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Abstract

Community inclusion of people with developmental disabilities begins at home. Establishing one’s own home is the first of many crucial elements to being a member of one’s community. Congregation makes community inclusion much harder. People with disabilities who establish their own homes without congregation of other clients provides a better base form which to be included in local communities. This paper discusses those factors employed by one supported living agency to help people establish their own homes while at the same time remaining respectful of the scarcity of resources available for community supports. Data are presented that demonstrate cost neutrality between congregated and individual homes when the named strategies are employed.
Creativity in Support of Individual Lives: One Agency’s Perspective
Self-directed, self-managed and self-determined are just a few terms of recent vintage to indicate an emphasis on supports in service to the dreams and desires of people with developmental disabilities. We at Total Living Concept, a supported living agency in Kent, WA, believe strongly in people authoring their own lives. We further believe that a central, defining point in authoring your own life is establishing your own home and finding the people who will become part of your personal network of friends and allies. There comes a time in life when we expand upon or move away from the family of our birth and youth and seek to join ourselves with others who often become our extended family of choice. Due to strongly held beliefs we do not support people to live in congregate settings with other people as clients. While we pass no judgment on people who do live this way, we prefer to devote our efforts to offering support to people who seek to fulfill their dreams of creating homes and lives that are truly their own. 

We believe having a place you call your own is essential if you are to become a complete member of your community. It is so much harder to author the other parts of your life when you are required to live with someone else who may have no connection to you other then sharing the role of disability system client. If you share your home with other people receiving support then you, almost invariably, share your supports as well. When this happens it’s also quite inevitable that people sharing a place have to compromise their lifestyle. Now, of course, all of us who are married, or in committed relationships, have to compromise too. In such freely chosen relationships, it is typical to negotiate compromise and accommodate out of love and desire to keep the relationship strong. In this case it may not be a big deal to forgo the new film you want to see in order to honor your partner’s desire for a quiet dinner at home. However, this is a lot harder when you share no such meaningful connection to the person(s) with whom you have to compromise. Choosing community activities, scheduling appointments, completing routine daily tasks can all become constant negotiations. Most important is the fact that the one thing most people count on their home to be, a place of repose, renewal, reflection, support and comfort becomes yet another place to deal with being a “client”.
Given our commitment to supporting individual, non-congregate living options, we have to be very creative about resource utilization and we also have to guard against undue isolation of people who choose to live alone. We point out that we are not always the creative ones; more often then not the people with the creative ideas are the ones setting up their own home and those who have known them the longest. Our role quite often is to listen carefully and then respect what we are told. This respect means that we have to be willing to trust people and their closest friends, allies, and family. Sometimes we get scared, but so, we imagine, does the person setting up their own home, especially when it’s the first time. But any hope of working together toward someone’s most treasured goals is dashed if we can’t establish trust. If we are constantly scaring ourselves about liability issues, trying to pack in as many hours of support as we can in order to insure safety and generally determining the level of risk a person or their family should  accept, then we are saying, “We don’t trust you to make these decisions”. Reflecting on this, it occurs to us that in the almost four years we have been at TLC no one has complained of having too few hours. Sometimes people want added hours of support for emergencies or illness but the far more common request from people we support is to: (1) please allow them more privacy: or (2) help them find other people to spend time with who are not their paid support assistants. We don’t do this as a matter of saving on our daily rates; we do it out of respect for the lifestyle choices of the people we support.  In building initial supports around someone, we are careful to engage the person’s families and allies in discussions at the start and whenever a change might be requested.  And, we always seek to balance individual desires in all ways we can collectively think to minimize risk to personal safety and well-being. Having safety networks in place should a need arise is crucial.  Current examples range from assuring people have and can use emergency phone and pager systems to automatic alarm and notification systems to identifying neighbors who agree to act as emergency resources.
Developing One Person Options
Total Living Concept’s staff make use of 5 strategies to support people to live in their own homes without service recipient congregation: (1) seek out and support people to use other, income tested programs offered by local, state and federal offices; (2) other, creative means for securing community support, especially for over-night hours; (3) maximizing the support available for people from within their existing communities; (4) trusting people and their allies with regard to support needs; and (5) keeping administrative costs under control by employing lean administrative and management structures. 
Other Government Offered Programs

Over one-half of the people receiving support from TLC participate in the HUD Section 8 rent subsidy program. We are fortunate to live in an area where the local housing authority recognizes the needs of people with disabilities and makes special effort to have vouchers available for their use. Sadly, these are becoming harder and harder to come by. Even with the availability of vouchers many agencies feel the need to help people locate housing in more affordable areas of our county. This is reality for all of us who live in the Seattle metro area. In any case, the Section 8 vouchers are crucial to the support of people to avoid congregation in housing.
Of the 29 people supported by TLC, 14 are enrolled in the Housing and Urban Development Section 8 rent subsidy program. While the rent subsidy is crucial for people to afford decent housing, it is the Section 8 housemate option that is of note in terms of support hour costs. Eight people supported by TLC have housemates under the Section 8 program. If an individual, who is otherwise qualified to receive a Section 8 voucher, is also evaluated by a physician and found to require a housemate for safety purposes, they may then rent a 2 bedroom apartment. The second room is made available to the housemate rent free in exchange for limited over night responsibilities, typically for five out of seven nights per week with the remaining two nights of support provided by paid TLC employees. These responsibilities are to call TLC whenever the person supported experiences any unusual needs during the night time hours. Essentially the federal government bears the cost for this arrangement which, in turn, allows TLC to seek less direct support hours from the disability system. The 8 people supported who participate in the Section 8 housemate option save the disability system an average of 5.7 hours of support per day, per person. The cost for those support hours would total $244,441.16 a year, quite a tidy sum. 

Other notable programs we assist people to locate and enroll in are food stamps. This is, of course, a direct result of people not being able to achieve a living wage through employment. While higher wages would be highly preferable to food stamps, until more and better jobs are available, particularly for people with more significant disabilities, we continue to seek out programs that can ease the burdens of poverty without sacrificing the sanctity of individuals living in homes and not grouping people for economic savings. 

Individuals can and also do seek out and enroll in energy conservation and subsidy programs. These would include home weatherization assistance, when individuals own their home, and assistance with energy costs for those who own their own homes as well as for renters. These programs also have a direct impact on the cost to the state DD agency in that they are less likely to be asked to supplement payments to individuals who earn less then the amounts needed to maintain their homes in a safe and healthy manner. 

While these programs are all available to anyone without disabilities they are all only available to people of limited incomes. On the one hand they are in the category of community supports. But, sadly on the other hand, so many people with disabilities qualify due to their chronic under or unemployment. 

Obtaining Other Community Supports
While the Section 8 housing subsidy program is crucial to many people supported through TLC, thankfully many other people earn significant enough wages or assistance through family or a trust fund to have purchased their own homes, or have high enough incomes that they do not qualify for Section 8. For most of those people along with other people who do not want to share their home we need to consider other ways to provide some of their needed supports, especially for over-night assistance if the person needs this. We do this primarily through what we refer to as on-site assistance. In these scenarios we seek out someone who lives very close to the person supported and who has been a long term resident of the area. Usually these are people who live in the same apartment complex or block where the person’s home is located. They are also someone who has or is willing to take the time to get to know the person supported by TLC. In one instance this is the couple who manages the apartment complex where a person has their home. TLC staff support the person with disabilities to approach the individual who may serve as an on-site support provider and negotiate an agreement among that individual, the person supported by TLC and TLC. The agreement stipulates what hours the individual would be available to the person supported by TLC and what responses they would be expected to make if a need arose during the over-night hours. Typically the on-site provider is available from anywhere between 10 or 11 at night to 6 or 7 in the morning. Their responsibility is to offer immediate assistance to the person supported by TLC in the event of an emergency and to summon the team representative or manager under whom the person is supported. On-site providers may be alerted to the emergency situation by the individual supported, either directly or through a phone call, or indirectly through an alarm activated system that automatically calls their home, cell phone or pager. Since on-site providers are typically summoned by phone call they may have the call routed to their mobile devices if they are to be away from the immediate area for a short time. This limits the impact on their freedom of movement but they are expected to remain within a short response time of the person supported’s home. Usually this presents no problem since the hours they cover for emergencies are over-night and they are home themselves. On-site providers are paid a stipend typically between $200 and $400 dollars per month, depending on the number of nights they cover. This is a stipend for being available to respond. If they actually do respond, they are paid an additional amount covering the time in which they actually respond before TLC staff arrives. TLC staff must be able to arrive on-site within 15 minutes of being called. 
A variation on the on-site support is also used for shorter periods of time when a person needs minimal support for a very brief duration. An example of this is a person who receives support from TLC and needs assistance in the morning to help him assess if he physically able to go to work.  If he is not, this person assists him to cancel his transportation, notify his employer and alert a team representative that he will be home for the day. Since the on-site support is only needed for a maximum of 30 minutes each weekday morning; the man lives some distance from where primary staff are located; and the resulting time commitment to travel to, pay  for fuel, provide support and return from his home would be burdensome for most employees. One solution was to find a neighbor who lives in very close proximity to his home and was willing to be trained and provide the brief assistance required. Fortunately we were able to find such a person who lives in the same apartment complex. She provides the needed support and receives a stipend which amounts to far less then the cost of sending TLC staff out to the apartment and delivering the needed support. The added benefit, of course, is that the person supported and the neighbor have greater opportunity to become known to one another.  Please also note whenever on-sites are used either for over-night or any other duties, they must pass background checks and undergo appropriate, though sometimes modified, training.
Using Existing Community Support

Taking advantage of existing networks of support also reduces the cost of support for people to live in their own homes without other service recipients present. Often when people first approach TLC to be a support provider they have an intact network of support that can lessen the need for paid hours delivered through TLC. This typically means that TLC has to structure its supports around that person’s existing situation in order to take advantage of those pre-existing supports. This may mean the person chooses to live in an area where those supports, usually family and friends, remain available. Normally this is not a problem, but could be if TLC had to rely on staff needing to be close to several people in order to spread support. Since we already support only one person in their own home it usually is no problem and would be tragic to not take advantage of those already present supports. In these scenarios family and friends are often willing to be available, and actually want to be involved in certain aspects of a person’s life. For example, a family member or friend who already lives nearby may have a long established pattern of going to church every Sunday with the person being supported. This not only offers an opportunity to reduce staff hours to support this activity but also fulfills TLC’s goal to support people to develop or maintain relationships with people other then staff.  While TLC never requests, often families have such strong ties to family gatherings that they want to have their family member spend time on a regular basis with them for such gatherings. This is facilitated by providing support in a location where the person is close enough to family to take advantage of these opportunities. This assumes, of course, that the person we support wants to participate. In all of these situations, and others too numerous to mention, we are able to offer supports that conform to a person’s desired lifestyle while also taking into account supports available and that supplement rather then replace the existing support networks.
Trusting People We Support and their Families and Allies

We previously mentioned the tension that exists between autonomy and safety. Unfortunately, our disability service systems often over emphasize safety to the detriment of autonomy. This frequently has the concurrent effect of increasing costs to provide for what are sometimes over protective services. This serves the purpose of reducing provider and state system anxiety over liability issues but at the expense of people’s rights to privacy and autonomy. The key is, obviously, to carefully examine each situation closely for undue fears for safety and balance those with reasonable backup systems to provide for the legitimate safety concerns of all parties. We do not advocate for, or ever tolerate, putting people at risk due to inadequate supports. However, we strive very hard to be respectful of the desires of individuals we support to make decisions related to their need for protection from real safety issues, as opposed to providing support merely to satisfy our need to cover our fears about liability issues. We live in a litigious culture. While no easy answer exists, we prefer to listen carefully to people and their friends and family on this issue and take our cues from and work collaboratively with them.
Administrative Costs

We believe there are 2 issues related to administrative costs that bear on the issue of providing individual, non-congregated home options to people we support. The first has to do with administrative structure. TLC runs an extremely lean administrative infrastructure. While the agency employs over 130 staff TLC employs only 4.2 FTE’s in administrative positions. The positions of Executive Director, HR Manager, Accounts Manager, and 2 Office Assistants are the only administrative positions in the agency. We place the vast majority of our assets in service to the direct support of people with disabilities. Consequently TLC maintains a very “flat” organizational structure. We organize around teams that support 4-5 people. There are 3 team managers and the other half of the teams are self-managed, meaning team members take on the functions themselves that might otherwise be assigned to a team manager. 
The second major administrative factor that we believe leads to our ability to offer cost effective individual options for people is the fact we have extremely low turnover rates, typically less then 10%-15% a year. This reduces training costs while also offering continuity support and relationships between people supported and paid people offering supports. Turnover is a complex issue related to many factors. It’s beyond the scope of this short paper to address them all. However, we believe one that is unique, not only to TLC but to any agency offering individual home options to people, is the fact staff are able to craft their job duties around one person rather then shifting from person to person on a continual basis. TLC employees have frequently reported being able to focus on one person enhances their ability to feel good about their work in terms of knowing people more intimately and being able to see even small changes in people’s lives. Of course, the down side can sometimes be the need for refreshing our perspectives, patterns and assumptions. We try to be sensitive to this, and our staff, while primarily employed by one person, will often have opportunities to extend their hours to other people, exchange hours with other staff and participate in a variety of activities that offer time for reflection and renewal. The tactic of exchange of hours is only employed with the involvement and approval of the person supported, and they often appreciate the change as well!

How Does the Money Work?

While this all sounds very nice, and idealistic, we realize there is an important policy question to be addressed in our desire to offer this kind of support:  “Can this be done at reasonable cost?”  Most disability system managers would turn pure white with the prospect of supporting all people to have their own homes without any congregation. However, we not only believe the answer to this question to be, “Yes, it can be done.”; we also know it can be done without unduly taxing an already over-burdened funding structure. Of the 29 people who receive support through Total Living Concept, 27 live in their own homes. They may have a roommate, they may not, but if they do it is not another person with a disability receiving supported living services. And, yes, we can do this at reasonable cost. This is true for those people requiring support ranging from 3-4 hours per day to those requiring 20-24 hours of support per day. 

We have compared the mean total hourly support costs (including both instructional services and supports and administrative expenses) for all supported living agencies in King County, WA with those of Total Living Concept and arrived at the conclusion that TLC’s rate is 2%-3% less then the mean rate of all supported living agencies in the county. The same comparison for administrative expense reveals TLC’s costs as almost 13% less then the regional mean. We made this comparison with the following considerations. First, comparing mean daily costs across agencies is meaningless because it is influenced by the number of support hours delivered; higher rates are associated with more support hours. Second all instructional services and supports (ISS) are paid at a fixed rate of $14.69 cents per hour. In order to examine this issue costs were compared as total hourly rates and hourly administrative rates.

Table 1 illustrates the differences between Total Living Concept’s rates and the mean for supported living in King County. The first line of the Table 1 contains TLC data; the second line contains the means for all other programs. 
Table 1

Supported Living Hours and Costs in King County, Washington
	Agency
	People Supported
	Mean Daily ISS Rate
	Mean Daily Administrative Rate
	Mean Daily Total Rate
	Mean Daily Support Hours
	Mean Daily Total  Hourly Support  Rate
	Mean Daily Hourly Administrative Rate

	TLC
	26*
	185.91
	39.07
	224.98
	12.65
	17.78
	3.10

	32 Others

	22.9
	177.13
	41.88
	219.01
	12.05
	18.17
	3.50


Note: The discrepancy in numbers in the text and in this table are due to the data in Table 1 only being available for those people participating in the state’s Home and Community Based Waiver.

The data in Table 1 demonstrate that in almost all categories TLC is very representative of the average for all Region 4 Supported Living agencies. TLC supports very slightly more people then the agency mean, has a very slightly higher mean daily direct support rate, has a slightly lower mean daily administrative rate, a slightly higher mean daily total rate, delivers slightly more direct support hours per day and costs less in both mean total daily rate and mean hourly administrative rate. 

Conclusion

So what does all this add up to? Simply put, providing people with the support to establish their own homes and households without the need to share with another service recipient costs no more then the average for supports which may congregate people in their homes or limit the location of those homes to better facilitate staff sharing across multiple sites. Several elements seem to be important to offering this outcome for people.
We have to shift our supports, our thinking and our perspectives frequently. As O’Brien, O’Brien and Jacob (1999) point out good supports require a commitment to an ongoing course of organizational development and supports that often need to be created and recreated over and over again. Support to establish and maintain one’s own home isn’t based on a “model”, it’s new each and every time it’s done. 

No one thing works for every body, but certain principles apply: respect for the opinions and desires of the people we support; an unwavering commitment to their right to establish and maintain their own homes and families without the presence of people they do not select as members of those households; and, given the long waiting lists for services, thoughtful stewardship of the scare resources we are accorded to support people’s chosen lifestyles. People living in their own homes without other service recipients being there for the sole purpose of lowering costs can be achieved without over taxing the limited supports available. Congregation is not the only variable affecting the ultimate cost of supports.

We recognize many other agencies and individuals are doing this, TLC is not the only agency offering this type of support. But, when we see our literature reporting people living in groups of 6 or less (Braddock, 2002) does this imply we are pleased with less than is possible? Can it really be home if you don’t choose who, if anyone else, lives with you?
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