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Please stand by for realtime captions. 

Thank you for holding. Your Practical Tips for Supporting Seniors and Persons with Intellectual 

Disabilities Making Decisions Regarding LTSS will begin shortly. Thank you for your patience. Once again, 

thank you for holding, your Practical Tips for Supporting Seniors and Persons with Intellectual Disabilities 

Making Decisions Regarding LTSS will begin shortly. Thank you for your patience. 

Hello, and welcome to the webinar, Practical Tips for Supporting Seniors and Persons with Intellectual 

Disabilities Making Decisions Regarding LTSS. This partnership is sponsored by the area agencies on 

aging and this webinar is in part created by the aging and disability partnership which is a partnership of 

the National Disability Rights Network, the national disability rights and education defense fund and 

national Senior citizens Law Center and health management Associates. The partnership is to leverage 

the aging and disability network, extensive infrastructure, service capacity and expertise to ensure the 

delivery of efficient, high-quality managed long-term services and support to older adults and persons 

with disabilities. The goal of this webinar is to provide people with information about supported 

decision-making, and I am pleased to announce our two speakers. I apologize that when you registered 

for this, the speaker information was incorrect. Our two speakers are, in fact, both male, not female, 

and you would have noticed that although it. Our first speaker is Mr. Robert Flasnier with the center for 

Public representation and our second speaker is David Dutt with the National Disability Rights Network 

and I'm going to turn this over to Bob, now. 

Thanks, Elizabeth. I am in Northampton Massachusetts at the center for Public representation and David 

and I are going to take you through a description of supported decision-making as alternative to 

guardianship, something that is beginning to happen in the United States and is happening more around 

the world. But, there is quite a bit going on here of interest. And, after we describe that, I'm going to 

describe a project that we have in Massachusetts to try to implement supported decision-making, 

including with people with disabilities who are older. So, let's start by, David, can you advance the slide? 

Because I can't. Let's talk about what is so good about guardianship. Guardianship is a mechanism that 

everybody is the money with, sometimes called conservatorship, sometimes called guardianship, 

sometimes called other things. But, having someone appointed, usually by a court, to be able to make 

decisions for another person who is unable to make decisions for themselves, provides clarity about 

who it is who needs a Guardian, so there are statutes describe how you get one and what sort of status 

you have to be in to have one. It offers a form of protection to the person who is not capable, and 

provide some safeguards against abuse, particularly cohort -- court oversight. Provides a standard for 

guardianship and all laws, including provisions on how it is that the Guardian is to reach decisions. It 

makes clear who is the designer. So, that service providers, doctors, healthcare providers, banks and 

others know very clearly what is in charge and who can make a decision and ensures that there is 

someone in authority to act in emergency and provide third parties with certainty about the validity of 

decisions and actions. 



So, what's so bad about guardianship? And why are people interested in finding alternatives to it? One 

commentator, a professor, a law professor, has called guardianship civil death, and he calls it that 

because when a person is under guardianship, in effect, they lose their legal personhood. And 

everything that is important to those of us who don't have guardians, that we can exercise on our own. 

With help from our family or friends, is lost when someone is under guardianship. For some, under 

guardianship, they lose independence and self expression and possibility of integration. A Guardian may 

be opposed to a person moving out of a nursing home, for example, and into a community-based 

program. There can be a loss of dignity and the loss of the rights to the dignity of risk, the opportunity to 

take chances and to learn and grow from mistakes. And there is a certain learned helplessness to 

guardianship, people who have constantly have others making all of the decisions for them don't learn 

to make decisions for themselves. And, there are clear losses of civil rights. Depending on the state, the 

person under guardianship may not be able to marry, devote, pick their friends, who they associate 

with, choose where to live, decisions about accepting or refusing medical treatment. And in extreme 

cases, that are sometimes all too frequent, there is a chance that a person with a Guardian will be 

exploited by the Guardian both financially, and sometimes emotionally, and those kinds of situations 

can be very dangerous and sometimes the safeguards are not enough to catch them. 

So there has been increased independence through statutory reform. For the last 20 or 30 years, state, 

particularly after a series of very damning articles by the Associated Press in the 1970s, have begun to 

make changes to their guardianship statutes. And what are some of the changes that are important 

question mark increase the independence of the person under guardianship. States have placed limits 

under the guardian authority, every state now recognizes the concept of limited guardianship, that is 

that the person may need assistance in one area of her life but not others. So there shouldn't be a 

guardian who has plenary or full power to make those decisions when assistance is only needed in a 

particular area, so I presume I need help with anything over $500, but could spend less than $500 

without any difficulty. 

Also, statutes have recognized that guardianship should be a last resort. And that other alternatives 

should be exhausted first. And, those alternatives include things like powers of attorney, if a person is 

capable to write them a power of attorney, for a person terms, a person called the principal, appointed 

agent and the agent has authority to make decisions for the principal. Sometimes that happens 

automatically, as soon as the power of attorney is executed, sometimes it happens in the future when 

something happens. 

There has also been a big growth in the use of healthcare advanced directives, sometimes called 

healthcare proxies, and these are documents a person writes, which delegates to another person, and 

agent, again, the right to make health care decisions. And these documents, both power of attorney and 

healthcare advanced directives, can limit the authority that the agent has. So, all of these alternatives to 

guardianship and guardianship itself are fundamentally based on a theory of capacity, what is usually 

called in the law, mental capacity. And under the old laws, under the old bat guardianship loss, often, 

the mere existence of the diagnosis was enough. So if you had a mental illness, you needed a guardian. 

If you had a mental disability, you needed a guardian. That has changed a lot over the last several 

decades and has particularly changed as a result of provisions into uniform laws, UPC, and the uniform 

guardianship and protected persons Act.These are model statutes are written by a committee of lawyers 

and scholars and proposed as a way of states changing their guardianship loss to meet modern 

standards and modern due process ideas. One of the most important parts of the UPC and UGPPA is the 



definition of capacity, mental capacity . And the big change in that definition is it moves from a 

diagnostic category to a functional impairment test, and it is usually defined in the model statutes and 

uniform laws, and in many states as, first, an inability to receive and evaluate information, or to make or 

communicate decisions. So, this looks at the person's abilities, not their diagnosis. Can you take in 

information? Can you evaluate the information? Weigh the risks and benefits, for example, at the 

beneficial medical procedure and can you communicate a decision? If the person has the ability to do 

that, and the ability as to such an extent that the individual lacks the ability to meet such requirements, 

poor physical health, safety or self-care, in other words, can't take care of them, so for herself, and that 

can be improved with technological assistance. Then the person lacks mental capacity, and then the 

Guardian may be appropriate. And this is not on a continuum, this is a set of limited guardianship. So we 

are going to come back to mental capacity when we talked bout some changes in the way we look at 

guardianship internationally and will talk about legal capacity. But first, I want to just say and defined for 

you what supported decision-making is, and supported decision-making, David will explain in much 

more detail, was spurred by the convention on the rights of persons with disabilities which is the United 

Nations treaty, and with advances in many states. And, -- start, I have just lost it. There it is, I lost the 

PowerPoint for a minute. In Europe, Canada and so on. And, supported decision-making is increasing the 

scene as an alternative to decision-making and David is going to explain why. 

Thanks, Bob. So let me give you just sort of a quick example. This is an example from a protection and 

advocacy agency but I think that you could easily extrapolate this example to older persons and see how 

supported decision-making is an alternative to guardianship. I'll get into some of the more details here. 

So in this situation, hospital and a physician refusing to report for my medical procedure on an individual 

with a disability, because they did not believe that the individual could basically understand the 

procedure and provide the informed consent because of this individual's cognitive disability and the 

physician in the hospital wanted a family member basically to provide the consent. The individual did 

not have a family member involved, they understood the procedure but essentially the hospital and 

doctor would not believe that. So essentially, the advocates worked with the individual, there was a 

close friend that was actually also a service provider for the individual, and in this state, the health care 

proxy law had been recently changed so that the friend could essentially become the health care proxy 

and they were able to execute this, the friend was trusted by the individual. They talked about it, they 

ended up performing the medical procedures. So, this is sort of similar to how supported decision-

making is, in theory, to have a trusted individual to be the support of her not the actual decision-maker. 

So, as Bob said, the supported decision-making is through the convention on the right to persons with 

disabilities and is seen as an alternative to guardianship which is much, much less intrusive and avoids 

what Bob called the civil death of the individual. There has been a lot of discussion around supported 

decision-making in recent world Congress on adult guardianship which was held in Arlington back in 

May , many of the sessions and much of the discussion was how to implement supported decision-

making. 

To give you a quick background before I get into the convention, the World Health Organization 

currently estimates that about 15% of the world population or more than 1 billion people worldwide 

have a disability. Specific to the agent population, as is happening in the United States, across the world, 

the World Health Organization estimates that the world population of individuals with disabilities are 

going to increase because of the increase in the world population, the elderly population across the 

world. So, there is going to be a further need, both in the United States and globally, for support in 



assisting individuals as they age, and some other cognitive functions decline, to help them make 

decisions. Recently, in fact, the UN High Commissioner for human rights, there is discussion now at the 

UN about a proposed treaty for older people, similar to the convention of the right to individuals with 

disabilities, the human rights Commissioner said that by 2050, for the first time in human history, there 

will be more people over 60 years of age then there will be children. So, we're certainly seeing this aging 

of the population globally as well as in the United States. Now specifically, to the convention on the right 

to persons with disabilities, obviously focused on disability rights and issues facing individuals with 

disabilities but with a discussion about a possible treaty with older persons , it is highly probable that 

there will be some discussion and supported decision-making if this new older persons treaty starts to 

take route of the UN. Let me talk a little bit about the CRPD first 10 or get into article 12 which talks 

about supported decision-making. CRPD was the first major human rights treaty and negotiated through 

the United Nations. The UN General. assembly in late 2006 adopted the treaty language, but that 

basically meant that each individual country was then able to ratify the treaty on their own accord. The 

UN does not make laws and basically helps the drafting of treaties on an individual countries decide 

whether they want to become a party to the Treaty. In May 2008, after 20 nations ratified the CRPD, it 

entered into legal force under international law, so those 20 nations were bound by it and after May 3, 

2008, any other country they decided to ratify the treaty would be bound by its provisions. This is 

actually happening in 18 months and is a very quick process historically, most human rights treaties take 

years to enter into force. Currently, there is 147 nations plus the European Union have ratified the 

CRPD, an additional nine nations, including the United States have signed, but have not yet ratified the 

treaty. Basically, under international law, if a country has signed but has not ratified, that country 

basically agrees to respect and not frustrate the basic object and purpose of the treaty. But, until a 

country ratifies it, it is not legally bound to adhere to any specific provisions of the treaty. So, the United 

States basically agrees that in principle they are going to file the main purpose of the CRPD, but they are 

not bound by any do specific -- of the specific purposes did quickly on the next slide is just a map of the 

countries which have currently ratified the CRPD. Those are in the red and dark blue on the map, and 

then the yellow are those countries which have signed but have not ratified the CRPD and then there 

are a handful of countries, prepare in Africa and scattered elsewhere in grade that have neither signed 

nor ratified the CRPD. So, on article 12 is where the basis for supported decision-making lies. So this 

article is titled,EqualRecognition Before the Law, and under article 12, nations which are called state 

parties, that is the technical name under the treaty, who ratify the treaty agreed under the first 

paragraph that individuals with disabilities have the right to recognition before the law. And most 

importantly, for the concept of supported decision-making under paragraphs 2 and three of Article 12, 

nations that agree to the treaty agreed that individuals with disabilities will and weight equal -- I'm 

sorry, will enjoy legal capacity on an equal basis with others, and the nation will further take measures 

to support the legal capacity of the individual. Also, I note that under paragraph 1, a person with a 

disability is to be recognized as a person before the law, regardless of their mental capacity or other 

impairment as a disability. As Bob mentioned, we are going to get back to this a little bit, legal capacity is 

different than mental capacity under the CRPD and/or returned it on a little bit. 

The fourth paragraph of Article 12 basically again lies out what a nation agrees to under a treaty. And, I 

just want to highlight the part that is highlighted in red text here. So, under article 12, the country needs 

to have appropriate and effective safeguards to prevent abuse, and, such safeguards shall ensure that 

measures relating to the exercise of legal capacity respect the right, will and preferences of the person, 

are free of conflict of interest and undue influence, are proportional and tailored to the person's 



circumstances, applied for the shortest time possible, and are subject to regular review by a competent, 

independent and impartial authority or judicial body. 

So Bob previously mentioned plenary guardianship under the CRPD, under Article 12, plenary 

guardianship in most cases would be considered to be a violation of Article 12 and the CRPD and a 

country that allows extensive use, certainly, of plenary guardianship that would not be adhering to the 

treaty. For example in Germany, following their obligation under Article 12, has eliminated plenary 

guardianship, and in Germany, the court needs to determine whether an individual has free will, and 

that decides what level the guardianship is going to be implemented. So, the court in Germany considers 

this concept of free will in terms of what level of guardianship would be imposed. And again, Germany 

has gotten rid of the plenary guardianship out right. 

Essentially, paragraphs two, three and four of Article 12 are what form the basis of supported decision-

making. But what are sort of the practical aspects of supported decision-making? So on the next slide, 

and this is adopted from Michael Bock who has been very active in supported decision-making up in 

Canada, especially British Columbia. And there are sort of several principles around supported decision-

making . First, supported decision-making postulate the people, regardless of disability, and one could 

further include age in that as well, are not inherently incompetent. Secondly, everyone has a will and 

preference, these wells and preferences can range from everyday preferences about what to eat, what 

to wear, and as well as longer wills and preferences about careers, about where to live, the choice of 

jobs, those sorts of things. And third, the third principle is that the will and preference of the individual 

can be expressed and understood. And really, this sort of third principle is at the heart of supported 

decision-making and how it is implemented in practice. 

Sans the next slide, supported decision-making in practice envisions -- so on the next slide, supported 

decision-making in practice envisions a person that can help the individual communicative preference or 

explain in language or means that the individual can understand, what the decision that needs to be 

made and the possible implications of the decision. So, if an individual need someone to help them 

explain the choice, and language that they can understand, it may be this individual am a supporter, that 

instead of talking to them in medical or legal terminology, can sort of explain it in language that this 

individual can relate to. The supporter may also be the conduit to communicate to the individual, such 

as may be a Dr. or a staff in an assisted living facility. They can go to the supporter to help communicate 

to the individual about decisions that the individual needs and implications of those decisions. The key is 

that the supporter, however, is not making the decision. So, they are not provided the authority to make 

the decision, the supporter is helping the individual make that decision. And, it is actually the individual 

who needs the support, they are the ones that choose the supporter, and the best case, the supporter 

isn't imposed on them, the individual chooses who they want to be the supporter. On the next slide is, 

I'm just got to read this quote from Professor. Denerstein, essentially, supported decision-making if you 

want a definition, is a series of relationships, practices, arrangements and agreements have more or less 

formality or intensity designed to assist an individual with a disability to make and communicate to 

others decisions about the individual's life. 

Commentators and professor Denerstein said this as all, most of us make decisions, where the people 

we trust, that we know, we ask them their opinions, we ask advice in front through scenarios with him 

and they communicate and provide, help us make the decision. It is really a more formalized way of 

what many of us do throughout life in terms of making decisions. Now, the CRPD , again, it says people 



with disabilities enjoy legal capacity on an equal basis with others. Now, when setting up a supported 

decision-making system under the CRPD at least, a country must work to provide the supports to the 

individual to create, modify and extinguish legal relationships. So there's sort of this interaction with the 

community, with medical treatment, with doctors, with bankers, with disposing income and resources, 

making decisions, you know,, decisions, where to live, what setting to live in. The country under the 

CRPD needs to have the supports in place which again, can include the supporter and how the legal 

relationship is going to be between the supporter and assisting with the community and having this 

interaction. For example, the supporter may or would need be allowed to be present when decisions are 

being made and sort of help the individual make decisions. So, being in a room where the doctor is or 

lawyer is or what not, and helping to sort of facilitate our conversation and assisting the individual who 

needs the support. So that is essentially the basic concept. There are several countries that I mentioned, 

Canada, British Columbia, and several other provinces, have been active in this. Bulgaria is another 

country that has been sort of actively promoting supported decision-making and working on these 

systems. It's a very new concept. There has been a lot of discussion spurred about the CRPD, and just as 

a final note, before I turn it back over to Bob, though the United States has not ratified the CRPD , it 

needs a two thirds vote in the Senate which we have not yet achieved, there are still ways by local 

jurisdictions, state municipalities, to be able to implement the Prince. CRPD , of Article 12 of the CRPD, 

and there are other ways that the community can sort of follow dispensable, regardless of whether the 

United States is actually a party to the treaty. So now I'll turn it over to Bob. 

Thanks, David. One of the things that has been interesting me through some more care with an agency 

like ours in Mexico that represents people with mental disabilities in the criminal justice system. And, it 

is surprising to me, the level of interest and commitment, both from the nongovernmental organizations 

of which that group is one, and from the government of Mexico, to conforming their lost to the 

international treaties. So there are efforts all around the world to implement the provisions, the many 

provisions, of the CRPD. And, hopefully some of that will eventually spread here as well. But in the 

meantime, as David suggested, there are opportunities to and meant new ideas, new programs here, 

even though we are not required to do so under a UN convention. And, there has been some movement 

in the United States toward establishing substituted decision-making as a result of guardianship. So we 

need the next slide. There is no single measure or no single model of supported decision-making. 

Models around the world have drawn on various kinds of support mechanisms that people may be 

familiar with. Circles of friends, person centered planning, the principles and theories of those processes 

are brought into it. Supported decision-making can be either formal or informal, and in those places and 

provinces in Canada where supported decision-making has been put into statute. The process becomes 

somewhat formalized. The reforms. There are various things that have to be executed. We are nowhere 

near what needs to be done on a guardianship, but there is a certain formality to the process. In other 

systems, which are less formal, more informal, there may still be forms and there may be agreements 

and things that providers and others need to see. But, the process itself may be a little more loose. In 

some places, the supported decision-making process may be court sanctioned. But in most places, that's 

not true. One place where supported decision-making might be sanctioned is if a person is already 

under a guardianship and is looking to come out from underneath the guardianship , using supported 

decision-making. Then, a judge might very well have to approve the process in order to discharge the 

guardianship. As I said, it can have support and authority in the statute, in Canada, British Columbia has 

one of the more sophisticated statutes. The Yukon has a statute and has a great deal of activity going on 

there. There are attempts, as David alluded to, around the world, not to change guardianship. Ireland is 



considering abolishing guardianship entirely, and replacing it with supported decision-making. And one 

of the things that is true about any supported decision-making system is, there has to be safeguards. So, 

some of the same problems that can attend guardianship, exhortation, on one hand or neglect on the 

other hand, on the other hand, can also be true in the supported decision-making process. So, any 

process needs , any scheme, needs to have some safeguards built-in. Now, there are a couple of cases in 

the United States in which courts have recognized supported decision-making. As a viable alternative to 

guardianship. Perhaps most well-known of these cases is what is generally known as the Jenny Hatch 

case, Virginia's Circuit Court for the city of Newport news in August of 2013, and, Jenny Hatch is a person 

with an intellectual disability who have lived independently into her adult life, when suddenly she had 

an accident and her family moved to place her under guardianship. When she was put under 

guardianship, her Guardian remove her from the supportive community, the one she was living in and 

placed in a nursing home. And, Jenny was able to reach out to some pretty good lawyers who moved to 

get the guardianship discharge. And, it was not an easy process, it took several years, but at the end of 

it, the judge in the case held that left Jenny Hatch under guardianship for a year, but adopting the 

tenants of supported decision-making allowed her to leave the nursing home and to live with some of 

her supporters and said that the guardianship would probably be discharged within a year. And another 

case that was more directly impacted by the UN convention is a case called guardianship of [ 

Indiscernible ], a case decided by Judge Kristin Glenn, one of the international leaders in supported 

decision-making. And, a real voice for the , in this case, Judge Glenn refused to put under guardianship a 

young woman who clearly have support from her family, from her friends, and who with that support 

could make decisions and did not need formal guardianship processes. But, she needed support. And, 

the thing that is important about Judge Glenn separation -- opinion is it relies heavily on international 

law. She gave persuasive weight in interpreting her own laws, and constitutional protections. There has 

also been a case in Texas and several other cases scattered around the United States in which judges 

have adopted supported decision-making . The ideas and theories, and avoiding or limiting, severely 

limiting guardianship. 

So based on these cases, and seeing this trend, we became interested in this, the center for Public 

representation is a public interest law firm and over the past 40 years or so, we have done a lot of work 

in guardianship reform. We have been part of developing the case law in Massachusetts which is very 

extensive, and for the most part, is good in getting the guardianship statutes here repealed and replaced 

with a modified version of the UPC which I pointed to earlier. But, it was clear, as it often is, in work and 

disability law and an elder law, that even when statute and laws are changed, some of the problems 

remain. So although here, we now have a pretty good guardianship statute as compared to other 

guardianship statutes. There are still lots of people under guardianship probably, most certainly, did not 

need to be. So, this became increasingly aware of what the United Nations came with, we prepared a 

group called [ Indiscernible ] research Associates, an organization that provides shared living services. 

For people with intellectual disabilities, and some people with psychosocial disabilities. Throughout their 

lives. And, the shared living is like adult foster care, so, the individuals placed into a home and becomes 

a member of the family, and it has been particularly successful in having its clients placed in homes 

where they stay for many years. And developed very close relationships and become almost like part of 

the family. So, we got together, we held a planning conference, and we had a number of people from 

Chile around the world come to tell us what they were doing on things and how we might adopted here. 

We had all of the local probate court judges from this part of the state attend that were very was only 

surprised, but they all left the meeting very supportive of this idea. So, we decided that what we would 



do is over the next year, of which there is about seven months left, we are going to assist the 

approximately 10 individuals with intellectual disabilities and their families to design and ample meant 

supported decision-making as an alternative to guardianship. We are going to have the [ Indiscernible 

name ] resource Associates staff will primarily select the individuals who will participate. They will 

provide support to them and understanding what the process is to them, their family, some friends and 

other supporters. And, we will provide the legal representation, whenever that is necessary, and the 

legal support for whatever happens. For the outcomes, and for establishing it. We have established an 

advisory Council and put on a couple of former judges, bankers, doctors, health care professionals, 

individuals with intellectual disabilities, older services, providers and family members. And we are 

relying very, very heavily on our advisory Council to give us advice because so much of what we're doing 

is unchartered water and is new. We have also contracted with an outside evaluator, human services, 

HSRI, human services research Institute in Cambridge, Massachusetts, who will evaluate our process, 

study and support the outcomes. So we very much want this to be something, although we will have a 

small group, we are hoping that what we learn about this can be replicated. We think we are the first 

group in the country to do this, even on such a small scale. Although, there are others were interested in 

establishing projects in places like New York, Virginia and other places. So, that is essentially what the 

outline of the project looks like. This is specifically how we are going to try to do it. We are approaching 

this with as much flex ability as we can, in part because we have not done it before, we can't be sure 

what is going to work best and we have to be able to fit whatever we do to the individuals that we are 

working with. So, will use a supported decision-making model and method that works best for the 

individual. We have identified about 10 people who have indicated an interest in being involved in this. 

And, we have consciously look for people who will provide a variety of experiences. So, we have some 

individuals who have guardians, and in each case so far, the guardians are supporters of the idea of 

moving out of guardianship and into a different kind of relationship. As many of you know, some 

families are not comfortable with being guardians because they often feel it places them in a non-

comfortable kind of situation with their family member. We are looking for different degrees of 

disability. So, we have some people who are quite verbal, who are quite opinionated, although they 

have some decision-making limitations and needs some help, to others who have a much higher level of 

need. And, we want to test this idea with a variety of individuals. We have tried to pick identified people 

of different ages. We have two individuals who are in early stages of Alzheimer's disease, so we want to 

work with them, and have others who are much younger and/or closer to 18 or 21 years old. 18 in most 

states is the age of guardianship. As young people move out of the school system and become adults, 

often their parents are told you have to get a guardianship. And many do. We have had remarkable 

interest and support, particularly from family members again people who are moving into adulthood 

and his families would like to avoid guardianship. We are also looking for people with varying degrees of 

personal and service systems support. So, we have some people in the target group who have fast 

support networks of several dozens of friends who can help them in many ways, to others who are more 

isolated and have very few people who may be in that situation. We are supporting this through our 

own funds. So far, this has not been an expensive process. The major expense for us has been the 

evaluation piece, and we think that we have been able to find some support from foundations to help us 

fund the evaluation and research, because this is so new, there is very little research internationally 

about this and we are hoping that we will, although have a small sample size, again, we're hoping that 

our research model will be useful to people in other countries. We have been working particularly 

closely with a nongovernmental organization, an NGO in Israel that is doing very close to the same thing 



we are and we want to share our research model with them and they're going to share our experience is 

with us. So, funding is not a huge issue in this kind of work. We think. Some projects have done this kind 

of work have funding and four administrator purposes, and for monitoring and mentoring. So, there was 

a small project in enhancer, probably, about 12 years ago, for some folks in New Hampshire were ahead 

of the curve and have the thinking on this and established a supported decision-making project, 

although they did not call it that in New Hampshire. With some state funding and with some foundation 

funding. And, that was permanently used to administer the program, and for the small staff of the 

program to provide support to the supporters, and to provide monitoring and oversight to be sure that 

the supporters of the people with the disabilities were doing what they were supposed to do. So, it is 

possible, we believe, to do these kinds of projects. They are not spectacularly expensive. They do take 

some funds. [ Indiscernible ] has had to extend some of its staff time and meeting with people, talking to 

them about it, and will provide free legal representation, and we are providing other kinds of support. 

But, most of this is within our general operating budget and is consistent with our goals and with their 

goals and with what they try to do with all of their clients. So, we think it can be done in that way. It is 

also worth knowing that the federal government, through the department, United States federal 

department through the health and human services and the agency on intellectual disabilities and aging 

and intellectual disability, has just established, just granted funding for a national backup and support 

Center for supported decision-making. So, it is likely, and that is a government agency that unites and 

serves both people with disabilities, programs and policies, with the same for older Americans. So, there 

will be federal agency support for this as it goes forward. 

This is a pretty important time in guardianship, David and I and others believe. There is a real 

opportunity here to design and implement meaningful, effective strategies that can revolutionize 

guardianship in America. And, that revolutionary reform on the basic concepts of substantive decision-

making is not only possible, but we think is almost inevitable. This is a time to think about guardianship 

in a brand-new way, to create new opportunities for people with disabilities and people who are older. 

In order to enhance their independence, to ensure that they are able to make decisions, to provide for 

their own feelings of self-worth, and to encourage them to more fully participate in their lives and the 

lives of their communities, while still providing necessary and desired protections to the, and removing, 

if not the course, at least the oversight of the courts for people's individual lives, and we hope that our 

project will be successful. We hope that the research on it will enable people to understand what we are 

going to be doing over the next couple of years. So, there are some resources for this, and David is going 

to describe those. 

Just quickly, before we open up for questions. So, the national guardianship network is a network that 

has been established with several national groups that are involved with guardianship issues and have 

recently been discussing supported decision-making. This group, the National Disability Rights Network, 

is part of this group as well and is groups that supported judges as well as guardians and those that may 

be possibly subject to guardians. And then, the ABA has been working a lot, Erica Woods, and it's a 

fellow that has been working, I mentioned the world Congress on adult guardianship, that had a big 

discussion this year and have some resources on supported decision-making. The Jenny Hatch project 

refers to the case that mentioned with Jenny Hatch, and this is through the quality trust that has been 

working a lot on supported decision-making and their website with a lot of their resources available. So 

obviously, both Bob and I are resources on this as well as these other organizations that are listed and 



our contact information is on the next few slides. And, Elizabeth, are we going to open up for questions 

at this point? 

Just, Richard, our moderator, could you open it up for questions, please? 

Thank you, we will now begin the question and answer session. If you have a question, please press star 

one on your phone, if you wish to be removed from the queue, please press the pound sign or hash 

key.If you are using a speakerphone, pick up the handset before pressing the numbers. Once again, if 

you have a question, please press star one on your touchtone phone. Standing by for questions. 

I see that somebody is typing in a question on the chat function. So that is another way to ask a question 

as well. 

Once again, that is star one on your touchtone phone. 

Okay, while somebody is typing in a question, I will go ahead and ask my question. And it is mainly to 

Bob. Who did the providers in the Nonotuck program get their training from? It seems relatively new, 

and so I simply wanted to receive the training on this, is there a certain place or program they can go to? 

Well, that's a good question and the answer is we have pretty much invented it as we went along. We 

got our understanding of supported decision-making through what he read about and through our 

planning meeting. Then, we relied on experts, particularly from Canada and Ireland to tell us how they 

were doing things there. And then the advantage to us for working with Nonotuck is that because they 

are a shared living program, they really brought a lot of their own expertise to it. But I think that there 

will be training opportunities as we move along. There weren't a lot of places for us to look because 

nobody had really done it before. 

Okay. And Shane has completed his question which is, why are people being recommended to put their 

young adults under guardianship as they become 18? And, how can we change this trend? 

Well this is Bob. What happens is, at least in the experience here, and I think this is true around the 

country, as children reach the age of adulthood, their parents no longer can make decisions for them. 

And often, they may have been in special education programs and the schools are, at least here, 

notorious in telling parents that have to go get a guardian if they want to be able to continue to make 

decisions for their child special education staff. Some state agencies will urge people to get guardianship 

so that they can apply for transitional services out of special education and to the adult human services 

world. And so, it is almost, what we hear from many, many periods, who have called us about this, is the 

school told me or the Department of mental health told me or the Department of developmental 

services told me, or someone told me that, or SSI or Social Security or somebody said, I've got to get 

guardianship. And the answer to that is, you don't. There are alternatives to it, and this is one of the new 

ones. 

Okay, Richard, do you have any phone questions? 

At this time I see that we have no questions in the queue. 

Okay, it seems that Shane has a follow-up question. How do we get the schools, agencies, etc., to not 

recommend guardianship automatically at 18? 



Well, this is Bob. I think that it is an educational process and think that the nonschool agencies that have 

been or can with families, for instance, families with intellectual disabilities, they ARCs, independent 

living centers, others like that, should be letting parents and families know, and the individuals that the 

child is becoming an adult. I know there are lots of alternatives to guardianship. And, urging schools not 

to require this. 

Okay, and we have another question coming in which is been typed right now. I have another question 

before. Oh, yes, her question came in. From Vanessa. What is the process involves removing away from 

guardianship towards the supported decision-making model? That's a big question. 

Well, what we are doing in a couple of levels, one is that we are doing a lot of education locally about 

supported decision-making. And, meeting with judges, lawyers, family groups, consumer groups, and so 

on. To describe this process. The other is that we are meeting with people who rely on guardians. And 

the most important of those areas are, I think, healthcare providers, and bankers. To explain to 

healthcare providers and bankers of how supported decision-making works, what the document is going 

to look like, and hopefully persuade them that there is nothing to fear from this. The third thing that we 

are doing is educating records because we expect in the second phase of our project, we are going to be 

moving into court, asking that people be discharged. People currently under guardianship be discharged. 

And we want to make sure that the judges understand that we are not proposing something that is a 

terrible idea but in fact something that is a great idea. From which there will be adequate safeguards. 

I would just quickly throw in that in this Columbia, they serve as more of a systematic approach would 

actually have these sort of agreements indicating, you know, what the responsibilities and support are, 

and so to try to make it that, as Bob mentioned, somebody goes into a Dr. or banker, they show them 

this is the supported decision-making agreement, this is who this person is, this is sort of how the 

process is, and they try to make it work across British Columbia little bit more of a broader acceptance 

of this model. 

David makes a good point. We have developmental use of form that is based in part on the British 

column B of form and in part on the form that is used in the Yukon. But much simpler. It will be 

notarized, it will be signed by everybody. What will be different between our form and the forms that 

are used in Canada is that they have a statute behind them saying it is a valid legal form and we don't 

have that. So, we're going to have to persuade people that the form has meaning. 

And Richard, do we have any questions on the phone? 

At this time we have no questions in the queue. 

Okay, well just in the 1 min. we have left, I would like to ask, what has been, most of what you have 

learned from your variety of individuals that are the 10 individuals involved in the project that you were 

talking about? Have you found that any particular characteristics lend themselves to this type of model? 

No. We have consciously tried to pick a wide variety of people, if you well, we have tried to pick people 

who are bringing different things to the project so that we can try it on a lot of different levels that we 

are not trained to do this as an experiment, but, we want to show that this is a project, a tool that has 

wide use. Now, we do have one major limitation on the group of people we are looking at, there are all 

people with intellectual disabilities and there are people who are affiliated in one way or another with 



Nonotuck, so that means that most of them are bringing at least some support network with them. And 

we recognize that as a limitation. But, we think that it is a place to start. 

Okay, and we have time for one last question. This is a follow-up question from Shane. Could this model 

it could eventually have a questions for youth rights, people under the age of 18, disabled or not, to 

have increased decision-making as a dependent from their parents for support? 

Well, that is a good question, Shane. I have not thought much about that. The biggest impediment to 

that being true is that we have almost every state in the country has an age of majority. There are 

states, however, Massachusetts is not one of them, that have processes for emancipation. For youth can 

be declared by a court to be emancipated, and therefore are able to make their own decisions. There 

are other types of emancipation's, for instance going into the military, are some of the things that would 

emancipate someone from otherwise being a minor. But it may very well be that tying something like 

supported decision-making to emancipation might be an interesting ways to support decision-making. 

Good question. 

Okay, thank you, both, Bob and David. And I hope that everyone on the call will continue to read about 

and learn about the supported decision-making model. And, have a good afternoon. 

Thank you. 

Goodbye. 

Thank you. This concludes today's conference. Thank you for participating. You may now disconnect. 

[ Event concluded ] 
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