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HRSTPRINCIPALS
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Right?



THEREARE SUPIDQUESTIONS
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RIGHTS(HOICE

" am my choices. | cannot not choose. If |
do not choose, that is still a choice. If faced
with inevitable circumstances, we still
choosehowwe areAy (GK2aS OAN

- Jean Paul Sartre




RIGHTS(HOICE
CHOICESLFDETERMINATION

ALife control

AS2LI SQa oAfAlGeée | yR
aOldzalf FT3ISyda & & o
AYaluSIR 2F o0SAy3 | Ol

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



BENEFIT®F SELFDETERMINATION

People with greater self determination are:
AHealthier

AMore independent
AMore welladjusted
ABetter able to recognize and resist abuse

- Khemka Hickson & Reynolds, 2005;

h Q/ 2 yWWallbdand 1994; Wehmeyer &
Schwartz,1998



ANOTHERSTUPIDQUESTION

Are Your Rights Worth
' b, ¢l LbD L ¥
Allowed to Use Them?



AND YET 1,500 EARSAND COUNTING

A Ancient Rome& &/ dzNJ G2 NR & | |
older adults and people with disabilities.

A 5t CenturyVisigothicCodeY & LJS 2 LJf ¢
from Infancy or in need from any age . . .
Ol yy20 G§SaitATFeée 2N Sy

A Feudal Britain divided people with
decisionY { Ay 3 OKI ff Sy 3S:
FYR afdzyF GAOCaé FFyR |1
to make their decisions



GUARDIANSHIP

Al [/ 2dzN K2t RAY3I GKI @
some or all decisions and giving someone

else the power to make the decisions the
LISNAR 2Y OF yQu @

AMost state laws, including NC, say that
guardianship should be limited whenever
possiblec e.g. G.S35A-1201

ANevertheless, the most common form of
guardianshipc used up to 90% of the time
Aa aFdzt £t € 2N alLd Sy I NFE
make ALL decisions for the person.



GuardianK I S daadzoaial yaal f
complete authority over the lives of

Gdzt Y SNI 0f S wLIS2 LI S6 P¢
-4 NAELA J. 1, 7 (2008).

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

- AARPGuardianship Monitoring: A National
Survey of Court Practicds2 (2006).



AS WEWNE KNOWN FORFORTYYEARS

When denied seldetermination, people:

Ad w C Bid3pse§s, hopeless, ansklFO NJA U A
- Deci 1975.

A9 E LIS N S y O-8steérh, passiviySdnd
FSStAy3a 2F Ayl RSI dzl
decreasing their ability to function
Winick, 1995.



THEPROBLEM

oThe 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 liveyhat
medical treatment they will get and, in rare
cases, when they will dielt Is, In one short
sentence the most punitive civil penalty that
Ol y 6S tSHASR I It Ay al

- HouseSelect Committee on Aging, H.R. Rpt.
100-641 (opening statement of Chairman
Claude Peppéar



WHEREDO WE GO FROM HERP

GuardianshigMAY be Needed:

Aln emergency situations when
AThe person is incapacitated and cannot give consent

AThe person did not previously identify how decisions should
be made in that situation

ACKSNES Aa y2 2yS StasS | gFAtl o
consent through @&ower of Attorney, Advanced Directive, or
other means

ATo support People:

AWho face critical decisions and have no interest in or ability
to make decisions

AWho need immediate protection from exploitation or abuse



GUARDIANSHIFSNEVER EEDED

JUST

Aa. SOl dzaS é&2dz KI &S ¢
Ad. SOFdzaS @&2dzOQONS Yy y
AG. SOFdzaS &2dz YySSR K
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BuT WE MEANTWELL

G 9 E LIS NshoS8l¢ t88h us to be most on
our guard to protect liberty when the
D2OSNYYSY(Qa LJdzNLJI2 &4 S &
he greatest dangers to liberty lurk in
Insidious encroachment by men of zeal,
well-meaning but without understanding €

Olmstead v. U.$277 U.S. 438 (1928)




WE MUSTYE MEANTREALLY WYLL

Estimated number of adults under

guardianshiphastripled since
1995

- Reynolds 2002; Schmidt, 1995;
Uekert & Van Duizend011



RESEARCH

People undemguardianship camxperiencea
osignificantnegative impacton their
physical and mental health, longevity,
ability to function, and reports of subjective
well-0 SA Y 3 €

- Wright, 2010



ON THEOTHERHAND

AOlder adults with more selfletermination

nave Improved psychological health including
petter adjustment to increased care needs.

N Q/ 2yY 2Nl 9 =l ffSNFyRZ

APeople with disabilities whexercise greater

selt-determination have aetter quality of
life, more independence, and more
communityintegration.

- Powerset al., 2012; Shogren, Wehmeyer,
Palmer, Rifenbark, & Littl€014;Wehmeyer
and Schwartz, 1997, Wehmeyer & Palm20,03



AND

Women with intellectual disabilities

exercising more selfletermination areless
likely to be abused

- Khemka Hickson and Reynolds2005




AND

People with Intellectual and Developmental
Disabilities who ddNOThave a guardian are

more likely to:

AHave a paid job

ALive independently

AHave friends other than staff or family

AGo on dates and socialize in the community
APractice the Religion of their choice
20132014

2017-2018 <4 FESE Avo s




SO, WHERED O WE GO FROM HERP

If.

AWe KNOWthat some people need more
support as they age or due to disability

AWe KNOWthat guardianship can result in
decreased quality of life and

AWe KNOWthat increased selfletermination
leads to improved quality of life

Thenwe need a means dNCREASINEeIf-
determination whileSTILLproviding support




MARGARET BMNY¥ ATCH

N

al NAHII NG aWwWSy

Twenty-Nine year old wom
with Down syndrome.
AHigh School graduate
ALived independently
AEmployed for 5 years
APolitically active




THESTUATION FEBRUARY(013

A 2 dzNXI h NRSNJ Lddzi G A y 3
JdzI NRAF yaKALIJE

ALiving in a segregated group home

ANo cell phone or computer, Facebook
password changed

AGuardians controlled all access to her

AWorking up to 5 days a week for 8 months
¢ made less than $1000



JENNYS RIGHTS IN ONESENTENCE

Guardians Have the Power:

a o make decisions regarding visitation
of individuals with Respondent,
Respondent's support, care, health,
safety, habilitation, education,
therapeutic treatment and, If not
iInconsistent with an order of commitment,
NSaARSYOS d¢



WHY?

FROM THEIREXPERT
hy WSyYyyeéQay

Alndependent Living Skillsc L F
FaaradclyoSy ack

U
<)
M

O

ALegal Skillsa a8 KS g2 dzf R ySSR
understand a legal documergt

Ve Vel

AMoney Management{ S VY
g AUK wl 6 'y 1 |




THEREFORE

 KSQa 3IJ2Ay3I 02 VYySS

decisions regarding her healthcare, het

living arrangements and such like that,

she will need someone to guide her anc
give her assistances



AND

aL 0StASOS KIU g2
Jenny Is that she is afforded the
opportunity to have individuals around

her who support and love her, who give
KSNJ 0KS Faaraoaly



How DID JENNYSGN A POWEROF
ATTORNEY

a ijot 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
R20dzYSy i a o¢



WHAT THATALLADDSUP TO

Jenny Needs Support:

AToUnderstand Legal Issues
ATo Understand Medical Issues
ATo Understand Monetary Issues
Ain her Day to Day Life



IN OTHERWORDS

JENNY IS A PERSON

We Are All Jenny Hatch




A WAY FORWARD
SUPPORTEDECISIONM AKING

sa 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
UKSANI 2gy RSOAAAZYVYa
I 3 dzFk NRAL y D€

- Blanck& Martinis, 2015



THINKABOUTIT

How do you make decisions?

2 K0 R2 @&2dz R2 AT &2
the issue?

ATaxes?

AMedical Care?

AAuto Repairs?

What Do You Do?



SO, SUPPORTEDECISIONMAKINGIS A

LOTOFWORDSFOR

Getting help when its needed

Just like you and me



AND JUSTLIKE YOU AND ME:

Decisions Jenny had made with Support

ASign Power of Attorney
AConsent to Surgery
AMedicaid Waiver Individual Service Plan
AApplication for Paratransit
AAuthorization to share medical records
AAssignment of a Representative Payee



HNALORDER

AFirst 4 pages justify guardianship
a1l 26 SOSNE
A Guardians to be who she wants
A She lives where she wants

A Guardianship for only $earc Expired
Auqgust, 2014

A Only over 2 thingg medical and safety




HNALORDER

EVEN DURINte 1 year limited
guardianship:

G DdzF NRAIFya acKkl ff
In making and implementing
decisions we have termed

WYa dzLILI2 NI SR RSOR:



JENNYGOTJUSTICE

Jenny Hatch and her attomey celebrate after the court victory. (TWP)
‘m so happy to go home today’
Theresa Vargas

Jenny Hatch, a 29-year-old-woman with Down syndrome, can live the
life she wants after a judge rules she can reside with friends.



WHY?

Jenny Is Strong, Smart, Determined
AND
She had support from:
AFriends and professionals
ANational Organizations and Leaders
AMedia

AA Judge who was willing to Listen and
Learn



IN OTHERWORDS

JennyGot Lucky



THELESSONENNYTEACHE®XJS

Justice and Selbetermination should:

ANEVERIepend on luck or who you
know.

AALWAY Bethe RuleNOTthe
EXxception



WHEREDO WE GO FROM HERP
WHY GUARDIANSHIP

People may only be ordered into_guardianship
AT OGKSé@ NS GAYyO2YLISUOS

a ! 3dult 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, orLINR LISCNGISA 35A1101

AND

a U Kl&k determines that the nature and
extent of the ward's capacity justifies ordering
a limited3 dzI NR A |- DA R IE2



WHEREDO WE GO FROM HERP

THINKABOUTO APACITY

A PeopleYl & KI @S d&aOIF LJ OA G @ ¢
decisions but not others.

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

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

- e.g.Salzman2010

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



SO ASKA SMARTQUESTION

LF¥ LIS2LX S Oy 2
their personal or financial
decisionswith assistance or
support, are they
aAY Ol LI OAUGl U0 SRK

ARE YOU?



AND ASKANOTHER

If people can make decisions when
they have help, Is guardianship
a2dza A FTASRKE




SO ASKA REALLYMARTQUESTION

Beforeseeking or
recommending Guardianship:

What Else Have You
Tried?



OR, ASTHENATIONALGUARDIANSHIP
ASSOCIATIOBRAYS

a! f G SNY I G§A @S a indgl@adin@ dzl 1
supported decision makingshould always
be identified and considered whenever
possibleprior to the commencement of
guardianship proceeding® ¢

- National Guardianship Association Positiol
Statement on Guardianship, Surrogate
Decision Making and Supported Decision
Making, 2015



SUPPORTEDECISIONMAKINGCAN HELPPEOPLE

OMANAGE THEMSELVESND THEIRPROPERTY

Supported DecisioiMaking can help people:

AUnderstand informationissues, andhoices

AFocusattention in decisioamaking:

AWeighoptions:;

AEnsurethat decisions are based on their own
preferences

Alnterpret and/or communicate decisions to
other parties.

- Salzman2011



ITC3 A PARADIGM NOTA PROCESS

¢ KSNS Aa&a y2 a2yS aaAal s
Supported DecisioiMaking.

Can include, aappropriate

Alnformal support

AWritten agreements, like Powers of Attorney;,
Identifying the support needed and who will
give It

AFormal MicreBoards and Circles of Support

- Martinis, Blanck, and Gonzale2015



TS A COMMITMENT

ALLforms of SupportedecisionMaking
recognize:

AThatEVERYONEas the Right to Make Choices
to the maximum of their ability;

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

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

e.g.,Dinerstein 2010




MAKINGIT HAPPEN
STEPIN SUPPORTEDECISIONMAKING

Listen and Think

ASupported DecisioiMaking should always be
0FaAaSR 2y (0UKS LISNA2Y QA&
Interests.

AStart by encouraging the person think
aboutlife areas where her she makes
decisions nowand those the person needs
help to make.

ARESOURCE: When Do | Want Support:
https://www.aclu.org/other/when-do-iI-want-
support



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

MAKINGIT HAPPEN

STEPIN SUPPORTEDECISIONVIAKING
ldentify Opportunities and Challenges

AExplore thetypes of support the person wants to
use.

ATalk about thesupport he or she uses now. If one
way of supporting the person works wells, think
about trying it for other life areas.

AL ¥ & 2 dzQNX vy 2 ( braidgtedn aboitl
ways to give and get support

ARESOURCE: Tad dzLJLJ2 NXi S ®Malkdng§ O A &
BrainstormingD dzA RS Y ¢

http:// supporteddecisionmaking.org/sites/default
/[files/sdm-brainstormingguide. pdf



http://supporteddecisionmaking.org/sites/default/files/sdm-brainstorming-guide.pdf

MAKINGIT HAPPEN
STEPIN SUPPORTEDECISIONMAKING

—ind Supporters

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

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




MAKINGIT HAPPEN
STEPIN SUPPORTEDECISIONMAKING

Coordinate Support

AWork with the person, supporters,
professionals, and agencies to develap
Supported DecisioiMaking plan laying out
who will support the person and how the
personwill use that support

A9 { h! w/ 9Y a{SUGAY3I GK
http://supporteddecisionmaking.org/sites/de
fault/files/SupportedDecisionMaking
TeamsSettingthe-Wheelsin-Motion.pdf



http://supporteddecisionmaking.org/sites/default/files/Supported-Decision-Making-Teams-Setting-the-Wheels-in-Motion.pdf

MAKINGIT HAPPEN
STEPIN SUPPORTEDECISIONMAKING

Put it in Writing

ACreate written plans saying who will give
support, when, and how

Alncorporate SDM into Person Centered Plans

APowers of Attorney or Advanced Directives
with SDM

Alncorporate SDM into support plans for
orograms

Alf person is in guardianship, incorporate SDM
Into guardianship reports




SUPPORTEIDECISIONMAKINGAND SELF
DETERMINATION

G { dzLJLJ2 NXI S Makin® Itag theh 2 v
potential to increase the self
determination of older adults and people
with disabilities, encouraging and
empowering them to reap the benefits from
iIncreased life control, independence,
SYL 28 YSYiusx FyR O2YY
- Blanck& Martinis, 2015



NC law RECOGNIZE$HIS

ALimiting the rights of an incompetent person by
appointing a guardian for him shouluot be undertaken
unless it is clear that a guardian will give the individual a
fuller capacity for exercising his rights.

AGuardianshipshould 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 incompetento 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.



EVENAFTERGUARDIANSHIP

Guardians must file reports each year detailing

their efforts to:

AHelp the person regain competency

ASeek alternatives to guardianship for the
person

Almplement a more limited guardianship

G LINS & SoNde\wad the opportunlty to
exercise rights that are within the ward'’s

comprehensiomnd2 dzR3I Y Sy U €
G.S5.835A 1242



WHENIT WORKS

ATheguardian, ward, or any other
Interested person may petition for
restoration of the ward tacompetency

Alf 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.835A1130



DOESNY THAT MEANX

| Ddzl NRAIFYQa 220 Aa 02

ATo help the person learn to make his or her
own decisions, with support

ATo build seHdetermination

AC2 aYSSUO SaasSyiuaAialrft NS
care of his or her person and property

AANd then ask the Court to terminate the
guardianship?

Guardianship as a Wastation, Not a Final
Destination



I'T CAN HAPPEN




ITIS FRPPENING

A Laws Iin Maine, Tennessee, Texas, Delaware,
Wisconsin, Missouri, Alaska, Washington DC,
Nevada, Indiana, Rhode Island,
recognizing/empowering Supported Deciston
Making

ANational Resource Center for Supported Decision
Making ¢ www.SupportedDecisionMaking.Org

AProjects in South Carolina, Tennessee, New York,
Kentucky, California, Washington, Nevada, North
Carolina, Maine, Massachusetts, Florida, Georgia
and others focused on increasing access to
Supported DecisioiMaking



http://www.supporteddecisionmaking.org/

MOVINGFORWARDWITH SUPPORTEIDECISION

MAKING
. k I

We ALLS I v Ufouadation that will foster a
lifetime of opportunity and happinesBe¢

a a I ygfahe means to achieving those
outcomes are thesame:enrollment in post
secondary education, vocational training
programs, experiencing work, and developing
soclal networks that foster longerm
meaningful relationships and opportunity for
continueda NR ¢ 0 K ®¢

- Gustin 2015




How DID YOU GETTO SELF

DETERMINATIORN

LT @2dzQNXS | LISNE2Y dbid YOK 2
ADevelop short/long term goals

Aldentify opportunities

AComplete college applications

AWrite a resume

AGet a job

& a 2 Bkaly all of these experiences happened with
support, either from your family ormentors®d €
Gustin 2015



A (RITICAIDIFFERENCE

APeople without disabilitiesY G ad dzRSyda o
families typically navigate with the assistance of a
JdzZA RFY OS RSLI NIYSYd I yR i

SELISNR Sy 0S¢

APeople with disabilitieyY & C A @itziNh yied
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
planningd €

- Gustin 2015



THEPROBLEM

| ACKOF COORDINATION

¢ KS & T NI sgstethofisrifices. . contributingto
the failure. . . toprepare[people with disabilities] for
0 KS ¥ dziKdedyarisdeFur & Conderman 1998

a ¢ oRen, systems servinfpeople]with disabilities
2LISNF S Ay darftz2aszé F20dzaSR
unaware of what others do. Worse, some providers
Sy3aFr3aS Ay USNNRI2NRAIFE aol G
2 dzi 2 & & $ RE@uEtid& Martinis, 2016
www.ApostropheMagazine.Com



THINKABOUTIT

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

ALLcan address

AEducation

Alndependent Living

AHealth Care

ACommunity Integration

SO WHY ARE THEY NOT MORE COORDINAT



THE SOLUTION

CREATINGA QULTURBEOFCOORDINATESUPPORT

G 2 $ust 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 communityincludedlives. We call this
Culture of Coordinated dzLJLJ2 NJi ® €

- Gustin& Martinis, 2016



HOW IT LOOKS




OPPORTUNITIEBORSDMAND

COORDINATESUPPORTAREALL AROUNDUS

AN oA

A EducatiorY & { U[dERFE&ENS]
A Employmenty a LYy F KRMOB E )
VocationalRehabilitation

A Medical Care Person Centered Planning
for Medicald and Walivers

A Adult ServicesCenters for Independent
Living PASS plans, ABLE Accounts



Article of FAtih

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

- Wehmeyer& Schwartz, 1997



Getting Thwere . Thhardadiddalals

witih Disalbilities EdidaaiibendAict

! YRSNI L59! 3 a0K22f &
students in special education receive
services reasonably calculated to enable
0KS OKAfR G2 NBXOSAUOS
Board of Education v. Rowley#58 U.S. 176
(1982)



TheseaaeeE Bduaadiodid Beniefits

Purpose of the IDEA:

G2 SyadzNS GKIFIG Fff OF
have available to them a free appropriate
public education that emphasizes special
education and related services designed to
meet their unique needs angrepare them for
further education, employment, and
)\)/RSLJS)/RS)/U f AGA Y I DE

20 U.S.C81400(d)(1)(A) (emphasis added).




ASeltDetermination and Decision
Making should be written into IEPs
AS SOON AS POSSIBLE

ADC Public Schools includes it in
pre-K!



DISTRICDFCOLUMBIAPUBLICSCHOOLS

ATeaches students as young as 3 to $&&M and
GodzAf R ySUg2Nj a 27F &dzLILJ:
they are familiar with the process and utllee It In
RI & 02 RI e Sdts@nimpbktanh S a ®¢
precedent and pattern.

AWorks withLJF NSy da 02 KSf Ll UK

NSt SR (2 (')d)\ f RAyYy 3 & dzLJl
At NSy da Ol y uKSy K S fitlig & ¢
fine to advaqcate for supports and seek assistance
AT ljdzSadAz2ya | NRasSoé

- DowningHosten P, 2015



Self-Determination:

Make it a Godl

|[EPgoals/objectives related to self
determination:

A  For every goal, there should be an
application of seHdetermination to get
there.

A aL aiual O SIKFPgoals &8d ohjattives
to get student involvement and
accountability




Exany kes BBehavioG &oals

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

Try

AL oAff 62N 6A0K
subjects | am interested in and write

stories, usmg proper grammar in at
f SIFad o 2dzi 2F SO



Creating and Reaching Those Goals

The Student Led IEP

THE STUDENictually engages in self
determination

THE STUDENEN practice different decisien
YIFTAYy3d YSuKz2Ra Ay |
THE STUDENdads meeting

THE STUDENdentifies goals and
objectives with assistance from

professmnals and peoplEHE STUDENT
Invites




