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Systemic Challenges in Creating A Service Delivery System Grounded in Individual and Family-Centered Values:

 Can We Get There From Here?
This paper is a companion piece to the power point presentation given at this conference on November 9, 2006
There continue to be discussions across North America on the meanings, definitions and strategies to advance self-determation and individualized servcies. Far be it from me to discourage any ideas that would contribute to the full employment of disabilities consultants; however, I do wonder if there might be some simple strategies to consider before states bring anyone in to help reform their systems. For example, within our federal/state Medicaid program, who now has the authority to:

1. Enable people to share control over an adequate amount of funding needed for support; 

2. Within that amount of funding, support people to actually decide where to live, who to live with, and what to do during the day;

3. Enable people to pay for expenses related to starting and maintaining a microenterprise; or a vocational or residential services co-op.
4. Directly pay employers for co-worker support;

5. Allow people to control personal transportation; 

6. Enable people to pay for room and board with Medicaid funding; 

7. Ensure people have access to independent advice and support on thinking about what is possible (often called independent support brokerage); 

8. Allow Credit Unions to function as fiscal management agencies; and establish Individual Development Accounts with matched private money?

Seriously, who ARE these people --- name, rank and cell phone number. Since they have the authority to create, enable or support functions such as these, they must be the people who are prohibiting them from happening. Since they have this power, we need to find out from them why they are refusing to use it to allow people to have decent lives. We can then decide how to change their minds by making them an offer they can't refuse.

Okay, I’ll drop the Tony Soprano act and put it a different way. Where, specifically, are any of these and other important elements of helping people have real lives occurring today? In what states, counties or regions? Under what federal or state authority? If any one of these opportunities is occurring anywhere, what prevents it from being replicated everywhere? 

For example, we know that many places across the country enable people to control an adequate amount of funding needed for support. This is perhaps the easiest of these elements to find and to document.  CMS encourqages it. State DD systems and Medicaid offices allow it. Counties and variously configured and named regional entities do it. Yet, even with this most fundamental aspect of self-determination and individualized services, do we know where it is being applied, and for what percentage of people it is an option in those locations? 

I don't believe we do. In this age of incredible ease of access to information, about the most obscure subject your geekiest nephew can imagine in the dark night of his computer-warped soul, we can't dot the map to show where the most basic aspects of self-determination and individualizing services have emerged. We are ignoring the simplest feature of how life learns and evolves – replication.

So, what prevents the replication of what can now be readily accomplished? We often cite the usual and customary subjects: CMS; service providers; state Medicaid officials; laws and regulations that we just can’t seem to change; recalcitrant parents; unrealistic self-advocates. Thnat’s a good of culprits ... but I would like to add one more. What if it is just us, Pogo? What if Robert Greenleaf was right about social change back in 1970 when he wrote,

 “The better society will come, if it comes, with plenty of evil, stupid, apathetic people around, and with an imperfect, ponderous, inertia-charged "system" as the vehicle for change. The real enemy is fuzzy thinking on the part of good, intelligent, vital people ... too many settle for being critics and experts.  There is too much intellectual wheel-spinning, too little preparation for, and willingness to undertake, the hard and high tasks of building better institutions in an imperfect world.”

Well, I happen to be a charter member of The Society of Fuzzy Thinking Critics and Experts. As such, I would like to share several issues that I have worked hard to ignore while blaming my former colleagues in the bureaucracy for slowing the pace of the powerful changes that will emerge in a system based upon the purpose, principles and practices of self-determination and individualized services:

1.
After 10 years of working on self-determination, I still typically mumble and exit stage right when pressed by an audience to give good examples of the various places where the simple and common sense aspects, tools, and components of self-determination I talk about are being applied. I tell great stories to illustrate how it works for particular individuals. I keep telling the same stories. And when in the audience, I keep hearing the same stories from others. I would trade in my consultant license (if I had one) for a simple list of where the eight functions I noted earlierare occuring, a simple description of how they are occurring, and people to contact to learn more.

2.
I have become an expert at exposing the failings of the various methodologies that have been developed to determine individual budget allocations. I have of course studiously avoided creating my own framework for  a methodology that would stand the test of being reasonably fair, adequate, predictable, affordable, and replicable for the poor public servants who have to defend it to their administrators and elected officials. “You simply base it on what people need,” I say. Why don't people get that?
3.
I have not adequately addressed the cost issues related to individualizing support and services compared to services that group people where they live and where they spend their day. I have viewed this as either an issue we just don't need to address, or I fear I don't really want to know the answer, at least not in the way we typically do business today.

4.
I have said on more than one occasion when asked what you can or cannot purchase, “You ought to be able to purchase anything you need, so long as it isn't illegal, immoral or fattening.” I have rarely seen federal or state Medicaid officials appreciate the cleverness of this  remark.

5.
Despite efforts at state and national gatherings of providers, I have failed miserably to convince a significant number of agencies that there is so much money to be made in a system based upon individualizing services that they ought to be the ones to take the lead in figuring out how to do it.  Isn’t that how capitalism works?
6.
I have worked successfully (finally I get to mention a success) at critiquing and slowing the growth of managed long-term care, even at times and in places where it seemed inevitable. Of course, managed care does promote flexibility, eliminates managing by service definitions and line items, allows creativity within available dollars, and provides an entitlement to needed services ... Hmmmm.

7.
I have pointed out the critical importance of the parent movement in exposing the horrors of institutionalization; in creating services when and where none existed; in passing laws that developed community services and gave all children a right to an education. I have noticed that as a generalization (with obvious exceptions) parents and siblings have not collectively used their considerable political savvy, numbers, and organizational skills on behalf of the self-determination movement. Despite that knowledge, I have only occasionally been even the least bit effective in surfacing the discussion about the many and complex issues that relate to families, self-advocates and self-determination. I appreciate that folks like Rud, Cathy, Julie and John are creating that dialogue.
8.
Other than telling Darwin’s story over and over and over again, I do not effectively address how self-determination and individualized supports are operationalized for people who need extensive support from family members or paid service staff to communicate how they wish to live each day. 
10. And last, I know, but sometimes forget to acknowledge and help people think about the consequences of the reality that the primary “recipients” of long-term care services, particularly people with intellectual disabilities, mental illness, and frailties connected to old age are still today, too often marginalized and devalued.

I realize that these 10 issues may well be idiosyncratic to someone who spent way too many years in a state bureaucracy, and in later life took even a further step down the ladder of right livelihood by becoming a consultant to those same bureaucracies. I would suggest, however, that the 10 shortcomings I notice when I look at the mirror of my own work are not totally unique to me. 
So, before I join Bob Gettings and ride off into the sunset, I’d like to offer some thoughts on how we might proceed to create systems based upon self-determination and individualized services. Some of my suggestions relate to perspectives and attitudes, some to actions that can be taken wherever we sit, wherever we do our work.  
My first bit of advice comes from a Zen master, Suzuki Roshi: In the beginner's  mind there are many possibilities … In the expert's mind there are few.  That’s a hard one for those of us in this room. 

From Tiger Woods, I am reminded that regardless of where we are coming from, we can always play it where it lays. Even Tiger Woods gets into the rough, and sometimes into the water. Eranell McIntosh Wilson has led change in Alabama that in many ways surpassed what she was able to facilitate in Illinois ... and not without going into the deep rough. As Tiger points out, “I know where the pin is. I just need to figure out with each shot the best way to get there. You get in trouble when you try to make shots that aren’t there.”
And sometimes we do that. John Agosta and I worked in a state for several years on a self-determination project to help create individual budgets, support brokers, fiscal intermediaries and other tools. At the end of the project we noticed that no one was using these new tools, in large part because the state had virtually no experience in individualizing supports and services for people. We hadn’t quite figured out where the ball was stuck before we took a shot at the pin.

What are the elements of applying self-determination, person-centeredness, and individualized support and services today? I believe we collectively know the fundamentals, but we lack the detail about where the best of what can be done is now happening, and we fail to offer needed support to help people get there from here within their existing systems. 

What if we approach the need to individualize supports and services with the same zeal that Jerry Provencal brought to us 25 years ago upon receiving this association’s 1st Ben Censoni Award for Excellence. Jerry was clear, as Ben had been before him, and as Burton Blatt had been before Ben that we could not rest until we created the community supports that would render institutions obsolete. Jerry compared that passion to Ahab’s quest for the great white whale. In most of our states, that work is not yet complete, and we need to continue to be passionate about it. And it is time to bring that same energy and commitment to self-determination, person-centeredness, and individualizing supports and services for everyone who needs our support.

What, specifically might we do if we made that commitment? Buckminster Fuller  had an interesting perspective that we might apply. He said, “You don’t change things by fighting the existing reality. To change something, build a   new model that makes the existing model obsolete.” 
What if we engaged in four major sets of activities – learning, teaching and sharing, collaborating and creating around at least the following kinds of activities, many of which will be touched upon in the next 24 hours, and for that we are grateful to the Association. I encourage the Association to go even further with this learning, for example, by taking the lead in creating an Individualized Services Learning Network, in the same way it collaborated to develop and sustain the Core Indicators and the current Supported Employment Learning Network. There are so many potential partners for such an endeavor … to name a few, virtually all of the key partners who put together the Alliance for Full Participation. There will not and can not be full participation as long as the majority of our services are funded and delivered within group homes and facility-based programs. 
What would such a learning network do? With or without an ISLN, we need to nationally, and within our states learn, teach, collaborate and create around the issues of:

1. Enabling people to control an adequate amount of Medicaid funding needed for support. This would include information on various options of HOW to determine that adequate amount of funding. 
2. Ensuring people have access to independent advice and support on thinking about what is possible (sometimes called independent support brokerage). This would include not only what is ideal, but the various options that are being applied today, and a comparison of their strengths and weaknesses. For example, what do we think about Allegan County, Michigan's approach? Dane County, Wisconsin’s? What are they doing in Vermont? What’s happening within the growing number of managed care entities?
3. Learning from and with service providers on how to make money (or at least not lose it) while individualizing services and delighting customers. There is a great example of this learning occuring May 1-4 in Asheville, Norht Carolina, sponsored by the North Carolina Developmental Disabilities Council. Not only do you get springtime in the blue ridge mountains in the funkiest little town in America, you also get the opportunity to spend 4 days with 8 service providers that have made and sustained the transformationto from group to highly individualized living arrangements. We need to create this kind of learning across the country.
There are another set of activities we can work on with or without service providers (many of which will be easier to accomplish in partnership with providers):
4. Enabling people to pay for expenses related to starting and maintaining a microenterprise; a vocational or residential services co-op.
5. Directly paying employers for co-worker support;
6. Allowing people to control personal transportation; 

7. Enabling people to afford the costs of room and board. 

8. Establishing Individual Development Accounts with matched private money; and other ways to increase income and assetts;

9. Giving people the support they need to responsibly hire friends, family, neighbors and others directly without undue risk. And the word responsibly does need highlighting. We can too  easily try to save money and encourage individual initiative by encouraging people to engage in activities (e.g., hiring own workers) without providing the back-office and back-up that are needed for both the individuals and the workers.

10. Learning how managed long term care fits with self-determination and individualizing services (it can, quite nicely in most respects), and what about it still scares the bejezus out of us (and should, in many respects). 

11. Learning how self-determination and individualizing services works for other folks, including people with mental illness; and for big "P" political reasons, old people, a category that now includes baby boomers. Self-determination and individualized services fit a whole lot better with Generation Narcissism than anything else the long term care system can offer to them and to their parents.

12. Continuing the work of bringing together families and self-advocates, and in exploring the roles of families in supporting the self-determination of adults who have significant intellectual disabilities.

13. Bridging the gap between services and community. As John McKnight noted in The Careless Society, “Our problem is not ineffective services … our problem is weak communities, made ever more impotent by our strong service systems. This point is so important and so ignored, though I believe we are primed to make great advances by merging the learning between services and community building in ways we have not done before. I urge all of us to work more deliberately and devote more of our time and energy in this area, building connections with McKnight and others at Asset Based Community Development, and Jack Pierpoint and others at Inclusion Press. We will simply not be able to afford highly individualized services if we do not enable our communities to engage with the people we support in ways that we have thus far failed to do as we uphold an unnecessary boundary between the work of providing good services and the work of building strong communities that include the people we serve.
It is difficult (though not impossible) to find opponents of self-determination and individualized funding. For the most part, however, we have lots of potential allies who sometimes fail to appreciate one another’s companionship on this journey. 
We need not become the next Fellowship of the Ring, but it would be nice to think about how the variety of systems and voluntary organizations that support people with disabilities and their families might work together on self-determination and individualizing services.  We need not always agree on strategies. We can argue and disagree about who is dragging their feet, who is settling for too little, who is compromising when they don't need to do so ... 
… but, if and when we INTEGRATE the EXPERTISE of our communities, the EXPERTISE of the individuals and families we serve and the EXPERTISE of our service systems, we just might create a system that not only provides good and reliable services,  but actually delights its customers, and strengthens its communities?
We should settle for nothing less!
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