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For many years now TASH has been engaged in the struggle to assist people with significant disabilities to leave large, state and privately operated institutions and create a new life in the “community.” Institutions are not a proper place for anyone to live his or her life. However, over time, we have come to venerate the “community” as an absolute good. In fact contrasting institution versus community has led us away from something crucial in the lives of the people with disabilities: a home of their own.

Arriving in the community is not enough. The community is too large, too heterogeneous a variable to compare to institutions. Of course, the community offers far greater opportunities for people with disabilities than any an institution could ever offer. But, for many people that is all the community becomes: a set of opportunities gone unrealized. Like it or not, being “placed” in the community, in and of itself, offers no guarantee of a successful or fulfilling life (Wolfensberger, 1975). Charlie Galloway warned us years ago about trans-insitutionalization. I don’t think we got the message then or now. His message still eludes us in far too many people’s lives.

A Placement or a Home?

We would pose a simple question to illustrate our point: how many people with significant disabilities live in a home or their own, as contrasted with being congregated in admittedly small scale but none-the-less segregated housing? How would we know the difference? Typically when people are “placed” in the community there is a very high probability they will be living in a house or apartment with two or more other people over whom they have no choice. This ignores one of the most important aspects of creating a home of your own: the ability to shape the environment, both physically and socially, to reflect one’s interests and preferences. We believe, and have learned from listening to people with significant disabilities, their families, friends, and those who provide daily support that home consists of more then just an address (Watson & Austerberry, 1986). 

What we have learned is to think of home as a set of relationships deeply rooted in a place. This place consists of walls that both include certain people and possessions and exclude, temporarily or permanently, certain other people or things. The physical location of this place and how it appears are important aspects and nothing defines home like the sense of self it provides us. We define who comes into our home, how long they stay and what they do while they are there. It is the one place where we have the most influence over our lives. We often refer to this as being the keeper of the threshold. This, to us, is the central defining point of home. From this flow other, important aspects: the sense of refuge and renewal provided by home; the ability to relax and be ourselves more completely then most anywhere else; the ability to engage in intimate relationships with others of our choice; the simple opportunity to be alone and cherish our privacy; and, the ability, by our invitation to others, to offer them hospitality. 

The fact is we don’t really know how many people actually live in a home of their own. Our best available data are those provided by Braddock and his colleagues in the State of the States in Developmental Disabilities (Braddock, 2002). This report indicates how many people are living in groups of six or less. It does not indicate whether these living arrangements are with others receiving support through their DD system or with housemates of their choosing.  The mere omission of this type of data is reflective of how little importance is given to the true concept of “home” versus living arrangements.  
We would like you to consider the feelings of the first author of this article and her efforts to make a home for herself. 

· Imagine living in a group home where you have no decision-making power and choices are not part of the plan.

· Imagine not being able to choose your roommates, your furniture, or even how your room is decorated.

· Imagine not having control over what you ate, visitors, or even your own bathroom time.

· Imagine being a teenager living in a nursing home.

· Imagine life without choices, without a place you felt was home.

This was I until 1990, when at 17, I got to leave this life behind and actually begin to have a life.  I went right from the nursing home and having so little control to my first home and having so much control and decision making power that it was a little scary.  

I first moved to an apartment in Kent, Washington with two roommates.  All 3 of us used wheelchairs and what I found was that I really didn’t like one of my roommates and our living area didn’t work well for all 3 of us.  It was too busy and crowded.  After what seemed an endless wait, I got Section 8 housing.  With this I had options.

I now have a 2-bedroom 2-bath apartment, which I have furnished.  I selected and purchased these items.  I directed how I wanted my apartment decorated and where things would go.  My apartment is an expression of me.  I find joy and peace. I love my apartment.  Its here where I can dream and think about my life, reflect on the past, think about the here and now and plan for the future.  Group living with chaos and no choice is not living.  I hate chaos.

I have so many opportunities living in my own home.  I’ve built and developed lots of relationships.

What matters to me?

My collections

Books that I wrote

My cat

My fireplace

Tranquility and calmness.

When life gets so busy and hectic and my problems are weighing me down, I can sit in my chair, look out my window with my cat in my lap and let my troubles go by.  Having my home is worth it.  It makes me feel proud.  My home is a gift.

Listen to what Darla is talking about. Does it sound familiar at all? Doesn’t it sound like your own home? If so then you are fortunate, sadly many others are not. Why? We believe this is the result of a myth about living in your own home:  it is prohibitively expensive to provide necessary daily supports for people to live in their own homes, especially people whose supports are more complex. 

Is Congregation Necessary to be Cost Effective?

Total Living Concept (TLC) has supported people to live in homes of their own throughout South King County (metropolitan Seattle) for over 15 years. At Total Living Concept, people have a home of their own and only live with people of their choice, Recently, an opportunity arose to compare the costs of the state contract for the 26 people supported through TLC with most of the remaining people who received supported living services through a contract with the State of Washington.  In 2006, faced with a budget emergency, the state agency responsible for supports to people with disabilities sought information about how people were receiving their supports in communities around the state. Among other factors, data were gathered by state employees with respect to (a) how many people receiving state supports made up households, (b) what the daily rate for those supports was, and (c) what proportion of those people were participating in federal rent subsidy programs. Supported living agencies in King County reported the data presented in Table 1.

Table 1

King County Supported Living by Household Size

	Size
	N
	Mean Rate
	Mean Hours
	Voucher
	Project

	1
	265 (31%)
	139.67
	9.23
	63%
	7%

	2
	135 (16%)
	184.91
	12.22
	12%
	40%

	3
	246 (29%)
	249.39
	16.48
	37%
	3%

	4
	206 (24%)
	227.36
	15.08
	15%
	38%

	Total
	852
	200.33
	13.25
	32%
	21%

	TLC

1
	26
	247.93
	16.38
	85%
	0%


Examination of the data in Table 1 demonstrates that the daily cost rates for people supported by TLC, are comparable (and even slightly lower) to those for people living in households where 3 people with disabilities share a house. The hours of support provided through TLC are almost identical to those of people living in groups of three. The most notable difference is in the proportion of people who participate in the federal rent subsidy program under Housing and Urban Development’s Section 8 program. The proportion of people choosing supports from TLC and concurrently receiving a voucher for rental subsidy is over twice that of other people receiving supported living services in groups of 3. An important point is the option included in the Section 8 program that provides an “extra” bedroom for those people who can demonstrate their need for a roommate in order to rent a house or apartment. Using this option provides an opportunity for overnight support to be provided by a roommate who does so in exchange for a rent-free room. Of course, the choice of who this person is rests entirely with the person supported. 

We fully realize these data may have limitations. First, they represent only 26 people compared with 852 and all residing on one, large metropolitan housing market. Generalizations should be made with caution. Second, since we have no data related to the individual characteristics of the 852 people receiving their supports from other agencies with which to compare to people supported by TLC, we cannot rule out individual differences as a source for the favorable daily rate and hours of support comparisons. However, given our local knowledge of supported living and our familiarity with other agencies and the people to whom they provide support we are comfortable that these data are an accurate comparison.  Our interpretation and explanation for the comparability of rates in groups versus individual homes lies more in the range of supports provided by TLC and the fact there are advantages inherent in living in a home of one’s own that help keep support costs favorable.

Homemaking 101: 
Some Thoughts on How to Stay within a Reasonable Budget

The easiest way to explain how supports are provided to people choosing TLC as their support provider is to think about what people who are called brokers, or case managers do. Until sometime in the mid 90’s case managers in our state engaged in a much wider range of supports designed to connect people with disabilities to a wide array of other programs or assistance. For example, case managers would assist people to apply for other forms of financial assistance (e.g.,Section 8 and social security benefits) or   locate and enroll in employment programs. Support brokers were initially conceived as people who would connect people to other community supports to supplement or even replace some disability agency funds. Over time the duties of case managers in our state have evolved to focus on eligibility, compliance and documentation. While the staff of TLC does not meet the definition of an “independent” broker, they do work toward locating other, community supports for people with disabilities. For example, staff at TLC: 

1. Connect people to financial supports which they, as people of lower incomes, are entitled. Among those are: rent subsidies; roommates to share expenses and supports; lower cost utility, telephone, and internet services; home weatherization; and home remodeling for accessibility. 

2. Assist the individual to arrange a plan in the event that emergeny support is needed. This is done by recruiting a person (referred to as the local on-site) in close proximity to the individual’s home. The role of the local on-site support is to assist the individual access TLC personnel.  A variety of means are used across on-site support arrangements(e.g., electronic devises that sound in the on-site support’s home) for the person to signal that they need TLC staff assistance.  On-sites must pass background checks, be trained by TLC and agree to the terms of a TLC contract. The contract includes a stipend much lower then the cost of staff staying overnight. This kind of arrangement is carefully examined for its match with the support requirements of the individual before it is used.

3. Assist the individual to find a preferred location for their home.  Our experience is that people choose where to live based on being close to their family, their friends, their school, and/or their job. What those places often represent is an already existing network of support that may result in less reliance on TLC staff. For example, someone who chooses to locate their home near the neighborhood where they grew up will have friends or family member to support them during an activity such as a church social, thus reducing the need for paid staff.  

4. Place control of fund allocation in the hands of the individual receiving support.  This is accomplished by assisting the individual to develop a plan for the allocation of funds. For example, one person TLC supports was provided a wheel chair accessible van through the local vocational rehabilitation agency.  However, she needed to fund the costs of operating that van.  To help her accomplish this, “personal support dollars,” a budget line ear marked for her use was embedded in TLC’s budget. Having control of her money allowed her to tailor support specifically to her needs.  In addition to giving her greater freedom it also reduces the demand on TLC to arrange transportation.

While it is difficult to quantify some of the cost savings associated with providing support in this manner Table 2 provides data on 2 areas of notable importance: use of Section 8 roommates; and the use of on-site support. The data in Table 2 were calculated using the costs that would be paid to TLC under the state’s hourly rate for staff coverage as opposed to the costs of using on-site support and roommates.

Table 2

Cost Savings from On-site Supports and Section Housemates

	Hrs.
	On Site
	If Staffed
	Difference

	11,256
	$38,523
	$112,446
	$74,474


	Hrs.
	Housemates
	If Staffed
	Difference

	17,846
	0
	$287,499
	$287,499

	Total Difference
	$361,973

	Total Daily Hours Difference
	61.55

	Mean Daily Hours Difference Per Person
	2.37

	Additional People at Mean
	3.75


Obviously the costs savings are significant. Table 2 indicates the savings to be enough to provide support to almost 4 more people over the costs of staffing these hours. We would note again these supports are never used if anyone is uncomfortable with them or does not believe they adequately provide for a person’s health and safety. Over the past six years no one receiving on-site support has had an emergency requiring the intervention of TLC staff. Staff was only summoned to one home twice, both due to false alarms. Similarly, housemates have rarely needed to call upon TLC for assistance in the over night hours. 

Lastly, we would ask you to consider the graphic labeled “The Value of My Own Home.” This graphic summarizes the views of the people supported by TLC, their families, friends, staff and others knowledgeable about community supports. These valued benefits of having one’s own home are more difficult, if not impossible, to quantify but, we think, no less important to consider in valuing a home of one’s own. 

Among the benefits that people identify as accruing from living in their own homes as opposed to congregate living include: greater opportunities for inclusion; improved mental, physical and emotional well-being; and choice and control over their home’s environment. To what extent do we expect these benefits from programs at the state and federal level?   Housing seems to be the objective rather then homes. The exchange rate for getting into a “residential service” is typically giving up the ability to make a house into a home. Why would this “trade” seem like a good one? For people with disabilities it is often an all or nothing proposition: live in a congregated group or receive no services at all. 

Along with this graphic we would also ask you to consider the experiences of the second author of this article.

I am really excited to be sharing this with you. I want to start by saying it was hard work and determination that got me here.  I have been lucky enough to be listened to for many years.  I think I can say that I want to always be listened to.  I think it’s key.  I tried to think of what to say and I keep thinking of peace. I have peace!  I have a house in a great location and wonderful people to help me live.  I take nothing so seriously as I do my house.  I lived in groups for several years and this is much better.  I very much want you to understand that I will always be okay as long as I have a home. I find it to be the most important thing I can do for myself.  I want to always have what I have right now.

Having a home creates abilities that I would not think of without a good, peaceful place to relax.  I think I am super and I have a good life and I want to stress that if I can do it, I think everyone can.  I want to see everyone try.  I think it’s important to have a place of my own and be able to reflect on my thoughts without chaos. Yes! I take this very seriously. If I had chaos, I couldn’t live.  I think I would be a mess! Right now things are wonderful.  It’s because I have a peaceful place to be!

Other things open up for me because I can handle them and I always manage to handle them with class.  Okay, that’s it, easy for me to say.  This has made all the difference with my supports.  I couldn’t be so positive if I didn’t have a good home.
Conclusion: Can’t Find My Way Home?

So, what makes a community? People certainly. But also, the fact that they share a common place and are shaped by the experiences within their own homes and the experiences they share with their neighbors. This is the manner by which people develop a sense of belonging with each other.

Most people live in a home of their own. If not, it is typically considered unusual or tragic. Under what conditions are people without disabilities  required to live with others not of their choice? Prisoners in correctional facilities;  soldiers living in a barracks or on deployment; or members of a religious community where congregate living is required are examples that come to mind.  Most assuredly this is not how most of us want to live. We live in homes where we choose the place and have a say over whom, if anyone, occupies that home with us.

Not so for most people with developmental disabilities. We tell ourselves that leaving institutions is a good thing. And it certainly is. But it isn’t enough to just live in a community.  Can it even be called living in a community if it lacks opportunity for shared experience with others in that community? Isn’t living in a community about sharing in the experience of creating a place of your own in the world? Being mutually supportive of each other’s right and need to do so? It’s time to realize that living in the “community” is a great dream we have for everyone. But it cannot come true until the possibility of creating that special place we call home is brought into everyone’s life, particularly for those to whom it has so long been denied. 

Darla Emerson is a self advocate and aspiring writer. Bradley Jones is a self advocate and public speaker. Lyle  Romer, PhD, Executive Director and Mary Romer, AA, Supported Living Coordinator, both work for Total Living Concept in Kent, WA.  For more information about this article, please contact Lyle at lyleromer@totallivingconcept.org.
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Figure Caption

Figure 1.: The value of my own home.

�











� Mean rate = mean daily rate including support and administrative,  Mean hours = mean rate/15.13 (benchmark rate for each hour of support), Voucher = percentage of people with a section 8 rent voucher, Project = percentage of people in a HUD/Section 8 housing project
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