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Foreword 
 
For too long, individuals with developmental disabilities have been consigned to living in service 
arrangements designed primarily by others, sometimes segregated from society in large institutions, at 
other times grouped in smaller settings, but still congregated with other individuals with disabilities. 
Desiring lives that all citizens live, increasingly they have demanded a say in choosing where and with 
whom they will live. Families, too, have questioned the appropriateness of existing service models for 
their sons, daughters, brothers, and sisters with developmental disabilities. 
 
Responsive to these voices, the New York State Developmental Disabilities Planning Council (DDPC) 
awarded NYSACRA a grant to explore alternatives, sometimes referred to as shared or supported living 
arrangements. This paper presents NYSACRAΩs findings. 
 
A historical overview of service delivery for persons with developmental disabilities, the parameters of 
the DDPC grant, and NYSACRAΩs grant-related activities are presented in the paperΩs Introduction. 
Differing Dreams: A Promising Approach presents the perspectives of individuals who participated in 
NYSACRAΩs forums or responded to its survey, as well as NYSACRAΩs research findings on shared or 

supported living. The paperΩs third section, The New York State Experience, offers a discussion of 
current successful approaches, barriers and what needs to change in New York State in order to 
actualize the dreams of individuals with developmental disabilities, and their families, seeking 
alternatives to traditional service delivery models. The final section, Resources, presents an annotated 
listing of articles and books on the topic. Although not an exhaustive list, the references cited provide 
valuable information for individuals with developmental disabilities, their families, service providers, and 
public policy makers on creating innovative, individualized living options for persons with developmental 
disabilities. 
 
It is hoped that this paper will serve as a springboard for further discussion and action to make the 
aspirations of many individuals with developmental disabilities and their families come true.  
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INTRODUCTION 
 

 
Susan Covert, Editor 
New Hampshire RAP Sheet 
A collaborative effort by the Disabilities Rights Center, 
Institute on Disability, and the New Hampshire Council 
on Developmental Disabilities 

 
 

Historical Context 
 
America has only recently turned the corner on public policies and attitudes that for nearly a century-
and-a-half led to the isolation and segregation of individuals with developmental disabilities in large, 
state-operated institutions. Emerging in the mid-1800s as training schools and serving as alternatives to 
prisons, alms houses, and insane asylums, by 1967 these institutions housed nearly 200,000 individuals 
with developmental disabilities nationwide. More than 20,000 additional individuals with developmental 
disabilities were housed in psychiatric centers and many more in nursing homes. Due to severe 
overcrowding and understaffing, these institutions offered mere custodial care at best, usually in remote, 
rigidly controlled, confines. 
 
Urged by professionals, parents, and self advocates; prodded by media exposés and class action 
litigation; and assisted by new federal funding streams enabling the creation of community-based 
programs; in the twilight of the twentieth century, states began reconfiguring service options for 
individuals with developmental disabilities. By 1992, across the country, more people with developmental 
disabilities (187,145) were living in community-integrated residential programs of fifteen or fewer beds, 
typically operated and staffed by non-profit agencies, than were living in institutions (168,957), including 
state training schools or developmental centers, psychiatric hospitals, and nursing homes. Over the next 
decade, the trend toward smaller, community-integrated residential programs continued across the 
nation and in New York State.  

For most of us, home is the place where we take 
refuge from the world, the space where we express 
ourselves, and where we decide who to invite in. Too 
often, people with disabilities are not included in 
even the most basic decisions about where and with 
whom they live. 
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Changing Patterns in Residential Services for Individuals  
with Developmental Disabilities: 1986ς2004 
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Developmental Disabilities 
Planning Council Grant 
 
Turning the corner, arriving in the community, and living in neighborhoods across the country, however, 
does not mean that all individuals with developmental disabilities are truly άat home.έ In statewide and 
regional forums convened by the New York State Developmental Disabilities Planning Council (DDPC) 
over the past several years, individuals with developmental disabilities have voiced their need for more 
choice about where and with whom they live.1 In the more traditional community residential models, 
which were born as alternatives to institutions and have become the mainstay of todayΩs service system, 
the individual has little choice about who will live in the house or even who a roommate will be; the 
house is operated, staffed, and essentially controlled by a service agency. 
 
Responding to these concerns, in 2007, the DDPC awarded an 18-month grant to the New York State 
Association of Community and Residential Agencies (NYSACRA)τin partnership with the Self-Advocacy 

Association of New York State and Parent-to-Parent of New York Stateτto explore and foster the 

development of creative approaches to housing options for individuals with developmental disabilitiesτ
options in which their choice as to where they live, with whom they share life, and the supports they want 

and need, would be the cornerstone. The grantΩs goal of άcreating models that will increase community 

participation for individuals with developmental disabilitiesέ can be put more simply: creating the same 
kinds of homes and living arrangements which most people without disabilities enjoy. 
 
As a grass-roots association of approximately 200 not-for-profit agencies providing residential and other 
supports to individuals with developmental disabilities, NYSACRA was uniquely positioned to nurture 
the seeds of interest sown with the DDPC. Listening to individuals supported by its member agencies, 
NYSACRA too had heard of their desires for more individualized, choice-driven residential 
opportunities. In fact, in the mid-2000s, NYSACRA had convened a small workgroup of representatives 
from member agencies and the New York State Office of Mental Retardation and Developmental 
Disabilities (NYS OMRDD) to begin exploring these desires, as well as obstacles to their fulfillment. It 
was also an active member of the Individualized Supports Think Tank (see Appendix A). In harmony with 

NYSACRAΩs strategic plan of helping to shape todayΩs service system by providing information that 
frames policy debates and influences policy decisions toward improved and quality opportunities for 
people with developmental disabilities, the grant enabled NYSACRA to continue its exploration of 
άshared livingέτan approach to service delivery in which individuals with developmental disabilities 
choose who will share in their lives as friends, housemates, and support providers.2  

                                                           
1
 The DDPC is a federally funded New York State agency responsible for developing new ways to improve the delivery 

of services and supports to New Yorkers with developmental disabilities and their families. The DDPC focuses on 
community involvement, employment, recreation and housing issues, and promotes positive systems change through 
grant programs that fund such activities as: demonstration programs, training for families and staff, outreach to un-
served and underserved populations, support to communities, interagency collaboration and coordination, and 
systems design and redesign.  
 
2
 ά{ƘŀǊŜŘ ƭƛǾƛƴƎέ ǿŀǎ ŀ ǘŜǊƳ ǳǎŜŘ ōȅ b¸{!/w!Ωǎ ƛƴƛǘƛŀƭ ǿƻǊƪƎǊƻǳǇ ƛƴ ǘƘŜ ƳƛŘ-2000s. It was also used in the 2007 DDPC 
ƎǊŀƴǘΦ IƻǿŜǾŜǊΣ ŀǎ b¸{!/w!Ωǎ ǊŜǎŜŀǊŎƘ ŎƻƴǘƛƴǳŜŘΣ ƛǘ ǿŀǎ ŦƻǳƴŘ ǘƘŀǘ ǘƘŜ ǘŜǊƳǎ άǎƘŀǊŜŘ ƭƛǾƛƴƎέ ŀƴŘκƻǊ άƭƛŦŜ ǎƘŀǊƛƴƎέ 
are used in some states (e.g., Massachusetts and Pennsylvania) to describe a model of care similar to New York 
{ǘŀǘŜΩǎ CŀƳƛƭȅ /ŀǊŜΦ Lǘ ǿŀǎ ƴŜƛǘƘŜǊ b¸{!/w!Ωǎ ƴƻǊ ǘƘŜ 55t/Ωǎ ƛƴǘŜƴǘ ǘƻ ǊŜǇƭƛŎŀǘŜ ŀƴ ŀƭǊŜŀŘȅ ŜȄƛǎǘƛƴƎ ƳƻŘŜƭ ƻŦ ŎŀǊŜΦ 
Rather, the intent was to develop a body of knowledge and principles to guide the creation of innovative living 
ƻǇǇƻǊǘǳƴƛǘƛŜǎ ŀƴŘ ǎǳǇǇƻǊǘǎ ǊŜǎǇƻƴǎƛǾŜ ǘƻ ƛƴŘƛǾƛŘǳŀƭǎΩ ŎƘƻƛŎŜǎΦ 
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NYSACRA Activities 
 
Specifically, the grant called upon NYSACRA and its partners to develop a body of knowledge, including 
principles and strategies, to guide such an approach, and to disseminate that information among 
stakeholders for their use. Toward those ends, among other things NYSACRA: 
 

 Convened a statewide symposium, attended by nearly 200 people, during which experts from across 
the country described highly individualized, successful shared, and/or supported living practices. 

 

 Held seven regional forums across the state at which approximately 400 individuals with disabilities, 
their families or friends, and service providers listened to presentations and expressed their desires 
and thoughts on approaches to living arrangements which promote individualsΩ choices on home 
sharing and necessary supports. 

 

 Conducted an electronic survey on the subject and received over 120 responses from interested 
individuals with disabilities, families, and service providers. 

 

 Reviewed approaches, experiences, and guidelines developed by other states and agencies providing 
shared and/or supported living options. 

 

 Sought legal consultation on issues which frequently arise in this arena, chiefly surrounding 
employment status, wage and tax issues relative to those individuals who provide supports to 
persons with disabilities in non-traditional settings. 

 

 Identified individuals with developmental disabilities, family members, advocates, and professionals 
from across the state willing to form a learning community to further explore and promote 
approaches to community living built on individual choice. 
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DIFFERING DREAMS, 
A PROMISING APPROACH 
 
 
 
 
 
 
 
 
 
 

Parents 
Responding to  

b¸{!/w!Ωǎ {ǳǊǾŜȅ 
 
 
 
 
The hopes and dreams of individuals with developmental disabilities and their families concerning future 
living arrangements are as numerous and varied as are the people themselves. Some aspire to find a 
traditional group home placement in which a service agency owns or leases the property, provides the 
staffing, and carefully screens and selects who will live there. For thousands of individuals, these 
programs have opened new vistas of community involvement, fostered skill development, afforded 
opportunities for forging lifelong friendships with peers and community members, and assured safe and 
secure housing. 
 
While promoting individual choice to the greatest degree possible, traditional group homes are 
constrained by the reality that they are congregate settings, and the value of individual choice must be 
balanced with the value of ensuring the wellbeing and accommodating the interests of all who live there. 
Some individuals would prefer living arrangements free from these constraints. They are searching for 
alternatives. And again, their dreams are as numerous and varied as are they, and no one model will fit 
the bill. 

I hope that my son can live in a home 
with other individuals with disabilities 
his same age, fully staffed by the agency, 
with staff preparing nutritious meals. 
Convenient location so the individuals 
can get out and do various activities. 
They need freedom to enjoy life to the 
best of their ability. 

cannot help thinking of his future 
residence. I know what he 
envisions and it is not a group 
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Supported Living 
 
Supported living is one approach to assisting individuals with 
developmental disabilities to live their dreams and a number 
of states have embarked on providing supported living 
services.3 
 
California describes supported living as a broad range of services to adults with developmental 
disabilities who, through the Individual Program Plan (IPP) process, choose to live in homes they 
themselves own or lease in the community. Supported Living Services (SLS) may include: 
 

 Assistance with selecting and moving into a home;  

 Choosing personal attendants and housemates;  

 Acquiring household furnishings;  

 Common daily living activities and emergencies;  

 Becoming a participating member in community life; and,  

 Managing personal financial affairs, as well as other supports.  
 
These services help individuals exercise meaningful choice and control in their daily lives, including 
where and with whom to live. SLS is designed to foster individuals nurturing relationships, full 
membership in the community, and work toward their long-range personal goals. Because these may be 
life-long concerns, Supported Living Services are offered for as long and as often as needed, with the 
flexibility required to meet a person changing needs over time, and without regard solely to the level of 
disability. Typically, a supported living service agency works with the individual to establish and maintain 
a safe, stable, and independent life in his or her own home. But it is also possible for some individuals 
to supervise their services themselves, to secure the maximum possible level of personal independence. 
 
CaliforniaΩs Lanterman Act presents the following principles for supported living arrangements: 
 

 Consumers shall be supported in living arrangements which are typical of those in which persons 
without disabilities reside. 

 

 The services or supports that a consumer receives shall change as his or her needs change without 
the consumer having to move elsewhere. 

 

 The consumer's preference shall guide decisions concerning where and with whom he or she lives. 
 

 Consumers shall have control over the environment within their own home. 
 

                                                           
3
 In 1990, Congress enacted Section 1930 to the Social Security Act to allow up to eight states to provide Community 

Supported Living Arrangements for individuals with developmental disabilities. Of the twenty-seven states that 
applied, California, Colorado, Florida, Illinois, Maryland, Michigan, Rhode Island, and Wisconsin were chosen to 
participate in the program. Their proposals shared similar principles: consumer choice and control over their homes, 
services and providers; person-centered planning; focus on individually desired outcomes; and other programmatic 
elements consistent with person-centered care. Additional states are currently offering supported living 
arrangements, including Massachusetts, Georgia, Minnesota, and Oregon, to name a few. 
 

determination. Choose where, with 
 

An Individual 
wŜǎǇƻƴŘƛƴƎ ǘƻ b¸{!/w!Ωǎ {ǳǊǾŜȅ 
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 The purpose of furnishing services and supports to a consumer shall be to assist that individual to 
exercise choice in his or her life while building critical and durable relationships with other 
individuals. 

 

 The services or supports shall be flexible and tailored to a consumer's needs and preferences. 
 

 Services and supports are most effective when furnished where a person lives and within the context 
of his or her day-to-day activities. 

 

 Consumers shall not be excluded from supported living arrangements based solely on the nature and 
severity of their disabilities. 

 
In Oregon, supported living is defined in its Administrative 
Rules as ña service which provides the opportunity for 
persons with developmental disabilities to live in a residence 
of their own choice within the community. Supported living is 
not grounded in the concept of óreadinessô or in a 
ócontinuum of services modelô but rather provides the 
opportunity for individuals to live where they want, with 
whom they want for as long as they desire, with a recognition 
that needs and desires may change over time.ò  
 

In Florida, the  Agency for Persons with Disabilities describes supported living as άan opportunity for 
adults with developmental disabilities to choose where, how and with whom they live. People receive 
personalized supports needed to maintain their own private home. Through supported living, 
individuals, even those with severe disabilities can receive supports to live in their own homes.έ 
 
As supported living is an approach toward service delivery and not a set service model, thus defying 
pigeon holing or easy definition, some agencies engaged in supported living services have employed 
John OΩBrienΩs pictorial depiction (on page 12) of what it is or, more importantly, what it is not. 
 

In his paper, άSupported Living: WhatΩs the Difference?έ John OΩBrien says: άSupported living is a 
simple concept...its simplicity is elegant: a person with a disability who requires long term, publicly 
funded, organized assistance allies with an agency whose role is to arrange or provide whatever 
assistance is necessary for the person to live in a decent and secure home of the personΩs own.έ 
 
In their paper, άComparison of Supported Living and Traditional Residential Services in the State of 

Oregonέ appearing in Mental Retardation 36, February 1998, Howe et. al. reported that individuals 
receiving supported living services experienced significantly more community activity variety, did 
community activities more frequently, engaged in preferred community activities more frequently, and 
did so with more people than did their counter parts receiving traditional residential supports. They also 
reported that there was not a significant difference in the costs of the two types of services.   

would like a way to find a 
roommate. I would like a 

roommate that helps me in 
achieving my goals or one that just 

 

An Individual 
wŜǎǇƻƴŘƛƴƎ ǘƻ b¸{!/w!Ωǎ {ǳǊǾŜȅ 
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What NYSACRA Heard 
 
In the Regional Forums conducted around New York State, NYSACRA heard many questions from 
people with disabilities, their families, and provider agencies as they struggled to understand what 

shared or supported living is. There were themes ranging from άWho is it for?έ and άHow do you do it?έ 
to άIs NYS ready, willing, and able to do it?έ άWill it replace or compete with traditional group homes?έ 
άHow will quality be ensured?έ άHow is it funded?έ άWho does what: roles of brokers, families, 

providers?έ and άHow do you get a good match?έ 
 
NYSACRA heard that some people want traditional supports and services as provided in group living 
residences to continue, unchanged. Survey respondents, too, confirmed that there is interest in that 
traditional system of supports and some concern that new options like shared/supported living might 
become the only options. 
 
At the same time, there were many people eager to hear about something different than traditional group 
living.4 Both forum and survey participants said over and over they wanted choice about where, with 
whom, and how to live. For example, parents spoke of the lifestyle theyΩve cultivated for their children 
that connects them to their community, one they are afraid they will lose in a group home. They do not 
want their kids to lose the connections, skills, relationships, and activities that they have worked to 

                                                           
4
 !ǇǇŜƴŘƛȄ . ƛǎ ŀ ǎȅƴƻǇǎƛǎ ƻŦ ŎƻƳƳŜƴǘǎ ŀƴŘ ǉǳŜǎǘƛƻƴǎ ƻŦŦŜǊŜŘ ōȅ ǇŜǊǎƻƴǎ ŀǘǘŜƴŘƛƴƎ b¸{!/w!Ωǎ ŦƻǊǳƳǎ ƻǊ ǊŜǎǇƻƴŘƛƴƎ 

to its survey. 
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create. We heard from people with disabilities that they would like to live somewhere as a peer, not as a 
άclient.έ 
 
Other themes we heard many times included: 
 

 Social interaction and an environment of social connectedness are key to successful living.  
 

 Relationships, carefully chosen and cultivated, are crucial to the success of shared living. They 
should be social relationships, and when they work, people are happier, incidents and behaviors 
decrease, and quality of life really gets better; a good one can be a truly life-changing experience. 

 

 Cooperative arrangements, working together with provider agencies, based on TRUST. 
 

 Housemates/life sharers are not taking jobs, they are choosing a life path and they need to 
appreciate that in order for the relationship to flourish. 

 

 Parents, family members, and friends are already key members of their loved ones Circle of 
Support. Start with the people who care about the person with disability, then figure out what 
funding streams to use. 

 

 There needs to be an objective party who can keep an eye on shared living arrangements so that no 
one is being exploited. 

 

 Shared living must be flexible, not one size fits all, highly individualized, based on person-centered 
practices and planning.  

 

 The people involved in shared living need to have a network to learn from each other and to support 
each other on this path. 

 

 Shared living should be individualized, give the person choice about who to live with, and more 
control over budget. 

 
 

Principles of Supported Living 
 
In summarizing what we learned from the responses to the survey and in the forums, we found that 
certain principles emerged, very similar to those Jay Klein offered as the principles for supported living 
in Not Just another άRungέ on the Continuum, TASH Newsletter, 1994:  
 
Individualization 
Webster's dictionary defines άindividualέ as a particular being or thing as distinguished from a class, 
species or collection, as a single human being as contrasted with a social group or institution, as a 
single organism, as distinguished from a group, and as an indivisible entity. Therefore, if we say 

supportive living is άindividual,έ it must be something that is for one person without exception. This 
does not mean that everyone has to live alone. What it does mean is that if people want to live with 
someone else, they choose with whom they live. The magic number becomes one. When people get to 
be adults in our society they choose to live with others who are close friends, are relatives, or with whom 
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they are romantically involved. Usually living with a close friend lasts longer than living with a relative. 
Unfortunately, in our country we have only a 50 percent chance of continuing to live with the first person 
we are romantically involved with. It makes sense that people with disabilities also prefer to have these 
same choices instead of being congregated or segregated based on their disability. Some people with 
disabilities need intensive assistance to carry out their everyday tasks. In these situations, people may 
choose to live with someone who can assist them or may have their assistance provided on a regular 
schedule or on an on-call basis. 

 
Everybody is ready 
There are no criteria to 
receive the support being 
described. Since what occurs 
is individually designed, there 
are no prerequisites. We 
must give up trying to make 
people ready by simulating 
how it is to live in a home 
and begin supporting people 
to have that home. If people 
cannot do something, then 
we can find someone to do it 
for them rather than requiring 
them to learn to do it before 
they will be ready. There is 
nothing magical about any 
program or building. What 
can be magical is what the 
program, building, and the 

people who άhang outέ there 
offer. Our challenge in 
supportive living is to create 
this άmagicέ in the person's 
home. 
 
Future planning 
It is crucial to those people 
who are assisting others to 
find a home and to access 
needed supports to get to 
know these individuals, their 
desires and preferences, the 
people in their lives who care 

about them, and what an ideal living situation would look like for each of these people. Once this 
information is gathered, the people who care about the person get together regularly to develop a plan 
for getting as close as possible to the ideal living situation.  
 

Tony 
TonyΩs intellectual disability was relatively minor. However, anger control issues 
made residential placement for him a challenge. 

During his early years and throughout high school, Tony lived with his parents. 

Following school, he worked in a retail store. When he was in his 20Ωs, TonyΩs 
parents were no longer able to care for him at home. This led to a series of 
residential placements, including a stint in a state institution, where Tony made it 

clear, usually through property destruction, that he didnΩt want to live in group 
homes or with people with disabilities. 

During his last such placement in the 1990Ωs, when Tony again began άacting outέ 
his wishes, rather than discharging him or returning him to the institution, the 

agency operating  the group home employed a different approachτperson-centered 
planning. During the planning process, Tony explained in no uncertain terms that 
he wanted to live in his own apartment, have a roommate who was not disabled, and 
continue working with regular folks at Home Depot where he had secured a job. 

As the search for a roommate began, Tony surprised everyone by identifying an 
agency staff member who had grown up in the same rural town as Tony and knew 

him in his school years. The two had become reacquainted during TonyΩs recent 
placement with the agency.  

The staff member was willing to give the shared living arrangement a try, but at the 

onset made it clear to Tony: άthis will be our home, weΩll share itΧ weΩll share 

responsibilities, IΩm not your aide, your housekeeperΧ and any property 

destruction, IΩm out of here.έ With the ground rules mutually agreed upon, they 
moved together into an apartment the agency leased. They shared the apartment for 
three years with the staff member living rent free, providing Tony supports as 
needed but, most importantly, friendship and companionship. 

In time, due to family issues, the staff member had to leave. Firmly rooted in his 
community, with neighbors, friends, and familiar shops and routines, Tony opted to 
live in the apartment on his own. The agency continued to provide supportive 
services through home visits and technology which enabled Tony to summon 
assistance if needed. 

Like Frank Sinatra, Tony could say, άI did it my wayέ as he continued to enjoy his 
apartment, job, and independence until his death from natural causes several years 
ago. 
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Use of connections 
Our traditional residential services relied predominantly on system solutions to concerns and problems. 
By relying only on system solutions a whole wealth of potential resources is ignored. One of the 
components of supportive living is eliciting the assistance of all who want to and can help. Therefore, 
people who care about the individual along with the individual should continually ask, άWho do we know 

who can help?έ άWho do we know who will help us think about it?έ and άWho will ask for their 

assistance?έ 
 
Flexible supports 
Support is based on the individual's schedule and needs, not on a program's. Individuals receive support 
where, when, how, and with whom it is needed. Any support given must be flexible enough to be 
adjusted based on the individual's changing needs, preferences, and desires. 
 
Combining natural supports, learning, and technology 
Whenever possible, supports which are natural to the place, time, delivery, and person are sought. The 
designing of individual supports takes into consideration opportunities for individuals to learn to provide 
their own support, for it to be more natural, and to use technology which may give the person more 
control.  
 
Focusing on what people can do 
Traditional residential programs focused predominantly on what people could not do and tried to offer a 
treatment plan designed to teach people how to do what they could not do. Supportive living focuses on 
what people can do, provides support for things people cannot do, and provides opportunities for them 
to learn how to do the things they want to do. 
 
Using language that is natural to the setting 
Supportive living includes language that is natural and promotes inclusion. Thus, places people live are 
described as Joe's home, or Mary's home; people clean their home and do their laundry rather than learn 
programs; people live with roommates, not with staff or providers; friends come over to visit, not 
volunteers; and people are referred to as neighbors, friends and citizens, rather than clients, consumers, 
and residents. As we begin to give up talking about άthem,έ άthose people,έ and άthey,έ our language 
becomes more inclusive and guides our actions. 
 
Ownership and control 
Lastly and most importantly, the home is the person's and that person controls the support that is 
received. Home ownership does not mean that most individuals with disabilities who do not have many 
financial resources will hold the mortgage to a home. It does mean, however, that they sign the lease, 
things in the home belong to them, and the place is their home. In addition, roommates sub-let from the 
person, support people are hired by the person, and support people respond to the need for assistance 
when, where, and how it is needed.  
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Putting the Principles into Practice 
 
Creating opportunities for persons with 
developmental disabilities to live where they want, 
with whom they want, for as long as they want, and 
recognizing that their needs and desires are unique 
and may change over time5 represents a culture 
shift in service delivery. The principles at the 
foundation of shared or supported living are indeed 
άperson-centeredέ and stand in stark contrast to 
the beliefs and practices which have historically 
dominated a system-centered service delivery 
industry. 
 
Five interrelated elements are critical to actualizing 
the principles of shared or supported living: 
 

 A home of oneΩs own; 

 Choice and self directed services; 

 Relationships; 

 Community membership; and  

 Flexible, tailored services and support.5 
 
A Home of OneΩs Own 
 
A critical factor in this shift is that the individual 
controls the character and appearance of his or her 
home. Ideally, the individual chooses to own or 
lease the home or apartment. Economically, this 
may not always be possible for individuals on SSI, 
and a service agency may own/lease the property 

and certify it, as that enhances the individualΩs SSI 
benefits. Nevertheless, there are other ways in 
which the individual can control the character and 
appearance of the home, including: 
 

 Determining where the home is located (a particular city, and which neighborhood in that city; a 
suburban area; a rural setting; etc.) and the style of home (high rise apartment, two family duplex, 
etc.); 

 

 Choosing the furnishings and décor to reflect their personal tastes, interests, hobbies, etc.; things in 
the house belong to the person. 

 

                                                           
5
 Much of the information presented on these elements is taken from, and discussed in greater detail in, Allen and 
.ƻƭǘƻƴΩǎ ά5ŜǾŜƭƻǇƛƴƎ {ǳǇǇƻǊǘŜŘ [ƛǾƛƴƎ {ŜǊǾƛŎŜǎΥ ! DǳƛŘŜ ǘƻ 9ǎǎŜƴǘƛŀƭǎ ŦƻǊ {ŜǊǾƛŎŜ !ƎŜƴŎƛŜǎ ŀƴŘ wŜƎƛƻƴŀƭ /ŜƴǘŜǊǎΦέ 
 

Maria 
Maria had spent most of her early life in a New York 

State Developmental Center. When MariaΩs mother 

turned 65 and was able to retire from her job, she took 

Maria home, vowing never again to place her in an 

institution or a group home. They lived together for the 

next nearly 30 years. Maria attended a day program 

operated by the local ARC, and her mother taught her to 

cook many of their favorite Italian meals.  

As her mother aged and became frailer, Maria took on 

some care giving tasks and the local Office for the Aging 

became more involved. Concerned about their motherΩs 

failing health, MariaΩs brother approached the ARC 

looking for a placement for her, as it was clear that mom, 

who was now in her 90Ωs would not be there forever. But 

the vow her mother made when she took Maria home 

many years before echoed as loudly as the day it was 

made. 

Together, Maria, her family, the local Office for the 

Aging, and the ARC developed a plan to support Maria 

and her mother in their home. The Office for the Aging 

arranged for in-home supports during the days when 

Maria was at day program, and the ARC provided staff 

support in the evenings and on weekends. Rather than 

άplacingέ Maria, in anticipation of her motherΩs death, 

the plan allowed Maria and her mother to continue to 

share life. After two years, MariaΩs mother died and 

Maria, now in her 50Ωs, chose to continue to live in the 

house they shared. This was made possible by continuing 

ARC staff support and technology which links Maria to 

supports in the time of need. 
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 Identifying who will be their housemate, if such is desired; the personal characteristics preferred in a 
potential housemate; and what types of support, if any, would be needed from the housemate; and 

 

 Deciding who should have a key to their home and who should be allowed to come over the 
threshold into their home. 

 
Safety and security in oneΩs home is of equal importance. In cases where the residence is certified by a 
state agency, safety and security issues are addressed in the certification process. The Florida 
Developmental Disability CouncilΩs άA Guide to Supported Living in Floridaέ includes a tool for 
assessing home, safety, and health issues in non-certified settings. Additional references for individuals 
with developmental disabilities and their families on the topic of owning or renting a home of oneôs own 
are Bob Laux and Cynthia Moran-Lauxôs ñYour Place or Mine? A Handbook for Home Ownershipò and 
ñA Guidebook on Consumer Controlled Housing for Minnesotans with Developmental Disabilitiesò 
developed by the ARC Minnesota and the Research and Training Center on Community Living of the 
University of Minnesota. Both offer advice and worksheets, forms or tools on budgeting, leasing 
arrangements, selecting housemates, etc. (See Resources.) 
 
Choice and Self Directed Services 
 
Creating opportunities for individuals to live where they want, with whom they want, for as long as they 
want requires that they be placed at the center of planning the services and supports they desire and 
need. The individuals: 
 

 Make their own everyday choices; 
 

 Plan for their futures; 
 

 Direct the services they receive and have a choice of agencies and staff; 
 

 Are supported (through technology and other means) in communicating their preferences, choices 
and needs; and 

 

 Are satisfied with the services they receive. 
 
While families, friends, case managers, and service providers participate in the planning process, the 
individual who receives services has the loudest voice. When an individual is not able to communicate in 
typical ways (and may use behaviors or a communication device to express preferences and needs), it is 
incumbent upon others in the planning process to learn how to carefully listen and hear that voice. 
 
A number of tools (PATH, MAPS, Essential Lifestyle Plan, Getting to Know You, etc.) have been 
developed to assist in person-centered planning. Essential elements of these tools include identifying: 
the vision of the individual and their circle of support of what a valued life will be like when living in 
their home; outcomes the individual and circle of support are expecting as a result of support services; 

the individualΩs expectations of support providers; and the rights and responsibilities of all parties, 
including the individual, family members, circle of support, and support agencies. 
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Bill Allen and Claudia BoltonΩs άDeveloping Supported Living Services: A Guide to Essentials for 

Service Agencies and Regional Centersέ devotes a chapter to choice and self directed services. (See 
Resources.) Other publications on person-centered planning are identified in the resources section. 
 
Relationships 
 
All of us, including people with disabilities, want to have people in our lives who care about us and love 
us. Shared or supported living is all about relationships. ItΩs about making a commitment to the 
individual and sticking with them over time; mutual trust, respect, listening, and understanding; 
individuals, families, friends, and support agency staff standing together to support one another and 
count on one another; and broadening the personΩs circle of people who know them and care about 

them. As Allen and Bolton say in their guide, άIt may sound corny, but itΩs often about love.έ 
 
In these relationships, the individual has family, friends, and neighbors who support them in regular 
ways or as paid help. They also have a circle of supportτa group of people who make a commitment to 
help the person to plan and live the life they wish to lead.  

 
Most of us have our own informal circles of support: a spouse or 
significant other, minister, next door neighbor, doctor, co-
workers, et al. Some are paid (e.g. our doctor) and some are just 
members of our immediate community (e.g., next door 
neighbor). They all lend us support, but rarely meet as a group, 
except perhaps for momentous occasions, such as a wedding. 
 

For individuals with disabilities, circles of support are more formal. They come together regularly to 

learn more about the individual and the people in that personΩs life, to listen to the individualΩs hopes 
and dreams for the future, and to identify what supports and resources each person in the circle can 
contribute to helping the individual have a good life. They also come together when difficulties arise in 
the individualΩs life that may require new directions, interventions, and supports to ensure the personΩs 
well-being. Individuals and their circles of support work as a team with the agency providing shared or 
supported living services to support the individual in living his or her life. Agencies providing shared or 
supported living services actively facilitate and support circles of support. This requires skills in 
communication, community and team building, collaboration and power sharing, and person-centered 
planning. 
 
Community Membership 
 
Shared or supported living is more than just being present in the community. It is about being a valued 
member of the community. Membership means both being welcomed by and contributing to the 
community. Agencies support people to have honest relationships with others in their community. They 
support people to have true community friends, neighbors, and coworkers who blend together with 

 
 
Sometimes, community members and organizations naturally welcome an individual with a disability into 
their fold. But at times, individuals, their circles of support, and agencies providing shared or supported 
living services must vigorously and creatively work at ensuring the individual participates in and 
contributes to the community in ways that are in keeping with his or her personal desires and choices. 
An individual with an interest in the outdoors and nature may wish to volunteer at a local conservancy. 

you value and respect should 
not be by chance or luck, it 

 

A Shared Living Provider 
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An individual with deep religious convictions may wish to join a church group. Thoughtful person-
centered planning identifies these valued interests and, with their contacts, members of the circle of 
support and the shared or supported living agency endeavor to build bridges and introduce the 
individual to organizations in which he or she will be welcomed and can contribute.  
 
Flexible, Tailored Services and Support 
 
Assisting individuals to live where they want, with 
whom they want, and for as long as they want 
requires a plan of supports and services as unique 
as the individuals are themselves. And just as 
individuals change, the plan must be flexible.  
 
Through person-centered planning, the individual, 
circle of support, and support agency identify 
issues including: 
 

 What is important to the person in his or her 
everyday life; 

 

 What people, places, activities and things are 
important; 

 

 What routines and rituals are important; 
 

 What the person can do for themselves and what will they need support to do; 
 

 How would the person like support to be provided (i.e., time of day, qualities of staff, frequency, 
order in which to do things); 

 

 What kinds of support the person will need to stay safe and healthy; and 
 

 What the agency and others will do to help the individual live in a way that makes sense for them. 
 
The resulting plan of supports typically offers a wide array of services tailored to the individualΩs wants 
and needs, and will change as the individual does. This requires that agencies providing shared or 
supported living services organize themselves in ways that are flexible and responsive to unique and 
changing needs. 
 

 Staff of agencies must be willing to wear many hats and play different roles at different times. For 
example, a staff member may help an individual learn how to travel independently to a site where 
they will begin to work as a volunteer (the role of a teacher) and later that day provide the individual 
with assistance in showering (the role of personal assistant). Agencies often require that everyone 
who works for the agency is able and willing to provide a wide range of supports. 

 

 Agencies providing shared or supported living services often maximize the use of generic 
community resources in supporting the individual. For example, a local Office for the Aging may be  

Kristen 
Kristen is a young woman who was living with her 

parents. She was taking classes at a local college and 

thinking about moving into her own place. After much 

planning with Kristen and her family, it was decided that 

she would live in her home town area. Kristen and her 

family located an apartment and worked together to 

furnish it, based on KristenΩs tastes. Kristen did not want 

to live alone and her parents did not feel it would be safe 

so the agency supporting her placed an advertisement in 

the paper: A young woman with a disability taking classes 

at local college, moving out of parentΩs home for first 

time, looks for someone to share her home. Free rent.  

Several women with similar circumstances applied. 

Kristen chose Erin, who also was moving out of her 

parentΩs home and going to college. The two women 

have developed a wonderful relationship as friends and 

companions.  



Creating Innovative, Individualized Living Options 
For Persons with Developmental Disabilities 

December 2009 

 

Page 20 of 44 New York State Association of Community and Residential Agencies 

brought in as a partner in the plan of support to assist an elderly individual. Or it may help an 
individual who wants to recruit, hire, and supervise his or her own personal care attendant(s). (άA 

Guide to Single Household Supported Living Servicesέ offers examples and sample forms for 
individuals on recruiting and hiring employees. See Resources.) 

 

 Agency Boards of Directors and staff, who are members of the community, often play active roles in 

facilitating individualsΩ membership and participation in community organizations and activities. 
 

 Agencies providing shared or supported living also ensure that services are provided on days and at 
times that make sense to the individual. Supports are not fit into the staffΩs schedule; they are 

provided based on the individualΩs pattern of life and routines. 
 

 Agencies also employ people in nontraditional ways, such as to serve as a άpaid neighborέ (i.e., 
someone nearby who will be an on-call support in time of need) or a άpaid community memberέ 
(i.e., someone to assist with building community connections.) 

 
Allen and Bolton, in their guide, caution agencies providing shared or supported living services to 
become familiar with federal and state wage and labor laws that may apply to jobs they create (e.g., 
companion, personal attendant, paid housemate, etc.). In organizing patterns of supports that are 
responsive to the individualΩs needs and desires, agencies must stay within applicable wage and labor 
laws.  
 
Allen and BoltonΩs guide also offers a Checklist for Development and Evaluation of a Support Living 
Service Design. άSupported Living: A Good Lifeέ offers tips for service recipients interested in 
supported living on what to look for and a checklist, Questions to Ask a Supported Living Agency. (See 
Resources.) 
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THE NEW YORK 
STATE EXPERIENCE 

 
 

 
 
The positives of shared or supported living arrangements, in terms of life quality, independence, and self 
determination for people with disabilities, are incredibly appealing. The regional forums conducted by 
NYSACRA around the state confirmed that people with disabilities, their family members, and in many 
instances, providers, were interested in the concept of non-traditional alternatives to community 
residence living. The responses around the state varied from region to region, but there was definitely a 
feeling of growing awareness and enthusiasm, as if the seeds for a new way of thinking were being 
planted. Yet the actual number of these types of arrangements is very small in New York State, limited to 
a few unique and creative situations established by agencies to make what people want possible.  
 

James 
Big and burly, James was cast into the role of άthe enforcerέ at the institution where 

he once lived; he was the guy staff would call on when fellow residents were 

misbehaving or needed to be reminded to toe the line. 

But his heart was as big as his brawn, two characteristics which proved troublesome 

at times after James left the institution. Upon discharge, James lived in a supportive 

apartment where staff from a service agency would visit him several times a week.  

Wanting to be a friend to everyone, James would periodically invite homeless people 

or others down on their luck to share his living space and food. On one occasion, he 

gave away his kitchen stove to someone in need. While prone to victimization, James 

could also defend himself, which led to problems. At one point, he was arrested for 

assaulting someone who called him the άRέ name. 

Staff of the agency were concerned for JamesΩ well-being, as it was clear that 

periodic visits during the week were insufficient to prevent his victimization. But 

James was unwilling to move to a more structured, supervised, and traditional group 

home setting. Together, they came up with an innovative plan: the paid neighbor. A 

staff member of the agency, with whom James was friendly, would be provided an 

agency-leased apartment in the building where James lived. In exchange for living 

rent free, the staff member would periodically check on James during the course of 

the day and provide assistance to James if and when he needed it. 

Over the course of the last nearly 10 years this living arrangement has worked well, 

with no major incidents and no missing major appliances. More importantly, James 

has maintained his independence and dignity. 
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Some Approaches in New York State 
 
Paid Neighbor 
 

A paid neighbor is an individual who lives in an apartment leased by the service agency proximate to the 

individual being served by the agency. Based on an agreed upon schedule, the paid neighbor is available 

to support the individual in ways that are also agreed to, and is compensated for such. The paid 

neighborΩs rent is also subsidized by the agency.  Paid neighbors may hold other jobs as their time 

permits. Typically, though, they are found among employees already working for the agency in some 

capacity. A matching process is critical to ensure a good relationship between the paid neighbor and the 

individual being supported. 

 

Live-In Staff 

 

A live-in staff is a person who makes his permanent residence in an apartment, leased by a service 

agency, sharing it with a person being supported by the agency. The live-in staff receives compensation 

for supporting the individual and also a break on rent. As above, careful matching is critical for success 

as are carefully written agreements on the staff personΩs duties and rental arrangement. 

 

Housemate 

 

A housemate is a person who shares a home and a life with a person with a disability. It is a freely 

chosen relationship as a companion and friend. The housemate is not seen as a volunteer or in a staff 

role. Many people come out of previous relationships. Others come from sharing common interests. The 

role of agency staff is to allow the natural relationship to develop between the housemate and the person 

being supported. The two, housemate and person being supported, share the home and responsibilities. 

The community housemate generally lives with free rent and utilities and then contributes towards 

groceries, cable, phone/internet, and household supplies. When supported well, the relationship has 

been seen to last for decades.  

 

Life Sharer 

 

A life sharer is an individual who resides in a service agency owned/leased apartment along with a 

person receiving supports from the agency. The life sharer provides no direct supports and receives no 

compensation. Rather, as a roommate he or she shares in routine household tasks, such as cleaning and 

preparing meals, along with the individual who is receiving supports. Life sharers are provided free or 

greatly reduced housing. Again, matching partners in a life sharing experience is critically important. 
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!/¢¦![L½LbD {¦9Ω{ 5w9!a Paid Neighbor Supports 
 

Sue lived in a 24-hour congregate care setting with nine other people and 
wanted more independence. She has mental retardation and a great difficulty 
ǎǇŜŀƪƛƴƎΦ {ƘŜ ŀƭǎƻ ƘŀŘ ŀ ǎŜǾŜǊŜ άōŜƘŀǾƛƻǊŀƭέ ǊŜǇǳǘŀǘƛƻƴΦ 
 
PLANNING FOR SUE 
 
Planning sessions included Sue, her mother and sister, her friends, current staff, and former staff. 
Several multi-hour planning sessions occurred during which conversations focused on: 
 

 What does Sue say is important to her? 

 What do others say is important to 
Sue? 

 ²Ƙŀǘ ǿƻǳƭŘ {ǳŜΩǎ ōŜǎǘ ǿŜŜƪŘŀȅ ƭƻƻƪ 
like? 

 ²Ƙŀǘ ǿƻǳƭŘ {ǳŜΩǎ ōŜǎǘ ǿŜŜƪŜƴŘ ƭƻƻƪ 
like? 

 What rituals are important to Sue? 

 What are the best ways to support 
Sue? 

 What do we need to do to best support 
{ǳŜΩǎ ƘŜŀƭǘƘ ŀƴŘ ǎŀŦŜǘȅΚ 

 What other vulnerabilities might Sue 
have and how do we protect her? 

 When something unpleasant happens, 
what is the best way to support Sue? 

 Are there barriers to Sue having a 
positive reputation? How do we 
overcome them? 

 ²Ƙŀǘ ŀǊŜ {ǳŜΩǎ άƳǳǎǘ ƘŀǾŜǎΚέ 

 ²Ƙŀǘ ŀǊŜ {ǳŜΩǎ άƘƛƎƘƭȅ ŘŜǎƛǊŀōƭŜǎΚέ 

 Who are the best kinds of people to 
support Sue? 

 What kind of environment does Sue 
prefer to live in? 

 What must we absolutely avoid when 
providing supports to Sue? 

 
THE PICTURE THAT EMERGED FROM THE CONVERSATIONS 
 

 Sue to live in her own apartment, with no one else in the four walls. 

 ! άǊŜŀƭƭȅ ƴŜŀǘέ ǿƻƳŀƴ ǘƻ ƭƛǾŜ ŀǎ ŀ άǇŀƛŘ ƴŜƛƎƘōƻǊέ ƛƴ ŀ Ŏƻ-located apartment to provide 
support, fun, energy, and ǊŜƭŀǘƛƻƴǎƘƛǇΤ {ǳŜ ǿƻǳƭŘ ƴƻǘ άǎƘŀǊŜέ ǘƘƛǎ ǎǳǇǇƻǊǘ ǇŜǊǎƻƴ ǿƛǘƘ 
others. 

 hǾŜǊƴƛƎƘǘ ǎǳǇǇƻǊǘ ǇǊƻǾƛŘŜŘΣ ŀǎ ƴŜŎŜǎǎŀǊȅΣ ōȅ ǘƘŜ άǇŀƛŘ ƴŜƛƎƘōƻǊΦέ 

 Traditional shift staffing evenings and weekends to supplement the paid neighbor. 

 Apartments to be located in a quiet neighborhood but with access to amenities. 
 
THE ANNUAL BUDGET* 
 
Paid Neighbor Stipend  $   3,600 
Direct Support (.75 FTE)  $ 25,000 
Non Personnel Services  $   8,500 
Rents for Two Apartments  $ 17,000 
Total    $ 54,100 
 
*Excluding administrative overhead and day services costs. 

¢ƻǘŀƭ ŀƴƴǳŀƭ Ŏƻǎǘ ƻŦ {ǳŜΩǎ ǎǳǇǇƻǊǘ 

in the congregate setting:* 

$78,684 
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Barriers to Implementation 
 
Lack of information 
 
In practice, a number of factors limit the broader implementation of shared or supported living, not the 
least of which is a general lack of vision and expectation for these approaches. People with disabilities 
and their families may not know that such options are possible and because of this feel they can only 
choose from the existing, well-known, certified apartment and group residence models. In the event that 
a person/family does request to use an existing, family-owned property but have support from a person 
without a disability who lives there as a companion, friend, and perhaps even provider of supports, 
agencies may have no expertise in what these arrangements require, or whether they are even possible 
within the current NYS OMRDD residential habilitation structures. Similarly, not all of the regional 
offices of NYS OMRDD are familiar with shared or supported living outside of the Consolidated 
Supports & Services program, which has set up a few living situations under self-determination. So there 
is a lack of common knowledge about the existence of these types of arrangements. 
 
Lack of tools 
 
Building on that theme of practical knowledge, it is clear that the mechanics of shared or supported 
living have not been available to those who wish to pursue this alternative to a group residential setting. 
As described earlier in this paper a number of tools exist that can make the process easier including 
information about the intensive planning process that goes into identifying what a person wants and 
needs, how to match individuals who will live together, and samples of written agreements between 
agencies and life-sharers. (See guides and manuscripts written or developed by Bill Allen and Claudia 
Bolton, ARC Minnesota and University of Minnesota, Kathleen Campbell and Joan Schmidt, Patricia 
Fratangelo et. al., Bob Laux and Cynthia Moran-Laux, Beth Mount, John Orien and Connie Lyle 
OΩBrien, Helen Sanderson and Michael Smull, the Florida Developmental Disabilities Council, and 
Partners in Advocacy Consulting, listed under Resources.) 
 
Funding questions 
 
Another huge area of uncertainty concerns funding: since shared or supported living is not an official 
residential model recognized by NYS OMRDD, there is no single identified funding mechanism for it. 
Agencies that are currently providing creative living supports are doing so in creative funding ways, 
using a multitude of funding streams, including Individualized Support Services (ISS), At Home 
Residential Habilitation (AHRH), Consolidated Supports and Services (CSS), and even traditional 
supportive or supervised Individual Residential Alternative (IRA) funding. 
 
However, a study of supported living in Oregon (Howe et. al.) indicated there was not a significant 
difference in cost between supported living and traditional residential services. 
 
Nurse Practice Act 
 
Additionally, there are concerns about how to provide medication assistance to someone who needs that 
type of help in a shared or supported living arrangement. In a traditional group residence certified by 
NYS OMRDD (for example, an IRA), an agency employee, trained and certified to administer 
medications under the supervision and license of a registered nurse, can administer medications. A 
companion who lives with the individual but is not an employee of a residential provider agency cannot 
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give medications unless he or she meets the criteria of being a family member, spouse, or very close 
friend.  
 
Finding Life Sharers 
 
If a person with a disability has the interest and motivation to pursue shared or supported living, and can 

find a provider organization that has the expertise and experience to create a shared living arrangement, 

the next big challenge is finding a person who will be a compatible housemate. Currently, there is no 

άgo toέ place for finding this type of roommate in which the relationship includes companionship and 

support to a person with a disability. Some current methods used include tapping into an existing 

employee base at a disability services provider agency, advertising in newspapers, and working within the 

extended networks of a person, their family or friends, and the community. Thorough interviewing, 

background checks, and exploration of common interests are critical to making a good match, much like 

other relationship matches. Some have suggested that electronic social partner (i.e. dating) sites might 

offer a model for how to find partnerships between people interested in shared living. It is critical for the 

person with a disability to spend time with the proposed housemate so they can decide if living together 

will work for both of them.  

 
Wage and Hour Considerations 
 
Perhaps the single biggest barrier to creative/shared living arrangements comes from confusion over 
whether, when, and how federal and state wage and hour employment law applies. According to the U.S. 
Department of Labor Fair Labor Standards Act and New York State Minimum Wage Law, there are a 
number of requirements that can stand in the way of certain creative living arrangements. Clarification 
around the following issues (and this list is not exhaustive) can make a difference in how the 
arrangement is perceived relative to wage and hour employment law:  
 

 Nature of the relationship between the person and life sharer; 

 Ownership/control of the premises;  

 Status of the site as certified by NYS OMRDD or non-certified; and 

 The life-sharerΩs schedule and freedom to come and go. 
 
NYSACRA, under the auspices of the grant, has worked with Kelley, Drye, and Warren LLP of New York 
City for legal research into many of these questions.  
 
Because the research and its final recommendations are not complete, the topic is not further addressed 
in this paper. NYSACRA is pursuing the next stages of research, including potential legislative 
approaches that would ease the employment/labor law difficulties. An additional paper with that specific 
information will be published in 2010.  
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What Needs to Change 
 
Shared or supportive living is not a model. It is an approach to assisting individuals with disabilities that 
enables them to receive the support they need and to live in a home they want. In his paper, Jay Klein 
quotes a North Dakota state official who was asked about the model they were using for 598 people 
receiving supported living funding. The official responded simply, άWe have 598 models.έ  What will it 
take for us in New York State to have that same appreciation for individualized supports? 
 
In order for us to promote this shift toward supportive living, we must remember where we came from in 
our New York State history of caring for people with developmental disabilities; we must recognize what 
people with disabilities are saying about what they want; and, we must make that culture shift everyone is 
talking about, from a program-centered service system to one that supports individuals with what they 

want, not the άpackage dealέ that goes with a specific program funding stream. This will require us to do 
things much differently than we did in the past. We cannot add another άrungέ on the continuum. We 
will need to focus on assisting people to receive the supports they need to live alongside us in places 
they can call their homes. 
 
Before the barriers outlined in the previous section can be addressed there has to first be a change in 
awareness, understanding, and attitude toward people with disabilities.  There must be a realization that 
we should provide what people ask for, which means a culture change must sweep over government and 
providers comparable to the realization of the 1970s that large institutions were not the answer.  
 
When people have the vision of creative approaches to living, then the information and awareness of 
whatΩs possible, and how to do it, will grow. Right now, there are pockets of knowledge and experience 
scattered around the state. The access to shared or supported living is very limited. The ability of 
providers to partner with people with disabilities and their families on creative living ventures is limited 
by the lack of tools, best practices, and technical assistance from NYS OMRDD. So, in a very practical 
way, the provider community needs education and experience to know what they can do, in partnership 
with the person who wants the life! 
 
Effecting a cultural change and building a knowledge base will require the partnership of persons with 
disabilities, their families, service provider organizations, and public policy makers. Each has their own 
role, but must act in tandem with the others. 
 
Persons with disabilities and their families have to believe in their capacity to have the life they want to 
lead and be vocal about it to service providers and public policy makers. Some have already spoken and 
were heard, as evidenced by the DDPC grant which funded this paper. But still more need to be enabled 
to speak and to be listened to carefully, as evidenced by NYSACRAΩs public forums. 
 
Service provider organizations, facing so many competing demands on their resources, particularly in 
this economic environment, are so busy with the business of making ends meet that they may 
understandably be overwhelmed by the thought of reinventing the service delivery model. But they are 
uniquely positioned to hear the voices of people and their families who are asking that business be done 
differently. Some service providers, though, have heard that call and are finding ways to make creative 
living arrangements possible, perhaps under the radar screen of existing regulations and funding 
mechanisms. 
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Public policy makers must examine the degree to which existing policies, regulations, and funding 
methodologies support, or create obstacles to, cost effective, individualized shared or supported living 
arrangements. They must act to eradicate the barriers as they become exposed. 
 
NYSACRA believes there are two simple preliminary steps that can be taken in building these 
partnerships and effecting change in New York State. 
 
First, the NYS OMRDD should establish a shared or supported living pilot project, based on the 
principles articulated in this paper, in each of its Developmental Disability Services Offices (DDSO). 
Such a pilot program would promote the opportunity for people with disabilities, their families, and 
service providers to partner in creating living arrangements that give voice, choice, and control to the 
individual with disabilities being supported. Starting on a small scale, and focused on just a handful of 
individuals with disabilities and their mentors in each DDSO/region, it would be expected that pilot 
participants would share their experiences (problems encountered, resolved, and lessons learned). 
Formal mentoring mechanisms would then be developed to assist other individuals, families, and service 
providers within the DDSO who are interested in creating shared or supported living arrangements. 
 
Second, possibly with the assistance of DDPC funding, a panel of stakeholders with state and national 
expertise consisting of individuals with developmental disabilities, their families, service provider 
organizations, and policy makersshould be seated to carry on the work initially made possible by the 
DDPC in response to the voices it heard. This panel should be tasked with: 
 

 Receiving, reviewing, and offering independent comments on information gleaned from the pilot 
projects mentioned above. 

 

 Identifying possible system-wide best practices emerging from the regional pilots, including model 
policies and working arrangements. 

 

 Identifying obstacles encountered in the journey to shared or supported living. 
 

 Researching how other statesΩ provider organizations have surmounted similar obstacles. 
 

 Examining how programs and states approach the issue of finding/matching life sharers and 
housemates, including the use of electronic social partnering tools. 

 

 Formulating recommendations for New York State on legislative, legal, regulatory, policy, and 
education reforms necessary to actualize the principles of shared or supported living. 

 
Through such partnerships, New York State was able to turn the corner on past policies and practices 
that led to the institutionalization of individuals with developmental disabilities. It is now time to again 
draw on the strength of these partnerships to assist individuals with developmental disabilities in 
creating homes of their own: places where they can live, with whom they want, for as long as they want. 
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considering supported living services. Among the topics covered are: making the decision; 
developing an individualized supported living service design; and training, monitoring, and 
evaluation. The guide also offers examples and sample forms on a variety of issues such as: 
recruiting and hiring employees, rental agreements, keeping tabs on important communications, etc. 

 

 Florida Developmental Disability Council, Inc. άA Guide to Supported Living in Florida.έ 
Tallahassee, Florida, January, 2005. Available at: 
http://www.apd.myflorida.com/customers/living/guide/ 
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 Fratangelo, Patricia, Marjorie Olney, and Sue Lehr. ñOne Person at a Time: How One Agency 
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Training Resource Network, 2001.  
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 Fratangelo, Patricia. ñSharing Lives.ò TASH Newsletter, Volume 32, Issue 9/10, September/October 

2006. Available at: http://www.oclinc.org/life_sharing/life_sharing.htm. 

This article presents the philosophy of Life Sharing as embraced by Onondaga Community Living, a 
service organization in Syracuse, New York. Additional information about their programs is available 
on their website: http://www.oclinc.org/index.htm. 

 Howe, John, Robert Horner, and J. Stephen Newton. άComparison of Supported Living and 
Traditional Residential Services in the State of Oregon.έ Mental Retardation 36 February 1998: no.1. 

 
This article describes the results of a study comparing twenty individuals receiving supported living 
services matched to twenty individuals receiving traditional supports. Individuals receiving 
supported living services were more likely to experience significantly more community activity 
variety, did community activities more frequently, and did preferred community activities more 
frequently. They engaged in activities with more people and did activities with these people more 
frequently. The costs were similar for providing supported living and traditional support. 

 

 Klein, Jay. άThe Principles of Supported Living.έ Excerpted from Not Just Another άRungέ on the 
Continuum, TASH Newsletter, 1994. Available at: http://www.allenshea.com/principles.html 

 
This article identifies and discusses the principles of supported living including: individualization, 
readiness, future planning, flexible supports, and combining natural supports, learning, and 
technology. 
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Portsmouth, New Hampshire: Creative Management Associates, 1991. Available at: 
http://www.mnddc.org/parallels2/pdf/90-Homeowner.pdf. 

 
This handbook is intended to help people with disabilities gain an understanding of their options in 
deciding where to live and with whom to share their lives. Although commissioned by the Illinois 
Planning Council on Developmental Disabilities for people seeking housing options in that state, 
the book is designed to be applicable elsewhere. Topics covered include: budgeting, real estate 
fundamentals, housing options (buying or renting), subsidies and low-interest mortgages, making 
decisions on living with a housemate, etc.   
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This book offers a collection of essays and reflections by practitioners on the process of person-
centered planning. Topics include: learning to listen, support circles, ethics, the politics of person-
centered planning, and futures planning. 
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Planning.έ New York, New York: Graphic Futures,  1987. 
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include: the values and philosophy of person-centered planning, finding capacities in people and 
opportunities in community life, creating a vision for the future, and supporting people over time. 

 

 Mount, Beth, and John OΩBrien. άMake a Difference: A Guidebook for Person-Centered Direct 

Support.έ Toronto, Canada: Inclusion Press, 2005. 
 

This is a guidebook for direct support workers and the people who manage and help them including 
agency managers and individuals with disabilities and family members who hire and supervise direct 
support staff. It offers advice, and exercises, for direct support staff on how to engage in truly 
person-centered support of the individuals they serve. 

 

 OΩBrien, John. άSupported Living: WhatΩs the Difference?έ Syracuse, New York: Center on Human 
Policy, 1993. Available at: http://thechp.syr.edu/!slwhatd.pdf 

 
In this article, the author distinguishes between supported living and other service approaches. He 
opines that understanding supported living requires a reconsideration of assumptions and behavior 
toward people with disabilities. The article begins with descriptions by service providers who have 
pioneered the approach of experiences which have enabled them to step outside the assumptions 
and practices that usually govern service providers. This is followed by the identification of issues 
that should govern supported living services and a concluding list of the obligations of service 
providers to individuals and their friends and families. 
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for Supported Living Agencies.έ Lithonia, Georgia: Responsive Systems Associates, 1991. Available 
at: 
http://www.eric.ed.gov/ERICWebPortal/custom/portlets/recordDetails/detailmini.jsp?_nfpb=true&_
&ERICExtSearch_SearchValue_0=ED343313&ERICExtSearch_SearchType_0=no&accno=ED343313. 

 
This report examines organizational aspects of agencies working to support people with 
developmental disabilities in supported living arrangements that provide individualized help to 
enable individuals to live in homes of their choice. The report is based on meetings and interviews 
with agency directors and staff throughout the country. 

 

 Partners in Advocacy Consulting. άSupported Living: A Good Life.έ Developed under contract with 
Connections for Information and Resources on Community Living. 2002. Available at: 
http://www.allenshea.com/CIRCL/sls50guide.pdf 

 
This guide, designed for service recipients, offers advice on supported living. It covers topics such 
as: what to look for, saying what you want, deciding for yourself, planning, and support services. 

 

 Sanderson, Helen and Michael Smull. άEssential Lifestyles Planning for Everyone.έ London, England: 
Helen Sanderson Associates, 2005. 

 
This is a resource manual for people who develop essential lifestyle plans. Among other things, its 
chapters address: person-centered thinking, thinking before you plan, gathering information, 
developing the first plan, putting the plan into practice, and going from first plans to great plans. 
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APPENDIX A: 
Wheel Power & 
Individualized Supports 
Think Tank 

 
 
 

Individualized Supports:  
Work, Friends, Home, Health 
 
An important first step of the Think Tank is to offer the 
following definition of the term, individualized supports. 
This is the definition that the Think Tank will use in 
exploring and promoting effective and life affirming 
individualized supports. 
 
We define individualized supports as an array of supports, 
services and resources that are person-centered, based on 
the unique interests and needs of the person, afford the 
person as much control over their supports as they desire, 
and are adaptable as the personΩs life changes. This means 

that supports are created around an individualΩs distinct 
vision for their life rather than created around a facility or 
funding stream. Some self-advocates say, άindividualized 

support feels like a life, not a program.έ 
 
Planning for individualized Supports puts the person at the center of the process but should include 
family and trusted friends who can contribute a shared appreciation of the personΩs dreams, wishes, 
capacities, vulnerabilities, opportunities for contributions to community, and factors that enable the 
person to belong. Individualized supports should enable a person to live an inclusive life in the 

community of their choiceτa life that reflects their values, relationships, contributions, connections and 
activities that are meaningful to them. Individualized supports offer support to an individual without 
taking control away from them.  
 
Individualized supports should be available for all people, regardless of the severity of disability or need 
for support. 
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Although supports should be as unique as the individual who requests them, there are several indicators 
of truly individualized supports: 

 Share decision making with people and families. 

 Value relationships and connections to the community. 

 Operate on a small scale, on a human scale. 

 Employ a strong, flexible, empowered workforce hired by the person and/or their family and friends. 

 Supports are flexible, portable and include feedback systems that detect satisfaction and quality. 

 Encourage continual reflection and revision 
 
For more information on self advocacy and self determination visit 
http://www.ddpc.state.ny.us/pages/tracking_portfolio/self_determination/self_deter_main.htm 
 
 

Individualized Supports Think Tank 
 
The Individualized Supports Think Tank is an independent group of self-advocates, parents, staff of 
provider organizations and others committed to increasing opportunities for individualized supports in 
New York State. 
 
The primary activity of the Think Tank is to create a learning community around the concept of 
individualized supports. With the belief that knowledge is power, the Think Tank will study and research 
promising best practices, ideas, and funding methods. 
 
The Think Tank will also examine New York State and national experiences & examples of individualized 
supports for people with developmental disabilities. 
 
Our Members and Partners: 

 Self-Advocates & Parents of individuals with 
disabilities 

 Self-Advocacy Association of NYS 

 Parent to Parent of NYS 

 NYS Office of Mental Retardation & Developmental 
Disabilities 

 NYS Developmental Disabilities Planning Council 

 NYS Association of Community and Residential 
Agencies 

 Service provider agencies 
 
Our activities: 

 WeΩve Got Choice Training for Self-Advocates 

 The Learning Institute for Service Provider Agencies 

 Informing policy makers in governmental agencies 

 Searching for new ways of providing services and 
supports 

http://www.ddpc.state.ny.us/pages/tracking_portfolio/self_determination/self_deter_main.htm
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 Identifying best practices on individualized supports 

 Clearinghouse of information on individualized supports 
 
Related Activities by Others: 

 Asset-Based Community Development Workshops 

 OMRDD Self-Determination Program 

 NYS Options for People Through Services (NYS OPTS) 

 Everyday Heroes 
 
For more information: 
Steve Holmes 
Self-Advocacy Association of NYS 
O.D. Heck, Balltown & Consaul Roads 
Schenectady, NY 12304 
Phone: (518) 382-1454 
Fax: (518) 382-1594 
E-mail: sanys@capital.net 
 
Do you have any good examples of individualized supports to share? Send them to us! 

 

mailto:sanys@capital.net
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APPENDIX B: 
Synopsis of  
Comments and Questions 
Topical synopsis of comments and questions on shared or  
supported living offered by persons attending NYSACRA’s forums  
or responding to NYSACRA’s survey. 

 
 
 
What Individuals with Developmental Disabilities and Their Families Want 

 Choice of roommate and staff, self-directed/self-selected living arrangements with personal care 
assistance but not supervision; private bedroom. 

 Freedom to choose activities, pets, schedule, source of supports. 

 Person owns home/apt (purchases family home or receives it as a gift), then staff come in to provide 
supports only as needed. 

 Live alone with supports brought in by local not-for-profit agency and Personal care agency. 

 Parents will own the apartment or house, agency will provide staff, family and person choose the 
staff. 

 άIn-lawέ apartment in familyΩs home, with push in supports. 

 Parents buy house or duplex next door for their son, parents provide some care/support, agencies 
provide some, but still be eligible for state or federal financial supports. 

 Non-disabled roommate(s) from local college live rent free in exchange for providing some 
attendant care services. 

 Mix of certified/non-certified setting (instead of all-or-nothing). 

 Live with a housemate, couple or family who provide some care. 

 Mixed use apartment building (seniors and special needs, for example), staff on premises who help 
coordinate and connect to services (like a concierge), with group dining as an option. 

 Parents buy, rent, or lease a place for their son but agency hires and supervises staff. 

 Live in a house that parents have placed in trust, with non-disabled caregiver, with another 
housemate who lives in a separate apartment in the house to provide back-up supports. 

 Four siblings with disabilities share home with just one set of staff supports (keep the family 
together). 
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 Something like the Allen Institute in CT (group living situation where the people live on their own 
with staff support and take primary responsibility for the house). 

 DonΩt throw out the 4/5 person group home options, people still like those, too!   

 Parents are worried that group homes are endangered now and will not get funded or will have to 
compete with a newer model like shared living for scarce resources.   

 Five people who know each other and want to live together can be a good thing! 

 The problem with this option is it becomes the only άoptionέ given at the moment and competes 
with other models of support. 

 Shared living is not necessarily for everyone.   
 
Who is it for? 

 Can people with more intensive needs use shared or supported living? 

 Can this way of life be available to people with significant physical and/or behavioral needs?   

 What if it turns out people need more support than originally planned? 

 Can it work with more than one person?  E.g. on a larger scale? 

 Can a shared living arrangement be for multiple people with disabilities living together?   

 Can a family with three adult children with disabilities access shared living without turning their 
family home into an IRA? 

 Can it work for people with disabilities who want marriage and children? 

 Can this option be used for people who have more complicated intensive care and support needs 
(i.e. 24/7)? 

 Can several people have a shared life arrangement together? Is there a size limit?   

 Can this option be used for people who have a psychiatric disability?  

 Can a person with a disability who is a parent with a child have a life sharing arrangement? 

 People with autism who have some tremendous capabilities also need help to live complete lives, yet 

thereΩs almost nothing for them.  They, too, deserve long term support to live full lives, including 
relationships and even marriage. 

 
Finding/Ensuring the Right Match 

 How does the paid neighbor relationship work? 

 Who funds the roommate and who makes the match? 

 How do you make the kinds of life sharing matches that are needed for success?   

 Is there any screening done on the companions?   

 What if the companion relationship falls apart?  Who steps in? 
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 Why do life sharing people do this kind of thing?  WhatΩs the incentive?  How are they trained?  How 
are they screened? 

 Could siblings be life sharers?  How do you find life sharers who are going to be good matches?   

 How do you άfireέ the life sharer, if necessary? 

 How do you find life sharers?  Who finds the life sharers? How do you match people?    

 Are there resources/guides on how to make good matches?   

 How do you create back-ups for the inevitable times when a life sharer canΩt be there?  

 Can a life sharer have friends over?  Is your personal life your own?  Is there any control over who 
the life sharer has over and what they do in the home?   

 Do all life sharers also provide supports?   

 How does this type of arrangement handle turnover? 

 Who is the host:  the person with a disability or the life sharer without a disability?   

 What agreements govern these relationships?  Are there copies of sample agreements? 

 Who monitors the agreement between person with disability and life sharer?  

 The attachments that are formed with a life sharer will be strong, and yet a break is inevitable; itΩs 
important to do that carefully and respectfully. 

 Planning has to include what to do when the life sharer goes away, both planned and unplanned. 

  Companions need to be cleared as safe. 

 There needs to be a back-up system for when things fall apart. 

 It would be very hard to find life sharers and places to live in certain rural areas where there is not 
much community, so help with that is important. 

 Careful matching between life-sharers is critical. 

 No existing mechanism for finding someone to live with. 

 There is legal άfuzzinessέ when life-sharer is also an employee (e.g., someone does residential 
habilitation part of the week but lives there full time) because itΩs so hard to define when άon the 

clockέ and when άoff.έ 
 
The Role of Brokers, Families and Service Agencies 

 Is it necessary to have an agency as a partner in life sharing arrangements? 

 Who takes on the role of guardian when the parent dies? 

 If parents own the home, what happens when they die? 

 Could a support broker set this up not using CSS?   

 Can a family set this up themselves?  Not using a broker? 

 Can a parent get certified as a broker to set up their own childΩs supports? 
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 How much does a parent have to do to get started and keep this kind of arrangement going?  

 Parents would like to buy a home for adult son/daughter and perhaps subcontract to an agency for 
staffing it. 

 What types of day options do people have?  Do people have service coordinators? 

 Where does the Medicaid Service Coordination fit in when someone has a life-sharing arrangement? 

 Is it required to have an agency involved in this? 

 Must we use a start up broker?   

 Who or what keeps these arrangements going over the long term?  Could parents get it started, then 
turn it over to an agency to maintain? 

 Could an agency help parents who have a two family home and want to have their daughter live with 
a life sharer in the other half?  

 Families do not want to be the only source of back up support, nor do they necessarily want to 
manage staff performance, attendance, and other issues. 

 
Funding 

 How does this concept fit with Consolidated Supports and Services (CSS)?  Can they work together? 

 How does the funding work?  Who pays for what?  Is it available in NYS now? If the life sharer pays 
rent, is that income to the person with a disability and will it hurt his/her SSI? 

 Is there funding available for these type of arrangements; how will it be funded?  How do special 
needs trusts fit into this?  Does it require Medicaid?   

 Given urban housing prices, how feasible is it?  

 Is there funding available for these type of arrangements?  

 How do I set up property ownership to the best advantage so benefits are not adversely affected? 

 Is there any commitment on the part of the state to making this possible with the funding to do so?     

 Must we use CSS or can this be done without it? 

 Parents and family members want to contribute resources to this type of project (real estate, 
planning, some support). 

 Even creative solutions need funding! 
 
Ensuring  Quality 

 What is the certification process?  Who supervises/trains/supports the life sharers?  Who provides 
oversight to prevent abuse/neglect?   

 How do we keep developing good people in the trenches who are willing and able to do this kind of 
work? 

 How can people be assured of safe, certified settings? 
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 Why would anyone want an uncertified setting?  What does άcertificationέ get you as a person living 
in the setting, or as a parent? 

 Some people who are in need of social judgment supports (more subtle kinds of need) do not 

necessarily welcome the oversight.  DonΩt forget about them. 

 Certified settings seem to be the same as άsafeέ settings. 

 DonΩt want loneliness and being alone to occur as a result of not living in a congregate setting. 

 What does it take to make this a successful alternative (different from traditional keys to success)? 

 What does OMR Division of Quality Management do with these types of arrangements?  Are they 
still involved? 

 Simplicity is the key; cut away the unnecessary rules, donΩt make it so hard. 
 

Statewide Readiness 

 Is there a timeline for shared living to happen in NYS? 

 Are people around the state wrestling with this?   

 What agencies are exploring this? 

  How does an agency get better at this?  

  How do we get agencies to commit to a staff person who is a high level change agent who 
specializes in individualized support?   

 Is it possible to have a list of agencies which would consider doing shared living?   

 Are there any agencies that specialize in serving people with specific cultural and religious needs?   

 How long have agencies been doing this?  What would prompt a local agency do this?  What would 
be their incentive? 

 There is a concern that DDSOs around the state seem to have such varied experience with this type 
of option, e.g. itΩs happening in such-and-such a region, but not here!   

 Families want to know why it isnΩt a common option at all DDSOs.  Parents would like to have their 
DDSO willing and able to work together with them on shared living. 

 Families need DDSO support for these types of arrangements. 

 Provider agencies need to have more people whose focus is on creating innovative arrangements like 
shared living. 

 
Getting Started: The Need for Guidance 

 How can a person with a disability and family get started on this path? 

 How can we get started?  Is there any information available on how to match life sharers?  How to 
build the relationship?  How to write an agreement with specifics? 

 Is there a network of families interested in this? 
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 How old should a person be when you start this kind of planning?   

 How long do these options take to set up?  At what age should we start the conversation?   Can I 
use my house for shared living even if there are group homes in the area and it is considered 

άsaturated?έ   

 How do families pool resources, real estate, friendships, concerns?   

 WeΩd like a reference guide for how to make shared living come about. 

 Parents need some advice on where to turn, in this climate of stalled and cancelled development. 

 We, as parents/family members, want to learn the mechanics and specifics of life sharing so we can 
pursue it. 

 Parents need some way to be kept informed of these kind of innovative options; they canΩt feel like it 
all falls on them to decipher the system.   

 There is a need for clear άhow tosέ so that provider agencies, DSOs, and people with 
disabilities/families can partner together to accomplish shared living. 

 
Values 

 Social interaction and an environment of social connectedness are critical to successful living. 

 Cooperative arrangements, working together with provider agencies, based on TRUST. 

 Life sharing relationships need to be carefully chosen and cultivated. 

 Housemates/life sharers arenΩt just taking a job, they are choosing a life path and they need to 
appreciate that in order for the relationship to work; relationship is key to success of shared living. 

 Parents/family are key members of Circle of Support. Start with the people who care about the 
person with disability, then figure out what funding streams to use. 

 Housemates/life sharers arenΩt just taking a job, they are choosing a life path and they need to 
appreciate that in order for the relationship to work. 

 Relationship is key to success of shared living. 

 There needs to be an objective party who can keep an eye on shared living arrangements so that no 
one is being exploited. 

 Shared living must be flexible, not one size fits all, highly individualized, based on person centered 
practices and planning.  

 The people involved in shared living need to have a network to learn from each other and to support 
each other in this path. 

 Shared living should be individualized, give the person choice about who to live with, and more 
control over budget. 

 It should be a social relationship, and when it works, the person is happier, incidents and behaviors 
decrease, and quality of life really gets better; it can be a truly life-changing experience. 
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