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Abstract 

Research shows that se!f:determination and the right to make life choices are key elements 
for a meaningful and independent life. Yet, older adults and people with disabilities are 
often placed in overly broad and restrictive guardianships, denying them their right to make 
daily life choices about where they live and who they interact with, their finances, and their 
health care. Supported decision-making (SDM)-where people use trusted friends, family 
members, and professionals to help them understand the situations and choices they face, so 
they may make their own decisions-is a means for increasing se!f:determmation by 
encouraging and empowering people to make decisions about their lives to the maximum 
extent possible. This article examines the implications of overly broad guardianship and the 
potential for supported decision-making to address such circumstances. lt introduces the 
National Resource Center for Supported Decision-Making as one means to advance the use 
of supported decision-making and increase sclf:detcrmination. 
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In 1987, the U.S. House of Representatives Select 
Committee on Aging held hearings titled Abuses in 
Guardia:nship of the Elderly and Infirm: A National 
Di.�[._,rrace. Summarizing his Committee's findings, 
Chaimian Claude Pepper famously stated: 

The 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 
can be levied against an American citizen, 
with the exception, of course, of the death 
penalty. (Abuses in Guardianship, 1987, p. 4) 

Almost three decades later, the number of adults 
under guardianship has tripled (Reynolds, 2002; 
Schmidt, 1995; !Jekert & Van Duizend, 2011). 

Today, many older Americans and people 
with disabilities are placed in overbroad and 
unwaffanted guardianships, losing their right to 
make choices regarding where to live, what to do 
during the day, with whom to interact, their 
personal finances and health care (Dinerstein, 
2012). To advance and protect the right of these 
citizens to make core life choices and direct their 
lives to the maximum of their abilities, Quality 
Trust for Individuals with Disabilities, the Bmton 
Blatt Institute at Syracuse University, an<l the 
Kansas University Center on Developmental 
Disabilities_, together with a broad coalition of 
community partners and stakeholders, have 
launched the National Resource Center for 
Supported Decisio n -Making. Funded through a 
multi-year cooperative agreement with the U.S. 
Administration on Community Living, the Na
tional Resource Center aims to lead and coordi
nate efforts to make supported decision-making 
where people use trusted friends, family members, 
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and professionals to help them understand the 
situations and choices they face, so they can make 
their own decisions (Dinerstein, 2012; Quality 
Trust for Individuals with Disabilities, Quality 
Trust, 2013)-a recognized and, as appropriate, 
prefen-ed alternative to guardianship. 

This article provides an overview of the 
negative effects of overly broad and unnecessarily 
restrictive guardianship arrangements, the poten
tial benefits of supported decision-making as an 
alternative to guardianship, recent developments 
in research and practice in supported decision
making, and the National Resource Center's goals 
to increase awareness and advance the practice of 
supported decision-making. 

Negative Effects of Overly Broad and 

Restrictive Guardianship 

Governments have long appointed substitute 
decision makers for people they believe are '·by 
reason of age or disability ... incapable of making 
such decisions for themselves" (Winick, 1995, p. 
27). Guardianship's roots extend as far back as the 
Roman Empire_, where curators were appointed to 
make decisions for people with cognitive disabil
ities (Fleming & Robinson, 1993). 

Feudal England developed the concept of 
parer1s patriae that the king is ·'parent of the 
country" and responsible £Or protecting the prop
erty of people deemed unable to do so on their 
own (Payton, 1992). The 1324 statute De Prt1er
ogati7Ja Regis di,ided people with disabilities into 
idiots and lunatics (O'Sullivan, 2002) and authorized 
the appointment of committees to make decisions 
for them in the king's name (Regan, 1972). 

The newly formed United States adopted 
England's parens patriac model, granting to states 
"all the powers in this regard which the sovereign 
possesses in England" (Late Corp. of' the Church of
_Jesus Chn-st c!f the Latter Day Saints v. United States, 
1890, p. 57). Today, guardianship is still governed 
by state law, with each state enacting its own 
statutes, policies, and procedures. As a general 
matter, guardianship is ordered when a state court 
determines that a person is not able to make some or 
all life decisions, the person is thereby in need of 
protection, and there arc no less restrictive options 
other than court-ordered guardian.ship. (l.£ss restn"c
tive options arc other ways of making decisions that 
protect the person's rights and self-detem1ination as 
well as or better than guardianship.) The court then 

(Q_A-A.!DD 

DOI: lO.l352!2326-6988--3.J .2,; 

appoints a third party to make some or all decisions 
for that person, who becomes known as the ''ward." 
(Broadly speaking, limited guardianship occurs when 
the guardian is authorized lo make some, but not 
all, decisions for the ward. Full, gmeral or plent11y 
guardianship occurs when the guardian is autho
rized to make all decisions fi.1r the ward.) 

Amc1ican society, as in other count1ics and 
historically, generally conceives of guardianship as 
''a humanita1i.an response to the vulnerability of 
the incompetent" (Frolik, 1998, p. 350), protect
ing those who ·'cannot take care of themselves in a 
manner that society believes is appropriate" 
(Kapp, 1999, p. 109). Because guardianship has 
traditionally been assumed to be benevolent and 
protective of those ''less able" to decide for 
themselves, many state laws and courts have not 
closely reviewed whether people with disabilities 
and older adults in fact require forms of 
guardianship or, once guardianship is established, 
"whether the protected person continue[s] to need 
or benefit" from it (Wright, 2004, p. 60). 

With the development of the disability civil 
1ight.s movement, as embodied in the Americans 
With Disabilities Act of 1990 (2006; Blanck, 
2014a, 20146), researchers and practitioners are 
finding that overly restrictive guardianship regimes 
may be associated with decreased life competen
cies and overall health. This is because guardian
.ship may "set up expectancies of failure ... that 
diminish subsequent [life] performance" (Winick, 
1995, p. 15), thereby decreasing and denying 
individual self-detem1ination. 

Self-determination describes actions that en
hance the possibilities for people to make or cause 
things lo happen in their lives (Shogren, Weh
meyer, Palmer, Forber-Pratt, et al., in press). 
Individuals exercise self"detern1ination when mak
ing simple and complex everyday life choices 
regarding where, how, and with whom they live. 

 By doing so, they become ''causal agents. . actors 
in their lives instead of being acted upon" 
(Wehmeyer, Palmer, Agran, Mithaug, & Martin, 
2000, p. 440). A person denied self-detem1ination 
often "feel[s] helpless, hopeless, and self-critical, 
and will not behave because he can sec no use in 
behaving" (Deci, 1975, p. 208). 

Accordingly, people labeled inrompetmt or 
incapacitated and placed in overbroad guardian
ships are deprived of self'.determination and the 
opportunity to be causal agents in their own lives. 
In these circumstances, people often experience 
·'low self-esteem, passivity, and feelings of inade-
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quacy and incompetency;' decreasing their ability 
to function (Winick, 1995, p. 21). Thus, imposing 
a guardianship to "protect" a person for his or her 
"own good" may actually be associated with the 
negative behaviors and symptoms that led to the 
guardianship proceeding in the first place. 

Despite such findings, there are "deeply 
embedded tendencies toward protection over 
autonomy, and courts continue to issue guardian
ship orders that are not necessa1y and are overly 
broad in scope" (Salzman, 2010, p. 178). Indeed, 
almost thirty years after Representative Pepper 
described guardianship as ''the most punitive civil 
penalty that can be levied against an American 
citizen" (Ahuses in Guardianship, 1987, p. 4), the 
estimated number of American adults under 
guardianship has increased from 500,000 to 1.5 
million just since 1995 (Reynolds, 2002; Schmidt, 
1995; Ceke1t & Van Duizend, 2011). 

More trnubling, plena1y guardianship (in which 
a court gives a guardian authority across all legal 
rights) is ordered in the vast majority of cases (Frolik, 
2002). One study found that less than 10% of the 
public guardianships it reviewed were limited
meaning that in nine of 10 cases, the guardian had 
authority to make all life decisions for the ward 
(Teaster, Wood, Lawrence, & Schmidt, 2007). 
Another found that only 13% of the guardianships 
it reviewed auoss ten states were limited in scope 
(Lisi, Bums, & Lussenden, 1994). A third found that 
plenary guardians were appointed in 54%1 of the 
cases reviewed and that there was little difference 
between the authority given to foll and limited 
guardians (Millar & Renzaglia, 2002). As one 
commenter states_, "Comts do not [order limited 
guardianships] because there is little reason or 
incentive to <lo .so. It .seems that as long as the law 
permit.s plenary guardianship, courts will prefer to 
use it'" (Frolik, 1998, p. 354). Furthemmre, even as 
the demand fi)r plenary guardianships increases_, one 
'·cannot say with confidence that if any one of us 
becomes incapacitated that a robust system is in 
place to protect our person and our financial assets" 
(Cekert, 2010, p. 6). 

The present trend favoring plenary guardian
ship continues despite federal laws and U.S. 
Supreme Court decisions mandating community 
integration (e.g., Americans With Disabilities Act, 
2006; Developmental Disabilities and Bill ofiRights 
Act, 2006; Olmstead v. L.C., 1999; Rehabilitation 
Act of 1973, 2006). Consequently, there is a 
compelling need to develop and implement, at a 
minimum, the opportunity for alternatives to 
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guardianship that respect individual self-determina
tion, and that encourage and empower older adults 
and indiv7duals with disabilities to make their own 
life choices to the maximum of their abilities. 

Self-Determination and Supported 

Decision-Making 

Supp01ted decision-making has shown promise to 
increase sclf-dctc1mination and quality of life_, and 
to alter the prevalent view that older Ame1i.cans 
and people with disabilities inevitably require 
guardianship. Although there is no '·one-size-fits
all" model of supported decision-making, it 
generally occurs when people use one or more 
trusted fii.ends_, family members, professionals, or 
advocates to help them under.stand the situations 
and choices they face so they may make their own 
informed decisions (Dinerstein, 2012; Quality 
Trust, 2013). As such, supported decision-making 
minurs how most adults make daily decisions--
whether to get car repairs, sign legal documents, 
consent to medical procedures_, review financial 
documents, and the like. In each instance_, 
individuals seek advice_, input, and information 
from knowledgeable friends, family, and profes
sionals so they may make their own informed 
choices (Quality Trust, 2013). 

Supported decision-making is increasingly 
being used in the United States and internation
ally (Kohn, Blumenthal, & Campbell, 2013). For 
instance, in the United States, Texas and Virginia 
have passed laws auth01izing and studying the use 
of supported decision-making. Supported deci
sion-making also is recognized in Article 12 of the 
United Nations Convention on the Rights of 
Persons with Disabilities (CRPD), which presumes 
that all people have legal capacity and that 
governments must take appropriate action to 
provide people with access to the supports they 
need and want to make their own life decisions 
(Dinerstein, 2012). Among others, the govern
ments of Australia, Canada, Germany, Great 
Britain, and Ireland have implemented forms of 
supported decision-making systems. 

By ensuring that the individual is the final 
decision maker on his or her own life circumstanc
es, supported decision-making empowers people to 
be causal agents in their lives, increa.-;ing their self
determination (Kohn et al., 2013). As mentioned, 
research indicates that people who exercise greater 
self-determination have more positive quality of 
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life outcomes and improved quality ofelife. Recent 
studies find that young adults who receive 
instruction designed to increase self-determination 
enhance their employment circumstances, inde
pendence in daily life, and community integration 
(Powers et aL, 2012; Shogren, Wehmeyer, Palmer, 
Rifenbark, & Little, in press). 

These findings build on those from other 
studies showing a positive relationship between 
self-determination and quality of life. Wehmeyer 
and Schwartz (1997), for instance, found that 
young adults with greater self-determination were 
more likely to want to live independently, manage 
their money, and be employed. In another study, 
adults who exercised more self-determination were 
more likely to live independently, have greater 
financial independence, be employed at higher 
paying jobs, and make greater advances in their 
employment (Wehmeyer & Palmer, 2003). Khem
ka, Hickson, and Reynolds (2005) found that 
women with intellectual disability (ID) provided 
with education to improve problem solving and 
independent decision making were more likely to 
identify situations where they could be abused and 
less likely to suffer abuse. 

Kohn et aL (2013) concluded that supported 
decision-making has the '·potential to be an 
empowering alternative to the much-maligned 
process of guardianship . . . . The question, 
however, is whether supported decision- making 
can fulfill that promise" (p. 1157). The authors 
cautioned, though, that: 

It is imperative that substantial further re
search be conducted to examine how sup
ported decision-making actually operates ...e. 
Research is needed to dete1mine the extent to 
which supported decision-making approaches 
achieve their goals, and the conditions under 
which they are likely to do so (Kohn et aL, 
2013, p. 1157). 

Recent Developments in Supported 

Decision-Making 

As noted, the call for and use of supported 
decision-making is increasing (£Or a related sum
mary, see the Brief frff Amici co-authored by 
Professor Blanck and Mr. Martinis in In Re: 

Guardianship o/thc Person and Estate ofRyan Keith 
Tonne,; an lncapaniated Person, 2014). In 2009, the 
Texas legislature created a pilot program to 
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"promote the provision of supported decision
making services to persons with intellectual and 
developmental disabilities and persons with other 
cognitive disabilities who live in the community" 
(Voluntee r -Supported Decision-Making Advocate 
Pilot Program, Tex. Gov't Code Ann. § 
53 L02446, West 2009). The program called for 
training volunteers to provide support needed to 
empower people "to make life decisions such as 
where the person wants to live, who the person 
wants to live with, and where the person wants to 
work, without impeding the self-detem1ination of 
the person"e(§ 53L02446(a)(4), West 2009). 

In 2012, a group of stakeholders met in New 
York to discuss the rights of people with ID to 
make their own decisions in light of the CRPD. 
(Participants included representatives from the 
American Bar Association, the United States 
Department of Justice, the Administration on 
Intellectual and Developmental Disabilities, and 
the National Guardianship Association.)Their goal 
was to explore concrete ways to move from a 
model of substituted decision-making, like plenary 
guardianship, to one focusing on alternatives like 
supported decision-making. The pa1ticipants iden
tified a number of important and difficult issues_, 
including the need to: 

.,, ___ revise guardianship standards to stress supported, 
independent decision-making; 

•' set standards and expectations for ""supporters"; 
and. 

•+--- prevent abuse and undue influence ,vi.t.hout deny
ing legal capacity (Quality Trust, 2013, p. 2). 

The following year, in 2013, a 29-year-old 
woman named Margaret ·1·enny" Hatch won a 
landmark legal battle protecting her right to make 
her own life decisions using supported decision
making, instead of being subjected to a pern1anent_, 
plena1y guardianship (see Hatch this volume). 
(Professor Blanck served as an expert witness for 
Ms. Hatch. Mr. Martinis served as her lead counseL) 

Like many people with disabilities, Jenny 
faced a guardianship petition challenging her right 
to make decisions, including choices she had 
made for herself such as where to live, whether to 
work, how to use the Internet and a cellular 
telephone, and whom to see (Ross and Ross v. 
Hatch, 2013). At the request of her parents, the 
court placed Jenny in a temporary guardianship 
and placed her in a group home, where her phone 
and laptop were taken away and she was not 
allowed to go to her job and see her friends. 

P. Blanck and J. CJ. Martinis 27 

http:10.1352/2326-6988-3.1.24


INCLl:S!Ol'� 

2'.1:5. Vc,L 3, ::-�o. l, 21 33 

Fortunately, after a year of litigation and a trial 
before a state court judge, Jenny won her right to 
make her own decisions using supp01ted decision
making and "now lives and works where she 
wants, has the friends she chooses, and encourages 
others to do the same" (Quality Trust, 2013, p. 2). 

Jenny's court victo:ry received national and 
international attention for highlighting "an individ
ual-'s 1ight to choose how to live and the govern
ment's progress in providing the help needed to 
integrate even those with the most profound needs 
into the community" (Vargas, 2013). After the trial, 
Jenny and Quality Trust pa1tnered to frnm the Jenny 
Hatch Justice Project OHJP). In its first year, theJHJP 
provided representation and technical assistance in 
over 100 guardianship matters; co-led coalitions that 
advanced alternatives to guardianship by successfully 
advocating for changes in slate laws, policies, and 
pr.J.ctice.s; and trained and worked with individuals 
and public and private entities to implement policies 
advancing the use of supported decision-making and 
otl1er alternatives to guardianship. 

Later in 2013, Quality Trust, the Burton Blau 
Institute, and the Council on Quality and 
Leadership convened a group of 65 national and 
international thought leaders for an Tnvitational 
Symposium on supported decision-making. (Sym
posium participants included the Administration 
on Intellectual and Developmental Disabilities, 
the Autistic Self-Advocacy Network, the Bazelon 
Center for Mental Health Law, Collaboration to 
Promote Self-detem1ination, Elizabeth Boggs Cen
ter, and Open Society, among others.) Hosted by 
American University Washington College of Law, 
the Symposium brought together stakeholders, 
leaders, and policymakers to discuss p1inciplcs of 
education, research, and advocacy to guide future 
actions lo advance supported decision-making 
(Quality Trust, 2013). 

Symposium attendees were organized into 
four working groups, which reached consensus on 
the fundamental principles that should guide 
future action, including: 

•+- compiling inforrnat·ion ,rnd d.:it.:1 on supported 
decision-making usage and disseminating it to 

stakeholders_; 
•+- researching how supported decision-nuking is 

working in the U.S. and abroad; 
•·--- developing and implementing best practice stan

dards for supported decision-making; and, 
.,_ identif)-1.ng barriers to guardianship reform and the 

actions needed t.o overcorne them (Q�alit.y Trust., 
2013, p. 11). 
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In early 2014, the Virginia General Assembly, 
based in part on the advocacy of Jenny Hatch and 
the JIIJP, directed the state Secretary of Health 
and Human Services to .study supported decision
making (VA HJR. 190, 2014). The Secretary is to 
review ways supported decision-making may he 
used in Virginia and has been implemented 
elsewhere to "recommend strategies lo improve 
the use of supported decision-making in the 
Commonwealth and ensure that individuals with 
intellectual and developmental disabilities arc 
consistently informed about and receive the 
opportunity to participate in their important life 
decisions" (VA HJR. 190, 2014). 

In mid-2014, the Adminiistration for Commu
nity Li,ing in the CS Department of Health and 
Human Seivices made iimding available for a first
o f -its -kind training and technical assistance center 
on supported decision-making. After receiving and 
reviewing proposals from leading organizations, 
the Administration selected the National Resource 
Center for Supported Decisio n -Making to lead this 
effr,rt. The National Resource Center began 
operation October 1, 2014. 

National Resource Center for Supported 

Decision-Making 

In partnership with older adults, people with 
disabilities, attorneys and judges, health care and 
financial professionals and providers, and others, 
the National Resource Center will conduct 
groundbreaking research, create educational pro
grams_, and develop multidisciplina1y best practic
es with the goal of advancing policy and practice 
to establish supported decision-making as a 
recognized and viable alternative to guardianship. 

The National Resource Center's 5 -year action 
plan includes: 

.,_ changing attitudes in the judicial system so th,:it 
judges recognize and consider supported decision
making as a less restrictive alternative to guardian
ship; 

.,_ creating a multi-disciplinary national dialogue on 
support.ed decision-making as a preferred alternative 
to guardianship; 

•'·-- ,malyzing and suggesting modifications to the 
model Cniform Guardianship and Protective Pro
ceedings Act to recognize supported decision
making as ,:i potenhal altemafrve to guardianship; 

.,_ identifying and analyzing local. state. and national 
laws, policies. and practices that promote the use of 
supported decision-making and those that are 

Right to !'v!ake Choices 28 

http:10.1352/2326-6988-3.1.24
http:support.ed
http:identif)-1.ng


INC)JSION 

2'.1:5. V:J:. 3. Ne.!, 24 33 

barriers to the acceptance and implementation of 
supported decision-rnaking; 

•+- implementing supported decision-making best 
practices across multiple domains, throughout the 
lifespan, including in the education, health care, 
financial, ,md legal systems; and, 

.,---- developing and disseminating education, technical 
assistance, and training material about supported 
decision-making. 

relationship of supported decision-making to 
factors such as individual capacity and differences 
over the life course, environmental context and 
demands, and public and private suppmt mech
anisms such as person-centered life planning (e.g., 
McDonald & Ray111akcr, 2013). The goal is to 
validly identify and assess supported decision
making methods that are associated with high 
quality of life outcomes, reductions in guardian
ship, and increased self-determination. This infor
mation will be used to create a guidebook for best 
practices in supported decision-making. 

Finally, the Center will conduct a SO-state and 
international review to identiiY patterns and trends 
in guardianship and supported decisio n -making 
across ju1i.sdictions. This review will include 
examination and analysis of: (1) existing state laws 
and policies on guardianship, (2) state and local 
services and funding means and their relation to 
decision making (i.e., guardianship and alterna
tives like supported decision-making), and (3) 
international supported decision-making laws 
and policies to catalogue replicable best practices. 

Research Agenda 
Kolm and colleagues (2013) argue that the greatest 
impediment to the full implementation of sup
pmted decision-making is the lack of valid and 
reliable data demonstrating its tie to improved life 
outcomes. To help fill this gap, the National 
Resource Center will use multiple methods of data 
collection and analysis to document the nature 
and use of supported decision-making by older 
adults and people with intellectual and develop
mental disabilities (!DD), focusing on their 
decision making networks and the ways in which 
legal, programmatic, and policy systems may 
enhance or constrain opportunities to practice 
supported decisio n -making. The research will seek 
answers to questions raised by Kohn and others, 
including: 

.,---- How do different people and groups use supported 
decision-making across life circumstances? 

•+- Does supported decision-making result in rneasur
able improved life satisfaction and outcomes? 

•·--- \X!hat are the key elements of successful supported 
decision-making methods? 

.,_ \'v"hat batTiers hinder the use of supported decision
making? 

., I low do existing legal, policy, and program 
frameworks impact supported decision-making? 

To examine supported decision-making, the 
National Resource Center will use a three-pronged 
approach. First, it will develop and implement a 
conceptual model fi.1r measuring supported deci
sion-making and its relationship to legal decision 
making status (e.g., having a guardian or not), self'. 
determination, and quality of life. This work will, 
in and of itself, be groundbreaking because 
currently there are no validated measures of 
supported decision-making. The measures and 
tools developed will create a template that may 
be built upon and replicated by other researchers, 
providers, policy makers, and advocates. 

Next, the Center will examine ways people 
build and use effective supported decision-making 
systems. This program of study will analyze the 
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Policy and Practice Agenda 
The National Resource Center will work to ensure 
that multidisciplinary policies and practices rec
ognize, encourage, and empower the use of 
supported decision-making. The Center's policy 
and practice goals include: 

•+--- developing and implementing best practice stan
dards for supported decision-making; 

.,_ effectuating policies and procedures in support of 
supported decision-making; and 

.,_ identifying and analyzing local, st,He, and national 
laws that· adv,mce the use of suppmted decision
making and those that are a barrier to implemen
tation of best practices in supported decision
making. 

Through evidence-based study and analysis, the 
National Resource Center will identify the ele
ments of successful supported decision-making 
relationships, such as those that decrease the 
perceived need for guardianship, increase self 
detennination, and improve life outcomes. The 
Center will then incorporate effective supported 
decision-making methods into outreach, training_, 
and educational materials used in support of 
supported decision-making best practices. 

Of note, the National Resource Center will 
consider and advance the use of supported 
decision-making across multiple domains through-
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out the life course. To support supported 
decision-making as a recognized method for 
increasing self-determination, the Center will 
advocate for use of supported decision-making 
be.st practices in local, .state, and national educa
tion, employment, health, economic, legal, and 
other systems to ensure that older Americans and 
people with TDD may participate fully in all 
aspects of life throughout the life course, with the 
suppmt they want and need (e.g., McDonald, et 
aL, in press). Thus, for example, the Center will 
identify, support, develop, and disseminate edu
cational programs to enhance self-determination 
with the goal of increased independence (e.g., 
Powers ct aL, 2012; Shogren, Wehmeyer, Palmer, 
Rifenbark, & Little, in press). 

Additionally, the National Resource Center 
will advocate for changes in e xisting guardianship 
policy and practice to increase the use of supported 
decisio n -making. This effort will include proposals 
to modify the model Cniform Guardianship and 
Protective Proceedings Act, to identify supported 
decisio n -making as a less restrictive alten1ative to 
guardian.ship and to recognize be.st pr.J.ctices for 
supporters and £Or monitoring, reporting, and 
resolving disputes. Fu1the1more_, the National 
Resource Center will work to educate attoreneys 
and judges about supported decision-making by 
conducting targeted outreach and training. 

Another important element of the National 
Resource Center's activities is the design and 
implementation of demonstration programs. The 
Center will bring together and support state-based 
workgroups to recommend ways to increase sup
po1ted decision-mak--ing recognition and use. One 
group will be convened in the District of Columbia 
and comprised of stakeholders of older adult, and 
people with disabilities. This group, facilitated by 
Quality Trust, will be charged to identify and track 
the implementation of policies and practices to 
increase the use of supported decision-making, and 
to collect and disseminate information about 
.suppmted decisio n -making. It al.so will document 
success stories, challenges, and changes made to 
guardianship and supported decision-making law, 
policy, and practice. 

The National Resource Center will support 
other similar state workgroups. As with the Dist1ict 
of Columbia group, stale groups will be com
prised of stakeholders from the disability and 
older adult communities who will be charged to 
collect and disseminate infOrmation on supported 
decision-making and advocate for changes to 

"w\AIDD 

[l()L 1:'.1YiI/232ti--tioSS-:U.L1 

policy and practice to increase the use of 
supported decision-making. 

Central to these efforts will be the Center's 
real-time and accessible web portaL www. 
SupportedDecisionMaking.Org. The pmtal will 
function as a one-stop resource to be a: ( a) 
repository of research, resources, inforn1ation, 
and tools; (b) communication platform to share 
knowledge and best practices; (c) technical assis
tance vehicle for users to request infmmation_, 
training, and other se1vices; and (d) gateway to 
external resources and organizations with experi
ence in supported decision-making. The online 
portal will support state-level advocacy efforts by 
offe1ing advocates, agencies, and policy makers 
user-friendly, plain language, and responsive 
information, training, and technical assistance 
materials to accelerate the adoption of supported 
decision-making. It will include Listseivs to inform 
participants about supported decision-making as 
well as a community of practice vi1tual learning 
community, in which participants will post 
questions, benefit from group problem solving, 
and share documents and resources. 

Education Goals 
The National Resource Center will offer interac
tive and usere-friendly infi)nnation and training 
materials focused on educating people, profes
sionals, and policy makers about supported 
decision-making. The Center's education goals 
include: 

•+--- ensuring st.,1keholder and public access t.o rese,uch 
and educational material; 

•+--- prov1ding customized training programs for indi
viduals, farnilies, professionals, providers, and 
policymakers; 

•+--- developing and disseminating supported decision
making forms, templates, and practice guides; and 

•+--- creMing a continuing comrnunity of practice 
through i n -person and virtual presentations, train
ing material, and social media. 

The National Resource Center's web pmtal, www . 
Supp01teedDecisionMaking.Org, will serve as its 
educational and training hub, providing an 
accessible, plain language, user-friendly, and inter
active clearinghouse focused on supported deci
sion-making. The portal will provide an inventory 
of reports, research, and practical articles, training, 
and multimedia resources categorized by topic 
area_, resource type, and intended audience. The 
portal will translate research fi ndings and educa
tional materials £Or diverse audiences by making 
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resources available through a content management 
system using appropriate writing styles, navigation 
stmctures, an<l accessibility features that will, fix 
example, make it easy for older adults and people 
with disabilities to access, use, and comprehend 
the materials (e.g., Blanck, 20146). 

To further ensure wide access to and dissem
ination of its materials, the Center will establish 
reciprocal links with its partners' web sites, 
providing access to each other's resource libraries, 
research, training, and technical assistance materi
als. Information will also be solicited, gathered, 
and disseminated through various social media. 

The Center will provide training and technical 
assistance through multiple means. In addition lo 
i n -person presentations at local and national 
conferences_, it will: (a) conduct regular webinars 
to increase awareness and dialogue about supported 
decision-making; (b) create and disseminate online 
toolkits for diverse audiences; (c) provide custom
ized technical assistance to communities commit
ted to supported decision-making; and (d) conduct 
video conferencing, webinars, and i n -person meet
ings to build consensus on supported decision
making policy, implementation, and research. 

Cuffent and archived training, research, and 
educational materials will be available through 
www.SuppmtedDecisionMaking.Org. The portal's 
community of practice will provide customizable 
educational resources, training, Listservs_, and 
forums for people with specific questions about 
facets and applications of supported decision
making. This provision will create additional 
opportunities lo share resources and provide 
information, education, and assistance across 
multiple domains and disciplines. 

Conclusion 

Self-determination is self-sustaining; that is, 
exercising it over the life course leads to greater 
opportunities and a greater ability to do so, 
thereby making people causal agents in their 
lives, poised and prepared to make life choices to 
the maximum of their abilities. supported 
decision-making has the potential to increase 
the self-detem1ination of older adults and people 
with disabilities, encouraging and empowering 
them to reap the benefits from increased life 
controL independence, employment, and com
munity integration. 
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The National Resource Centds efforts to 
change centuries of overly paternalistic guardian
ship policy, practice, and perception are admit
tedly ambitious. Society's general preference for 
plenary guardianship persists (Dinerstein, 2012; 
Salzman, 2010). However, the Center and its wide 
array of pa1tners are committed to developing and 
disseminating evidence-based best practices, with 
coordinated advocacy and education, lo advance a 
basic human right: that each person has "The 
Right to Make Choices." 
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