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What is a Guardian? 

• A guardian is appointed by a state court to make decisions for 
adults deemed by the law to be incapable of making decisions for 
themselves. 

 

• Guardians are appointed both to make decisions regarding personal 
matters as well as to manage property. 

 

• Not addressed here is guardianship for minors. 
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Terminology 

• The title for the person appointed varies. 

 

• In most states, a “guardian” makes personal decisions, and a 
“conservator” makes decisions regarding finances and property.  

 

• In a minority of states, the title is guardian of the person and/or 
property. 

 

• In a few states, the title is conservator of the person and/or 
property. 
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The Uniform Law Commission (ULC) 

• To encourage state laws to be more consistent, the ULC was formed 
in the 1890s. 

 

• ULC is funded by state governments but is independent of state 
governments. 

 

• Purpose of ULC is to draft model statutes and to encourage states 
to enact these statutes. 
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The UGPPA 

• The Uniform Guardianship and Protective Proceedings Act (UGPPA) 
is one such model statute. 

 

• Under the UGPPA, a guardian is appointed in a guardianship 
proceeding. A conservator is appointed in a protective proceeding.  
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History of UGPPA 

• The UGPPA was originally approved in 1969, and then extensively 
revised in 1982 and 1997. 

 

• The UGPPA has been enacted in whole or in substantial part in 
about 20 states but has influenced reform efforts in all states. 
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Force Behind Reforms 

• Much of the force for reform of guardianship statutes has 
originated in conferences of guardianship experts. 

 

• There have been 3 major conferences: 
 Wingspread in 1988 

 Wingspan in 2001 

 Third National Guardianship Summit in 2011. 
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Wingspread (1988) 

• This was first conference, which was held at Wisconsin Wingspread 
resort in response to Associated Press newspaper series critical of 
guardianship practice around the country. 

 

• Among its many recommendations: 
 Appointment procedures should be tightened 

 There should be emphasis on limited guardianship 

 Substituted judgment and the choices of the person under guardianship 
should be emphasized. 

2015 Summer Leadership Institute 
 



Wingspan (2001) 

• This was second conference, which was held at Stetson University 
College of Law. 

 

• Produced series of recommendations largely reinforcing and 
refining recommendations made at Wingspread. 
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Third National Guardianship Summit 

• Convened in October 2011 at the University of Utah. 

 

• Attended by 100 or so representatives from a dozen or so 
professional associations plus key US government officials. 
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Results 

• Summit produced a report making 27 general recommendations 
and suggesting 43 standards for guardianship practice. 

 

• All of the recommendations and standards focus on issues arising 
following the appointment of a guardian or conservator. 

 

• Recommendations/standards and background papers have been 
published in a special issue of the Utah Law Review. 
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Next Steps 

• Following the Summit meeting, the Summit’s  Implementation 
Committee concluded that 33 of the 70 recommendations and 
standards were relevant to the amendment of the UGPPA. 

 

• Third Summit also encouraged creation of WINGS [Working 
Interdisciplinary Network of Guardianship Stakeholders] in 
individual states. 

 

• WINGS, which meet regularly, assure that there will be sustained 
attention to guardianship issues in the states. 
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Appointment of Drafting Committee 

• Based on the Implementation Committee’s report, the Summit 
organizers recommended that the ULC appoint a drafting 
committee to consider revision of the UGPPA.  

 

• The ULC agreed and appointed the drafting committee in late 2014. 

 

• It is expected that the revised UGPPA will be completed in 2017. 
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Revising the UGPPA 

• The 33 recommendations/standards that the Implementation 
Committee concluded were relevant to the revision of the UGPPA 
may be divided into the following four categories. This presentation 
will focus on the first two: 
 Preference for people-first language 

 Standards for decisions (general, health, residential, financial) 

 Role of courts 

 Guardian compensation. 
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People-First Language 

• Recommendation 1.7 provides “Where possible, the term person 
under guardianship should replace terms such as incapacitated 
person, ward, or disabled person.” 

 

• Purpose is to use terms that focus on the person as an individual 
rather than on the person’s disabling condition. 

 

• To my knowledge, no current US guardianship statute uses people-
first language in a consistent manner. 
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Standards for Decisions[1] 

• The Summit standards emphasize “person-centered” planning, 
under which individuals with a disability will direct decisions 
regarding their future to maximum extent feasible. 

 

• Person-centered planning is related to concept of “supported” 
decision making, under which the subject of the person-centered 
plan will receive supports from a network of professionals and 
family. 

 

• Supported decision-making is required under the 2006 UN 
Convention on the Rights of Persons with Disabilities. 
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Standards for Decisions[2] 

• Where person/centered planning and supported decision-making 
cannot be applied, the Summit report requires that guardian apply 
substituted judgment, under which guardian is to make decision 
that person would likely have made under the circumstances. 

 

• As a last resort, guardian is to apply best interests test.  
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Current UGPPA 

• The UGPPA, which was last revised in 1997, does not mention 
either person-centered planning or supported decision-making. 

 

• Also, UGPPA is currently unclear on when substituted judgment as 
opposed to best interests is to be applied.  
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Possible UGPPA Revision 

• The next draft for the meeting in October will incorporate person-
first language. 

• UGPPA should be revised to require that person-centered planning 
and supported decision-making be considered as an alternative to 
guardianship. 

• Alternatively, if guardian is appointed, guardian should be 
encouraged to make decisions in consultation with or in 
collaboration with the person, who might receive supports for this 
purpose.  

• To extent that person cannot participate, priority should be given to 
substituted judgment.  
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• She found friends and supporters 

• She was doing fine on her own  

• AND – it all was threatened so quickly because others questioned 
her based on the presence of her disability 

• At that point she became like so many other people with IDD who 
have to “prove” they have capacity 

Jenny: a Supported Decision-Making leader 



Why was she successful? 

She got support and attention from: 

• Friends and professionals 

• National Organizations and Leaders 

• Media 

• A Judge who was willing to Listen and Learn 

• AND, finally……. She Got Lucky! 

Jenny is Strong, Smart, Determined 

AND… 



• We have been inundated with calls about people like Jenny who are 
now under guardianship 
 

• We talk with families all the time who have been told to “get 
guardianship” AND do not understand what it means 

 
• Guardianship is “accepted” as needed for too many people without 

ever giving people a shot to try it on their own 

Too many people never get  the same chance as 
Jenny 



• A person with cognitive challenges authorizes a third party to 
act on his or her behalf for a broad range of personal and 
financial decisions 

 

• The person retains legal capacity, must be consulted by the 
representative, 

 

• And can revoke the agreement at any time 

 

SDM in British Columbia 

Representative Agreement 



• A presumption of capacity 

• The right to be supported to make decisions 

• The right to make what might be seen as eccentric or unwise decisions 

• Anything done for or on behalf of people without capacity must be in their 

best interests 

• Anything done for or on the behalf of people without capacity should be 

the least restrictive of their basic rights and freedoms 

 

SDM in the United Kingdom 

Mental Capacity Act (2005) includes: 



• IMCA is an advocate and has to be involved if there is no other 
appropriate supporter to consult.   

 

• The IMCA is NOT the decision-maker but the decision-maker must 
take into account all the information given by the IMCA 

 The IMCA can challenge the decision-maker if they disagree with the 
decision made. 

Independent Mental Capacity Advocate  
(England and Wales) 



An IMCA is involved in decisions about: 
 
• Receiving a serious medical treatment 
 
• Moving to long-term care of more than 28 days in patient or 8 weeks in a care 

home 
 
• Changing long-term care providers e.g. hospital or care home 
 
• Something others believe would benefit from IMCA involvement such as care 

reviews about accommodations or changes to accommodations 
 
• adult protection cases 

When an IMCA is used 



The Personal Ombudsman is a professional who… 

• Establish a relationship with the person 

• Assists the person to take control of their life  

• Does NOT make decisions for the person but 
does represent the person 

• Must be 100% on the side of the person 

 

SDM in Sweden 
PO-Skåne or Personal Ombudsman is a national system (2000) that provides 
supports in decision-making for persons with severe mental or psychosocial 
disabilities. 



How it works… 

The IMCA… 

1. Supports the person who lacks capacity and represents their views      
 and interests to the decision-maker 
 
2. Obtains and evaluates information 
 
3. Learns about person’s wishes, feelings, beliefs & values 
 
4. Ascertains alternative courses of action 
 
5. Obtains a second opinion, if necessary 
 
6. Prepares a report 



• Funded in 2014 by the Administration on Community Living 

 

• Focused on Research, Training and Information Sharing about SDM 

 

• Addressing the issues of people who are aging and people with disabilities 

 

• Linking development and  reform efforts throughout the country 

 

• www.supporteddecisionmaking.org 

National Resource Center on Supported 
Decision Making (SDM) 

http://www.supporteddecisionmaking.org/


• A national consensus on SDM  
 
• Changing attitudes regarding decision making and capacity  
 
• Local, State and National adoption of SDM as the preferred option for 

support  
 
• Principles and tools for interdisciplinary support for across the lifespan 

with people of varying abilities, challenges  and life situations. 
 
• Increased collaboration and information sharing for implementing the 

principles of SDM. 
 
• Availability of training and technical assistance network promoting 

practices consistent with SDM  

Some Goals for the Project 



• People’s right to choose is presumed 

 

• Full control of decisions impacting their life, is supported by 
services and natural support networks;  

 

• Assistance with decision making is available when needed.  

Using a Supported Decision Making 
Approach means….  



• Many decisions made every day 

• Some big, some small 

• No standard process or measure of “goodness” 

• “Good” decision making seems part science and part art? 

• Who decides if our decisions are “good”? 

Issue #1: Human Decision Making 

Conclusion: Human decision making is personal, often flawed and 
significantly Influenced by culture, values, others, personal 

experience and more! 



Issue #2: Assessment 



Issue # 3: Tools  

• Effective Communication 

• Peer Support  

• Written Documents 

• Agreements 

• Practical Experiences 

• Role Play and Practice 

• Life Coaching 

• Mediation 



• Website development 

 Resource sharing 

 Research dissemination 

 SDM Interactive 

 

• Small Grant Projects  

 

• Webinars 

 

• Conference 

 

Some of the activity so far 



• Involve youth in decisions early  

• Prepare to support decision-making at age 18 

• Use the support approach that imposes the least restriction on rights 

• Benchmark to the process and experience of typical young people 

• Always plan ahead – documenting and updating plans as the person’s 
preferences develop 

Consciously support people to develop 
decision-makers 



• Stand by people as they are developing capacity 

• Make sure they get every opportunity to learn 

• Resist the temptation to “evaluate” capacity –(It’s not a winning 
proposition) 

• Defend each person’s ability to take control in all settings and 
situations 

Being exemplar advocates 



“The only limit to our realization of tomorrow 
will be our doubts of today. Let us move forward 

with strong and active faith.” 
 
 
 

Franklin D. Roosevelt 
32nd president of US (1882 - 1945)  

http://www.quotationspage.com/quotes/Franklin_D._Roosevelt/
http://www.quotationspage.com/quotes/Franklin_D._Roosevelt/
http://www.quotationspage.com/quotes/Franklin_D._Roosevelt/
http://www.quotationspage.com/quotes/Franklin_D._Roosevelt/
http://www.quotationspage.com/quotes/Franklin_D._Roosevelt/


www.dcqualitytrust.org 

 

Like us on facebook:  
https://www.facebook.com/QualityTrust 

 

Tina Campanella, CEO 

tcampanella@dcqualitytrust.org 

Contact Us 

http://www.dcqualitytrust.org/
https://www.facebook.com/QualityTrust
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The Arc’s Position on Guardianship 

• Position Statement last adopted in November 2009 

• Joint statement with American Association on 
Intellectual and Developmental Disabilities (AAIDD) 

• No specific reference to supported decision-making 

• Due for review/revision in 2015 (6 years in bylaws) 

• Policy and Positions Committee work 

• AAIDD and The Arc Boards of Directors action  
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Current Position on Guardianship 

First Paragraph of Position: 

The majority of people with intellectual and/or developmental disabilities can 
manage their own affairs with informal assistance and guidance from family, 

friends, and others. When necessary, people should be aware of and have 
access to preferred alternatives. If guardianship is essential, it should be used 

only to the extent necessary, with a presumption in favor of limited rather 
than full guardianship. 
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Overall Statement: 
Most people with intellectual and/or developmental disabilities can manage 

their own affairs with assistance and guidance from others, such as family and 
friends.  If guardianship is necessary, it should be tailored to the person’s 

needs.  Strict monitoring must be in place to protect the best interests and 
preferences of each person. 



System Issues - Excerpts 
• State laws should be reformed to prefer less intrusive alternatives to full 

guardianship, including: 
 limited guardianship,  
 limited (and revocable) power of attorney or health care proxy, specifically tailored to individual 

need 
 consider alternatives first.  
 

• Adequate safeguards must be in place to protect individual rights, including: 
 due process and the right to counsel, must protect the person’s autonomy.  
 They must also ensure that the person is informed and retains as much decision-making power as 

possible 
  

• Attorneys and Members of the judiciary must have adequate training on 
alternatives to guardianship  

  

• An Individualized person-centered plan of teaching or support, to provide 
more opportunities to learn and practice life skills, should be included.  
 Transition planning in schools should  emphasize and that most people with I/DD can manage their 

own affairs with assistance and guidance 
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Oversight - Excerpt 

 

Guardians shall be accountable for their actions, whether financial or 
quality of life decisions, made on behalf of the person. Those actions 

must be reviewed periodically and subject to a court’s reporting 
requirements. 
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Position Statement Revisions 

Target Schedule 

• Sept – Oct: Current statements posted for chapter comments 

• Convention: Comments from convention participants 

• Sept – Nov: Committee drafting 

• Dec – Jan: “Final draft” posted for chapter comments 

• Spring 2016: AAIDD / The Arc Boards of Directors consider final versions 

• Summer  2016: Proposed statements posted for Chapter information 

• Convention 2016: Chapter voting at convention 
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Chapter Role 

• Position statements express critical values 

 

• Chapter input is important  
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