀƴŎŜ 
ǿƛǘƘ ώŀϐ ōŀƴƪ ŀŎŎƻǳƴǘΦέ

WHY?
FROM THEIREXPERT



ά{ƘŜΩǎ ƎƻƛƴƎ ǘƻ ƴŜŜŘ ŀǎǎƛǎǘŀƴŎŜ ǘƻ ƳŀƪŜ 
decisions regarding her healthcare, her 
living arrangements and such like that, 

she will need someone to guide her and 
give her assistanceΦέ  

THEREFOREΧ



άL ōŜƭƛŜǾŜ ǿƘŀǘ ǿƻǳƭŘ ōŜ ōŜƴŜŦƛŎƛŀƭ ǘƻ 
Jenny is that she is afforded the 

opportunity to have individuals around 
her who support and love her, who give 

ƘŜǊ ǘƘŜ ŀǎǎƛǎǘŀƴŎŜ ǎƘŜ ƴŜŜŘǎΦέ

AND



άώN]ot only did Jenny have an opportunity to 
review the documents, but also the attorney 

had the opportunity to get to know Jenny and 
understand her capabilities and limitations in 
understanding legal documents. Based on this 
series of observations over several visits, the 
attorney concluded, and we concurred, that 
Jenny was capable of understanding these 

ŘƻŎǳƳŜƴǘǎΦέ

HOW DID JENNYSIGN A POWEROF

ATTORNEY?



Jenny Needs Support:

ÁTo Understand Legal Issues

ÁTo Understand Medical Issues

ÁTo Understand Monetary Issues

ÁIn her Day to Day Life

WHATTHATALLADDSUP TO



JENNY IS A PERSON

We Are All Jenny Hatch

IN OTHERWORDS



A WAY FORWARD: 
SUPPORTEDDECISION-MAKING

άa recognized alternative to guardianship 
through which people with disabilities use 
friends, family members, and professionals 
to help them understand the situations 
and choices they face, so they may make 
ǘƘŜƛǊ ƻǿƴ ŘŜŎƛǎƛƻƴǎ ǿƛǘƘƻǳǘ ǘƘŜ άƴŜŜŘέ ŦƻǊ 
ŀ ƎǳŀǊŘƛŀƴΦέ

- Blanck& Martinis, 2015
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THINKABOUTIT

How do you make decisions?

²Ƙŀǘ Řƻ ȅƻǳ Řƻ ƛŦ ȅƻǳΩǊŜ ƴƻǘ ŦŀƳƛƭƛŀǊ ǿƛǘƘ 
the issue?

ÁTaxes?

ÁMedical Care?

ÁAuto Repairs?

What Do You Do?
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SO, SUPPORTEDDECISION-MAKINGIS A 
LOT OFWORDSFOR

Getting help when its needed

Just like you and me 
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Decisions Jenny had made with Support

ÁSign Power of Attorney

ÁConsent to Surgery

ÁMedicaid Waiver Individual Service Plan

ÁApplication for Paratransit

ÁAuthorization to share medical records

ÁAssignment of a Representative Payee

AND JUSTLIKEYOU AND ME:



ÁFirst 4 pages justify guardianship.

άIƻǿŜǾŜǊέ

Á Guardians to be who she wants

Á She lives where she wants

Á Guardianship for only 1 year ςExpired 
August, 2014

Á Only over 2 things ςmedical and safety

FINALORDER



EVEN DURING the 1 year limited 
guardianship:

άDǳŀǊŘƛŀƴǎ ǎƘŀƭƭ ŀǎǎƛǎǘ wŜǎǇƻƴŘŜƴǘ 
in making and implementing 

decisions we have termed 
ΨǎǳǇǇƻǊǘŜŘ ŘŜŎƛǎƛƻƴ ƳŀƪƛƴƎΦΩά

FINALORDER



JENNYGOT JUSTICE



Jenny is Strong, Smart, Determined 

AND

She had support from:

ÁFriends and professionals

ÁNational Organizations and Leaders

ÁMedia

ÁA Judge who was willing to Listen and 
Learn

WHY?



Jenny Got Lucky

IN OTHERWORDS



Justice and Self-Determination should:

ÁNEVER depend on luck or who you 
know.

ÁALWAYSBe the Rule NOTthe 
Exception

THELESSONJENNYTEACHESUS



WHEREDO WE GO FROM HERE?
WHYGUARDIANSHIP?

People may only be ordered into guardianship 
ƛŦ ǘƘŜȅ ŀǊŜ άƛƴŎƻƳǇŜǘŜƴǘέ
ά!ƴ adult or emancipated minor who lacks 
sufficient capacity to manage the adult's own 
affairs or to make or communicate important 
decisions concerning the adult's person, 
family, or ǇǊƻǇŜǊǘȅέ ςGSA 35A-1101
AND
άǘƘŜ clerk determines that the nature and 
extent of the ward's capacity justifies ordering 
a limited ƎǳŀǊŘƛŀƴǎƘƛǇέ - GSA 35a-1212
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Á People Ƴŀȅ ƘŀǾŜ άŎŀǇŀŎƛǘȅέ ǘƻ ƳŀƪŜ ǎƻƳŜ 
decisions but not others. 

Á Or be able to make decisions about their 
property only with assistance.

Á Or only be able to make decisions regarding 
themselves and their property if they get help 
understanding them. 

- e.g. Salzman, 2010

Capacity to take medication is not the same as 
capacity to prescribe it!

WHEREDO WE GO FROM HERE?
THINKABOUTά/APACITYέ



SO ASKA SMARTQUESTION

LŦ ǇŜƻǇƭŜ Ŏŀƴ ƻƴƭȅ άƳŀƴŀƎŜέ 
their personal or financial 
decisions with assistance or 
support, are they 
άƛƴŎŀǇŀŎƛǘŀǘŜŘΚέ 

ARE YOU?
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AND ASKANOTHER

If people can make decisions when 
they have help, is guardianship 
άƧǳǎǘƛŦƛŜŘΚέ
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SO ASKA REALLY SMARTQUESTION

Before seeking or 
recommending Guardianship: 

What Else Have You 
Tried?
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OR, AS THENATIONALGUARDIANSHIP

ASSOCIATIONSAYS

ά!ƭǘŜǊƴŀǘƛǾŜǎ ǘƻ ƎǳŀǊŘƛŀƴǎƘƛǇΣ including 
supported decision making, should always 
be identified and considered whenever 
possible prior to the commencement of 
guardianship proceedingsΦέ

- National Guardianship Association Position 
Statement on Guardianship, Surrogate 
Decision Making and Supported Decision 
Making, 2015
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SUPPORTEDDECISION-MAKINGCAN HELPPEOPLE

άMANAGEέ THEMSELVESAND THEIRPROPERTY

Supported Decision-Making can help people:

ÁUnderstand information, issues, and choices;

ÁFocus attention in decision-making;

ÁWeigh options;

ÁEnsure that decisions are based on their own 
preferences

ÁInterpret and/or communicate decisions to 
other parties.

- Salzman, 2011
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ITΩS A PARADIGM, NOT A PROCESS

¢ƘŜǊŜ ƛǎ ƴƻ άƻƴŜ ǎƛȊŜ Ŧƛǘǎ ŀƭƭέ ƳŜǘƘƻŘ ƻŦ 
Supported Decision-Making. 

Can include, as appropriate

ÁInformal support 

ÁWritten agreements, like Powers of Attorney, 
identifying the support needed and who will 
give it

ÁFormal Micro-Boards and Circles of Support

- Martinis, Blanck, and Gonzalez, 2015
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ITΩS A COMMITMENT

ALL forms of Supported Decision-Making 
recognize:

ÁThat EVERYONE has the Right to Make Choices 
to the maximum of their ability; 

ÁThat people can get help exercising their Right 
to Make Choices without giving it up; and 

ÁThere are as many ways to get help as there are 
people. Find the one that works for each 
person!

e.g., Dinerstein, 2010
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MAKINGIT HAPPEN

STEPSIN SUPPORTEDDECISION-MAKING

Listen and Think
ÁSupported Decision-Making should always be 
ōŀǎŜŘ ƻƴ ǘƘŜ ǇŜǊǎƻƴΩǎ ǎǘǊŜƴƎǘƘǎΣ ƴŜŜŘǎΣ ŀƴŘ 
interests.  
ÁStart by encouraging the person to think 

about life areas where he or she makes 
decisions now and those the person needs 
help to make.   
ÁRESOURCE: When Do I Want Support: 

https://www.aclu.org/other/when-do-i-want-
support
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MAKINGIT HAPPEN

STEPSIN SUPPORTEDDECISION-MAKING

Identify Opportunities and Challenges
ÁExplore the types of support the person wants to 

use. 
ÁTalk about the support he or she uses now.  If one 

way of supporting the person works wells, think 
about trying it for other life areas.  
ÁLŦ ȅƻǳΩǊŜ ƴƻǘ ǎǳǊŜ ǿƘŀǘ ǘƻ ǘǊȅΣ brainstorm about 

ways to give and get support
ÁRESOURCE: The ά{ǳǇǇƻǊǘŜŘ 5ŜŎƛǎƛƻƴ-Making 

Brainstorming DǳƛŘŜΥέ  
http:// supporteddecisionmaking.org/sites/default
/files/sdm-brainstorming-guide.pdf
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MAKINGIT HAPPEN:
STEPSIN SUPPORTEDDECISION-MAKING

Find Supporters  

ÁConnect with the people, professionals, 
agencies, and organizations that can provide 
the support the person wants.  

ÁConsider support from programs like 
Medicaid Waiver, Centers for Independent 
Living, Aging and Disability Resource Center, 
DDS, DC Office on Aging. 
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MAKINGIT HAPPEN

STEPSIN SUPPORTEDDECISION-MAKING

Coordinate Support  

ÁWork with the person, supporters, 
professionals, and agencies to develop a 
Supported Decision-Making plan laying out 
who will support the person and how the 
person will use that support.

Áw9{h¦w/9Υ ά{ŜǘǘƛƴƎ ǘƘŜ ²ƘŜŜƭǎ ƛƴ aƻǘƛƻƴέΥ  
http://supporteddecisionmaking.org/sites/de
fault/files/Supported-Decision-Making-
Teams-Setting-the-Wheels-in-Motion.pdf
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MAKINGIT HAPPEN:
STEPSIN SUPPORTEDDECISION-MAKING

Put it in Writing
ÁCreate written plans saying who will give 

support, when, and how
ÁIncorporate SDM into Person Centered Plans
ÁPowers of Attorney or Advanced Directives 

with SDM
ÁIncorporate SDM into support plans for 

programs
ÁIf person is in guardianship, incorporate SDM 

into guardianship reports
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SUPPORTEDDECISION-MAKINGAND SELF

DETERMINATION

ά{ǳǇǇƻǊǘŜŘ 5ŜŎƛǎƛƻƴ-Making has the 
potential  to  increase the self-
determination of older adults and people 
with disabilities, encouraging  and  
empowering them to reap the benefits from 
increased life control, independence, 
ŜƳǇƭƻȅƳŜƴǘΣ ŀƴŘ ŎƻƳƳǳƴƛǘȅ ƛƴǘŜƎǊŀǘƛƻƴέ

- Blanck& Martinis, 2015
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NC LAW RECOGNIZESTHIS!

ÁLimiting the rights of an incompetent person by 
appointing a guardian for him should not be undertaken 
unless it is clear that a guardian will give the individual a 
fuller capacity for exercising his rights.

ÁGuardianship should seek to preserve for the 
incompetent person the opportunity to exercise those 
rights that are within his comprehension and judgment, 
allowing for the possibility of error to the same degree as 
is allowed to persons who are not incompetent. To the 
maximum extent of his capabilities, an incompetent 
person should be permitted to participate as fully as 
possible in all decisions that will affect him.

- G.S. 35A-1201
56



EVENAFTERGUARDIANSHIP

Guardians must file reports each year detailing 
their efforts to:
ÁHelp the person regain competency. 
ÁSeek alternatives to guardianship for the 

person
ÁImplement a more limited guardianship 
άǇǊŜǎŜǊǾƛƴƎ for the ward the opportunity to 
exercise rights that are within the ward's 
comprehension and ƧǳŘƎƳŜƴǘέ

G.S. § 35A-1242
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WHENIT WORKS

ÁThe guardian, ward, or any other 
interested person may petition for 
restoration of the ward to competency

ÁIf the clerk or jury finds by a 
preponderance of the evidence that the 
ward is competent, the clerk shall enter an 
order adjudicating that the ward is 
restored to competency. 

- G.S. § 35A-1130
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DOESNΩT THATMEANΧ

! DǳŀǊŘƛŀƴΩǎ Ƨƻō ƛǎ ǘƻ ǿƻǊƪ ǿƛǘƘ ǘƘŜ ǇŜǊǎƻƴΥ
ÁTo help the person learn to make his or her 

own decisions, with support
ÁTo build self-determination
Á¢ƻ άƳŜŜǘ ŜǎǎŜƴǘƛŀƭ ǊŜǉǳƛǊŜƳŜƴǘǎέ ŦƻǊ ǘŀƪƛƴƎ 

care of his or her person and property
ÁAnd then ask the Court to terminate the 

guardianship?
Guardianship as a Way-Station, Not a Final 

Destination
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IT CAN HAPPEN

60



IT IS HAPPENING

ÁLaws in Maine, Tennessee, Texas, Delaware, 
Wisconsin, Missouri, Alaska, Washington DC, 
Nevada, Indiana, Rhode Island, 
recognizing/empowering Supported Decision-
Making
ÁNational Resource Center for Supported Decision-

Making ςwww.SupportedDecisionMaking.Org
ÁProjects in South Carolina, Tennessee, New York, 

Kentucky, California, Washington, Nevada, North 
Carolina, Maine, Massachusetts, Florida, Georgia, 
and others focused on increasing access to 
Supported Decision-Making
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MOVINGFORWARDWITH SUPPORTEDDECISION-
MAKING

EVERYONE HASTHESAME GOAL

We ALLǿŀƴǘ άŀ foundation that will foster a 
lifetime of opportunity and happinessΦέ

άaŀƴȅ of the means to achieving those 
outcomes are the same: enrollment in post-
secondary education, vocational training 
programs, experiencing work, and developing 
social networks that foster long-term 
meaningful relationships and opportunity for 
continued ƎǊƻǿǘƘΦέ

- Gustin, 2015
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HOW DID YOU GETTO SELF-
DETERMINATION? 

LŦ ȅƻǳΩǊŜ ŀ ǇŜǊǎƻƴ ǿƛǘƘƻǳǘ ŘƛǎŀōƛƭƛǘƛŜǎΣ Ƙƻǿ did YOU 

ÁDevelop short/long term goals

ÁIdentify opportunities

ÁComplete college applications

ÁWrite a resume

ÁGet a job

άaƻǎǘ likely all of these experiences happened with 
support, either from your family or mentorsΦέ

Gustin, 2015 

63



A CRITICALDIFFERENCE

ÁPeople without disabilitiesΥ άǎǘǳŘŜƴǘǎ Φ Φ Φ ŀƴŘ 
families typically navigate with the assistance of a 
ƎǳƛŘŀƴŎŜ ŘŜǇŀǊǘƳŜƴǘ ŀƴŘ ǘƘŜ ǇŀǊŜƴǘΩǎ ǇŜǊǎƻƴŀƭ 
ŜȄǇŜǊƛŜƴŎŜέ
ÁPeople with disabilitiesΥ άCƛƎǳǊƛƴƎ out who the 

different service provider representatives are and 
what their roles are can take on a life of its own that 
often overwhelms families, mostly because the 
different service systems are not always clear on 
what their roles are or get into territorial role 
definitions that impact forward progress and 
planningΦέ

- Gustin, 2015
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THEPROBLEM: 
LACKOFCOORDINATION

¢ƘŜ άŦǊŀƎƳŜƴǘŜŘ system of services . . . contributing to 
the failure . . . to prepare [people with disabilities] for 
ǘƘŜ ŦǳǘǳǊŜΦέ  - Katsiyannis, deFur, & Conderman, 1998

ά¢ƻƻ often, systems serving [people] with disabilities 
ƻǇŜǊŀǘŜ ƛƴ άǎƛƭƻǎΣέ ŦƻŎǳǎŜŘ ƻƴƭȅ ƻƴ ǿƘŀǘ ǘƘŜȅ ǇǊƻǾƛŘŜ ŀƴŘ 
unaware of what others do. Worse, some providers 
ŜƴƎŀƎŜ ƛƴ ǘŜǊǊƛǘƻǊƛŀƭ άōŀǘǘƭŜǎέ ǘƘŀǘ ŘǳǇƭƛŎŀǘŜ ƻǊ ŎŀƴŎŜƭ 
ƻǳǘ ƻǘƘŜǊǎΩ ŜŦŦƻǊǘǎΦέ ςGustin& Martinis, 2016 
www.ApostropheMagazine.Com
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THINKABOUTIT

Special Education, Vocational Rehabilitation, 
Medicaid Waivers, Mental Health Services, 
Adult Services

ALLcan address

ÁEducation

ÁIndependent Living

ÁHealth Care

ÁCommunity Integration

SO WHY ARE THEY NOT MORE COORDINATED?
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THESOLUTION: 
CREATINGA CULTUREOF COORDINATEDSUPPORT

ά²Ŝ must create cultural change by moving 
away from separation and silos. Instead, 
individuals, families, and providers must 
work together to empower people with 
disabilities to live independent, productive, 
and community-included lives. We call this a 
Culture of Coordinated {ǳǇǇƻǊǘΦέ

- Gustin& Martinis, 2016
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HOW IT LOOKS
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ÁEducationΥ ά{ǘǳŘŜƴǘ [ŜŘέ IEPs

ÁEmploymentΥ άLƴŦƻǊƳŜŘ /ƘƻƛŎŜέ ƛƴ 
Vocational Rehabilitation

ÁMedical Care: Person Centered Planning 
for Medicaid and Waivers

ÁAdult Services: Centers for Independent 
Living PASS plans, ABLE Accounts

OPPORTUNITIESFORSDM AND

COORDINATEDSUPPORTAREALLAROUNDUS
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Article of Faith

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

- Wehmeyer& Schwartz, 1997
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Getting There: The Individuals 
with Disabilities Education Act

ά¦ƴŘŜǊ L59!Σ ǎŎƘƻƻƭǎ Ƴǳǎǘ ŜƴǎǳǊŜ ǘƘŀǘ 
students in special education receive 
services reasonably calculated to enable 
ǘƘŜ ŎƘƛƭŘ ǘƻ ǊŜŎŜƛǾŜ ŜŘǳŎŀǘƛƻƴŀƭ ōŜƴŜŦƛǘǎΦά

Board of Education v. Rowley, 458 U.S. 176 
(1982)
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These are Educational Benefits!

Purpose of the IDEA:

άǘƻ ŜƴǎǳǊŜ ǘƘŀǘ ŀƭƭ ŎƘƛƭŘǊŜƴ ǿƛǘƘ ŘƛǎŀōƛƭƛǘƛŜǎ 
have available to them a free appropriate 
public education that emphasizes special 
education and related services designed to 
meet their unique needs and prepare them for 
further education, employment, and 
ƛƴŘŜǇŜƴŘŜƴǘ ƭƛǾƛƴƎΦέ
20 U.S.C. § 1400(d)(1)(A) (emphasis added).
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Start Early

ÁSelf-Determination and Decision-
Making should be written into IEPs 
AS SOON AS POSSIBLE.

ÁDC Public Schools includes it in

pre-K! 



DISTRICTOFCOLUMBIAPUBLICSCHOOLS

ÁTeaches students as young as 3 to use SDM and 
άōǳƛƭŘ ƴŜǘǿƻǊƪǎ ƻŦ ǎǳǇǇƻǊǘ Φ Φ Φ ǘƻ ŜƴǎǳǊŜ ǘƘŀǘ 
they are familiar with the process and utilize it in 
Řŀȅ ǘƻ Řŀȅ ŀŎǘƛǾƛǘƛŜǎΦέ Sets an important 
precedent and pattern.
ÁWorks with ǇŀǊŜƴǘǎ ǘƻ ƘŜƭǇ ǘƘŜƳ άŜȄǘŜƴŘ ǎƪƛƭƭǎ 
ǊŜƭŀǘŜŘ ǘƻ ōǳƛƭŘƛƴƎ ǎǳǇǇƻǊǘƛǾŜ ƴŜǘǿƻǊƪǎΦέ  
ÁtŀǊŜƴǘǎ Ŏŀƴ ǘƘŜƴ ƘŜƭǇ ǎǘǳŘŜƴǘǎ ǳƴŘŜǊǎǘŀƴŘ άit is 

fine to advocate for supports and seek assistance 
ƛŦ ǉǳŜǎǘƛƻƴǎ ŀǊƛǎŜΦέ 

- Downing-Hosten, P., 2015
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Self-Determination: 
Make it a Goal

IEPgoals/objectives related to self-
determination:

Á For every goal, there should be an 
application of self-determination to get 
there.

Á άL ǎǘŀǘŜƳŜƴǘǎέ ƛƴ IEPgoals  and objectives 
to get student involvement and 
accountability
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Examples: Behavior Goals

ÁInstead of: "The Student will use 
proper grammar 75% of the time."

Try

ÁάL ǿƛƭƭ ǿƻǊƪ ǿƛǘƘ Ƴȅ ǘŜŀŎƘŜǊ ǘƻ ǇƛŎƪ 
subjects I am interested in and write 
stories, using proper grammar in at 
ƭŜŀǎǘ о ƻǳǘ ƻŦ ŜǾŜǊȅ п ǎǘƻǊƛŜǎΦέ  
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Creating and Reaching Those Goals: 
The Student Led IEP

THE STUDENTactually engages in self-
determination

THE STUDENTcan practice different decision-
ƳŀƪƛƴƎ ƳŜǘƘƻŘǎ ƛƴ ŀ άǎŀŦŜ ŜƴǾƛǊƻƴƳŜƴǘέ 

THE STUDENTleads meeting

THE STUDENTIdentifies goals and 
objectives with assistance from 
professionals and people THE STUDENT
invites


