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Lister Sinclair 
Ideas on institutions and alternatives. I’m Lister 
Sinclair. Recently on Ideas we presented a series based 
on the ideas of Chicago community organizer John 
McKnight, called Community and Its Counterfeits. In 
this series John McKnight claimed that society is 
composed of two distinct domains: an institutional 
domain, governed by legal, contractual, and 
administrative norms—in a word, bureaucracy—and a 
community domain, where citizens associate for their 
own purposes, and people matter for themselves. John 
McKnight further claimed that these two domains, 
though they may occupy the same space, are of 
radically different kinds. Sound social policy, he 
suggested, would recognize and respect this 
difference, and attempt to keep the two domains in 
balance, assigning each its proper functions. 
 
What happens instead, he went on, is that the integrity 
of the community domain is often entirely overlooked 
in the rush to treat perceived problems with 
institutional solutions. In the process communities 
gradually lose the capacity, and the confidence, to do 
things like care,  console, correct, and counsel, which 
institutions have taken over. And that, according to 
John McKnight, is more or less where we are today, 
with incompetent institutions trying to do more than 
they can or should, and undermined communities 
doing less. 
 
With this program we begin a new series called Beyond 
Institutions, which continues the line of exploration 
begun in Community and Its Counterfeits. It relates a 
series of experiments in the revival of community and 
the pruning of institutions. The first three hours are 
based on a book by David Schwartz called Crossing the 
River, in which he relates efforts to bring people with 
disabilities out of institutional isolation and into the 
community. In later programs you’ll hear criminologist 
Jerry Miller on closing institutions; Nils Christie, of the 
University of Oslo, on his book Beyond Loneliness and 
Institutions; and sociologist Peter Berger, on the 
importance of civil society. Beyond Institutions, by 
David Cayley. 
 
David Cayley 
In late 1983 David Schwartz became the director of the 
State of Pennsylvania’s Developmental Disabilities 
Planning Council. Schwartz belonged to the generation 
of activists who had worked to get people with 

disabilities out of institutions and into more congenial 
community services, like group homes. But he had 
become restive with the way in which community 
services had begun to mimic the very institutions they 
were intended to replace. Consequently, he took on his 
new job with a question taking shape in his mind. 
Would it be possible to transcend the boundaries of 
the service system altogether by asking ordinary 
citizens to become involved in the lives of people with 
disabilities? 
 
Under his leadership the council began making small 
grants to individuals and groups interested in this 
approach. Stories began filtering back, stories 
suggesting that with intelligence and determination it 
was possible to revive and stimulate remarkable 
powers of hospitality within ordinary communities. 
The more this small-scale, personal approach was 
tried, the more it seemed to succeed. Nine years later, 
in 1992, David Schwartz summed up these experiences 
in a book called Crossing the River: Creating a 
Conceptual Revolution in Community and Disability. 
 
The first three programs of this series are about the 
theory and practice of that revolution as it has been 
carried out by David Schwartz and his colleagues in 
Pennsylvania. In the second and third hours you’ll 
meet two of its pioneers, women from small towns 
who are creating new social pathways by what they 
simply call “asking.” This first hour will trace the 
history of David Schwartz’s gradual realization that the 
answer he was seeking lay beyond the walls of 
institutions and “across the river.” He told me the story 
during two days of conversation at his home in 
Harrisburg, where I was his guest in June of 1993. A 
robin sang outside the window as we talked; his chair, 
as you’ll hear, creaked. 
 
The story begins in 1970, the year David Schwartz 
graduated from university, when he stopped in at the 
Willard Asylum for the Chronically Insane, in upstate 
New York, a place that in its day had also been the 
expression of a conceptual revolution. He was looking 
for a job cutting the grass on the institution’s stately 
lawns. 
 
David Schwartz 
The Willard Asylum was a world-famous asylum built 
in 1869. It was erected for the really dramatically new 
idea of humanitarian treatment for the chronically 
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insane. So I walked into this old building and up these 
big stairs to the personnel office. It was like something 
out of an old movie about asylums. It was like a stage 
set, but it was the real thing. I filled out an application 
and they looked at me and realized that I was a college 
graduate, and they said, “Boy, do we have a job for you! 
You’re not going to cut any lawns. How would you like 
to be a rehabilitation counsellor?” And I thought to 
myself, what’s that? and said, “Sure!” 
 
David Cayley 
David Schwartz remained at the Willard Asylum for 
the next five years, excepting one when he was at 
graduate school. During that time he came to 
understand that the institution itself often had just as 
much influence on the behaviour of the patients as 
their other afflictions. But he also discovered, within 
the institution, unexpected havens of sanity, a 
discovery he owed initially to an accident. 
 
David Schwartz 
Owen Trimarchi fell off a truck, and that really affected 
my destiny. You see, these state mental hospitals 
worked on patient labour, and in this case the laundry 
had to be collected every day. The drivers would go 
out, they’d go up to one of the patient buildings, they 
would lean on the horn, and a few patients, including 
Owen, would come out—and they didn’t get into the 
cab, you know, and drive it, they got in the back—and 
they swung the big laundry bags up in the back. 
 
What happened was, somehow, something happened 
and Owen fell off the back of the truck and fell down on 
the street and got hurt. This precipitated a kind of a 
scandal, because there was a lot of pressure at that 
point about using patient labour not for their 
therapeutic benefit, but to run the institution. So my 
boss, after this, walked down the hall and said, the 
order has come down from the administration to clean 
up patient labour and make it for their therapeutic 
benefit, instead of for the institution; this is one of your 
new jobs. 
 
I was really uninterested in vocational stuff; it really 
seemed to be a really uninteresting kind of thing, not 
exciting like psychotherapy, but I didn’t have anything 
to say about it, it was my job. So I went out, and the 
first thing that I did was to find where all of the people 
were working. And what I found was a whole, 

completely different world than I knew had existed, at 
this mental hospital. 
 
It was the world of the bakers in the bakery and the 
laundry, and the people who drove the trucks, and the 
people who cut the grass, and the people who took the 
photographs, and welded the pipes—the people you 
didn’t see, the people you never heard about in the 
professional world. And I found that there were a lot of 
people, patients, who had little jobs where they were 
part of this —you could use Illich’s term and say 
“vernacular” world that existed underneath the 
professional, bureaucratic world of the hospital. It was 
a world that wasn’t supposed to exist, but existed kind 
of “through the looking glass,” it was underneath 
everything. 
 
I discovered that, unlike the patients who were on the 
wards getting all this treatment, the patients who were 
working in these places seemed to be flourishing. The 
thing that they seemed to have was a sense of 
meaning, that they were somebody; and the people on 
the wards, their only identity was of mental patients, 
and they had no control. 
 
So I started realizing that the thing to do would be, 
when a new person was admitted to the hospital—and 
one of my jobs was to interview most of them—
something I would try to do is whisk them off the 
wards and into that underground world. For instance, I 
remember so clearly an elderly woman—she was in 
her sixties, I think. Her family had grown up and left 
home, and she’d always been a homemaker; she was 
severely depressed. I knew what was going to happen 
to her if she was on the ward: she was going to get 
large doses of anti-depressant medication; and, if she 
didn’t respond, she was going to get shock therapy. 
 
And I remember saying to her, “Well, did you ever have 
any kind of job you did before you got married?” “Oh 
yes, I was a secretary.” “Well, maybe you’d be willing 
to help out at that again.” “Oh no, I’m sure that I—that 
was years ago, I’m no good at anything like that 
anymore.” So I made this pitch to her: “You know, the 
dentist down here really doesn’t have enough staff; he 
really needs somebody to organize his files, his patient 
records; he’s in a mess down there. If you’d just be 
willing to try out helping him, then it’d be really 
appreciated by him. And also, I could get you on 
payroll to pay you just a little bit for doing this part-
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time.” Well, at length she agreed that she would 
consider this. 
 
At that point I dropped everything, ran down to see my 
friend the dentist and said, “Hey! Phil! You need some 
help down here. You really need some help down here. 
I can see the place is a mess, I’ve got the woman for 
you, you really gotta do this.” Well, he agreed, okay; he 
was a good guy. So I brought them together and 
introduced him, and I come by a week later and next 
thing I know this woman is in there, she’s got a place, 
she’s joking around with the other secretaries, she’s 
basking under the attention of the dentist, she’s off the 
ward, she’s starting to feel like somebody. She’s not 
getting the heavy drugs, and she’s not getting the 
shock therapy, because the treatment team is looking 
at her and, you know, her depression was miraculously 
starting to lift, and so these treatment interventions 
weren’t going to have to be done. 
 
So the long and the short of it was that I started to 
realize that if I could somehow grab people and find a 
match for them someplace, some person—and you’d 
always think by meeting the person who was the 
patient, who would be the right person on the support 
staff, who was the right personality for this person? 
and somebody who would be on the ward, you’d go, 
naw! where they need to be is cutting grass, because 
you know that actually after a while they’d end up 
down in the cellar of the cider mill, where all those 
guys went down in the afternoon to drink hard cider 
out of the barrel that they had down there, and they’d 
be part of that world—they’d just be Fred. And 
somebody else would need a different match. The 
photographer was really good with adolescents. 
 
One of the things that I found was that with the 
exception of the dentist, I never really found anybody 
on the professional staff who was really gifted at this 
kind of healing. They were all on the support staff, and 
they took pride at staying far away from the patient 
world, and the therapeutic world, as far as they could. 
Nowadays I would say that there was an institutional 
world and there was a sub-institutional world, and if 
you could take them into that sub-institutional, 
vernacular world, they’d get better. 
 
David Cayley 
During the time that David Schwartz worked at 
Willard he encountered a teacher named Mark Gold, 

who ran workshops aimed at exploding conventional 
notions of mental retardation. Gold claimed that 
people with mental retardation often failed to learn 
not because they were innately incapable of it, but 
because of the powerful expectations set up by their 
label; and in his workshops, which he called “Try 
Another Way,” he would astonish his audiences by 
teaching a person, unknown to him and alleged to be 
unteachable, how to assemble a complex bicycle brake. 
 
One of David Schwartz’s jobs at Willard was running a 
sheltered workshop for those thought incapable of real 
work. So he went to Toronto to see Mark Gold. 
 
David Schwartz 
It was an amazing thing, because if you paid attention 
to what it was that he said, what it did was just 
completely destroy your image of what you thought 
this phenomenon of mental retardation was. What you 
were supposed to be about was clearly wrong. It was 
as if someone said, “Oh, you don’t believe there’s such 
a thing as anti-gravity? Well, let me show you here: I’ll 
levitate three people.” And you look at that and you go: 
by George! there’s nothing under those people, he did 
it! It was an anomaly, it was an impossibility; it was 
something that everybody had a certainty couldn’t be 
done, and he just took that certainty and would just 
wad it up and throw it into the wastepaper can in front 
of your eyes. 
 
Once I saw that, I came back to the institution where I 
worked, and I tried it out myself to see whether it was 
him, or whether he was really right. And I tried it out 
myself and I found it worked! He was right! He was 
really right. And it’s an amazing thing. He really, in a lot 
of ways, started the revolution in getting people real 
jobs, rather than having them work in sheltered 
workshops. 
 
David Cayley 
Mark Gold’s disconcerting demonstrations were part 
of a larger idea which he called “the competence-
deviance hypothesis.” It suggested a way of 
counteracting the negative expectations set up by the 
sometimes unusual appearance of people with 
disabilities, and it had a powerful influence on David 
Schwartz. 
 
David Schwartz 
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What Gold said was: Think of the way that a person is 
perceived, both their positive and the negative aspects, 
as being like a teeter-totter, like a seesaw; and on one 
side are the things that you could say are deviances, 
and on the other side are things that are positive 
things, that cause someone to be accepted in society; 
and that your judgement of who they are and how 
valued they are is really the sum total of the balance 
between those two things. And if you want to help 
somebody, you can switch the balance. You can very 
seldom do anything about those things which are 
labelled as “deviant,” but if you can add things to the 
positive side, you can cause the seesaw to flip so that 
someone will perceive them in a different way. 
 
Now, the story he used, as I recall, is: You’re sitting 
over around the corner at the diner, and some old guy 
comes in. He’s got long greasy hair; one shoe is untied; 
his shirttail is out on the right side; he’s, got his last 
night’s dinner on his shirt. He comes and sits down on 
a stool, and you look at him and you go: some street 
person that’s come in here. 
 
Then the waitress comes up to him and says, “Oh, good 
morning, Dr. Fishbein,” and gives him a cup of coffee, 
and you go: what? As the waitress comes by—you 
know her—you say, “Who’s that guy?” And she goes, 
“Oh, that’s old Dr. Fishbein. He’s the emeritus 
professor of physics from the university, the Nobel 
Prize winner.” You know? 
 
Well, immediately your perception changes. 
Essentially what happens is that the seesaw in your 
mind, Gold would say, “flips.” In other words, it was 
held down on the deviant side by all these things about 
dress and appearance and stuff like that—there wasn’t 
anything on the positive side—and now all of a sudden 
somebody has dropped a fifty-five-pound weight on 
the positive side—Nobel Prize winner—and 
immediately your perception of this guy just totally 
becomes transformed. He’s no longer a street person; 
he is this eminent, brilliant, absent-minded professor, 
who just has forgotten to tie his shoes. An interesting 
person to you, not a person who you would pass by on 
the street. 
 
What Gold said was: Don’t worry about making people 
look normal; what you need to do is help them to do 
something which is perceived so positively in terms of 
their work that it will flip the seesaw, just like the old 

professor in the diner; and try to help build their 
strengths, their assets, rather than worrying about 
correcting their deficits, which is in my field what 
people did for many years, just trying to keep 
correcting something.  
 
David Cayley 
Mark Gold’s ideas reinforced what David Schwartz had 
already begun to learn at Willard, that the farther the 
patients got from the treatment wards of the 
institution, and the closer to the havens of ordinary 
existence within its walls, the better they became. In 
the end he drew the unavoidable conclusion. 
 
David Schwartz 
In this big, state mental hospital you could see this 
truly crazy thing: that this place that was originally 
erected to help people to heal from mental disorders 
actually was a place that did a lot to make people 
crazy. There were various reform efforts that took 
place, and I proposed my own: how you would reform 
this place to make it a decent place for people. And 
finally it came to me that you couldn’t reform this to be 
a decent place for people, there was simply no way 
that you could do it. The one thing that people needed 
from that state hospital was to get out of there. That’s 
what they needed! 
 
Right about that time was where this new 
experimental idea was invented, that you could start 
group homes—they called them “hostels”—for people 
with mental retardation. People with mental 
retardation did not have to live in comparable state 
institutions, but they could live in a little group home 
on an ordinary street, and be part of their 
communities. 
 
A parents’ group in the nearby city of Ithaca decided 
they really wanted to do this for their children. So I 
took the job as director to try to bring these people 
who had been sent away to institutions back into the 
community, and also to take those young folks, who 
had always stayed out of institutions because now 
there was a right-to-education law and they’d been 
able to go to special education, but now what was 
going to happen to them? so that they could move out 
of their family home and they could have a home of 
their own. 
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This was a town like all towns in which there was no 
presence of people with mental retardation. When I 
was a child, with one exception I never met someone 
with mental retardation. Now, that’s not uncommon 
for somebody of my particular generation. Where 
were all of these people? Well, they were in state 
institutions, many of them. So the thing that we really 
needed to do was use this as a way of bringing these 
strangers back into the heart of real places. 
 
Two weeks ago I went back to Ithaca—I go a couple of 
times a year—and I was walking down this commons, 
which is the closed main street of the town. And in my 
short walk down the three blocks of this little main 
street I met three people who we had gotten out of the 
state institutions and into group homes. They were 
just there, hanging out on the commons—“How’re you 
doing?”—they remembered me, I remembered them; 
where were they were living, what they were doing? 
They were really part of the town, they’d become part 
of the town. And that was the thing that the whole 
effort was really about. 
 
David Cayley 
Group homes, today, are a regular and unremarkable 
feature of the social-service landscape. But they began 
as an experiment. There were no precedents to say 
what they should be, and few established routines to 
limit what they could be. Boundaries between staff and 
clients were still fluid. David Schwartz recalls it as a 
very creative period. 
 
David Schwartz 
I remember very early in the first group home the 
house mother, house parent, became ill. Now, people 
had been very demanding on her up to this point, and 
instantly, when she really became ill and needed to be 
taken care of, everybody stopped having problems. All 
the people who had all these problems that needed to 
be attended to they just stopped! And what they did 
was they started taking care of her, and bringing her 
soup upstairs in her room, and seeing if she was all 
right, and being concerned, and kind of taking care of 
the other people in the house who might have 
problems so that, you know, no problems would take 
place. As soon as she got well, then they all started 
having problems again. 
 
Now, when things are kind of disorderly in that way, 
what happened, it seemed to me, is that people 

flourished, they just flourished madly—not only the 
people who were supposedly the ones that were being 
served, but the staff who were there growing 
themselves. Everybody grew kind of wildly. Now, later 
on, when you had a little more money and were better 
organized, and a group-home staff member became 
sick, well then you had a relief staff; and this person 
went to their house, and you sent the relief staff in, 
everything was very orderly. There wasn’t an 
opportunity for the people who lived there to rise up 
and take care of this problem. Everything became 
much more routinized. 
 
And what happened, I thought, was that the life really 
changed for the people with the label of mental 
retardation, because they weren’t part of an enterprise 
in which they had to contribute. It was all managed 
and taken care of. That is what we had worked for, but 
that removed their opportunity, their greatest 
opportunity, for growth; and also for the staff too. It’s 
just as important for the staff to grow and develop as it 
is for the “clients.” So what happened was that 
everything got much better managed, much better 
organized, much more stable—but I felt that the life 
was beginning to go out of it. And for me too! It wasn’t 
as exciting for me, although my job was immensely 
easier than it had been in the beginning. I had escaped 
an institution and had, unwittingly, with all good 
intentions, started to build another in the community-
services system. It was good, but it was starting to look 
a little bit like the place that I had left. 
 
David Cayley 
The changes that David Schwartz was witnessing were 
not just taking place in the homes he knew in upstate 
New York. He participated in a state administrators’ 
association, and was also exposed to national 
organizations. And from this vantage he could see that 
the tendency to re-institutionalize was universal, and, 
seemingly, inexorable. The worst of it, he felt, was a re-
establishment of the boundaries between staff and 
clients. 
 
David Schwartz 
When they began, virtually every group home had live-
in house parents. You know, this was part of the whole 
thing, it was like a little family. Now, as things 
developed and became more efficient, this became 
more difficult, and labour laws intervened, and all 
sorts of other things. So live-in staffing began to 
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disappear and was replaced by shift staffing. Shift 
staffing, let me add, just like at the state hospital. Now, 
to me, this represents a radical transformation in the 
whole enterprise, because you’re not living together 
anymore. There’s again an emphasis on the difference 
between staff and clients—who are served. 
 
David Cayley 
Along with shift staffing, and the discontinuities that 
created, went a steady increase in staff turnover. This 
had always been an acknowledged nuisance in human 
services, but the problem had remained in abeyance so 
long as group homes were thought of as quasi-
communities, rather than mini-institutions. Now that 
too began to change. 
 
David Schwartz 
I have a friend who I ran into at a bar, up in New York 
State, a couple of weeks ago. He told me that he was 
working for a group-home agency, and when he had 
gone in to get the job the personnel director had said 
to him, in describing the benefits, “and if you are here 
after a year, you get the following benefits.” But then 
he stopped and said, “But you won’t be,” and then he 
laughed. In fact this is a universally accepted thing now 
in this vast community-service agency, which is, 
people come and go. Let me say it more accurately: the 
staff come and go. The people with mental retardation 
stay. So what happens is you have a situation now in 
which vast numbers of staff are coming in, dancing in 
and out of people’s lives. 
 
David Cayley 
Staff turnover, in David Schwartz’s view, manifests to 
the clients who they actually are. Like a school bell that 
causes everyone to instantly suspend the discussion in 
which a moment before they appeared passionately 
engaged, the revolving door through which staff 
endlessly came and went revealed the economic bones 
of the service economy in which group homes were 
inevitably located. Even when it was diligent and 
humane, care stopped at the bell, and the clients 
relearned what they had always known. 
 
David Schwartz 
People who we accepted, many of them, had never had 
a real home. I mean, some of these folks had been 
abandoned by their parents at birth for one reason or 
another, or had been institutionalized at birth (as 
doctors used to recommend), and had grown up with 

no families. It was not unusual—as a matter of fact I 
think it was really quite the norm—for these people to 
not have one single friend in the world, that everybody 
you were dealing with was paid to deal with you, and 
they were also changing. I mean, no matter how 
wonderful and nice they were—and I always had 
considered myself a compassionate professional, I’m 
not trying to denigrate professionals—but it only goes 
so far. 
 
But when you make a commitment to somebody you 
really need to make a commitment, it seems to me, for 
folks who have been so wounded, so injured, who’ve 
never had security, who knew that no matter what 
they did the next day some decision might be made 
that they were going to be moved to some place else, 
and they just didn’t have anything to say about it. 
When we first started this place I would say to each 
person when they arrived, “This is your home for as 
long as you wish it to be.” I thought it was very 
important to say that. 
 
And I noticed that over the years that some of the 
people that we had just hung on with, even though 
they were just—they strain your ability to the utmost, 
let’s just put it this way: they were really inventive at 
trying to figure out ways that you would wash your 
hands of them and throw them out. And boy, 
sometimes you really wish you could! But you’d say, 
no, we’re not going to do this. 
 
I started noticing that after things developed that some 
of these people who I had said this to, well, next time 
they had a “behavioural episode,” they’d be 
transferred to some behavioural program, and then 
maybe from there to some other program, and they 
entered the merry-go-round again. But we weren’t 
there. I was wrong, I’d lied to them—not 
intentionally—when I had said, this is going to be your 
permanent home. I was no longer there to guarantee 
that it was so. 
 
David Cayley 
One particular case which made David Schwartz aware 
that he might not be able to fulfill his first enthusiastic 
undertakings involved a woman called Joanie Davis. 
She had lived since infancy in a state institution, and 
then been welcomed to the group home in Ithaca with 
the same promise extended to all newcomers, that this 
would be her home for as long as she wanted. 
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David Schwartz 
She was a little person—if she was five feet, I’d be 
surprised. Walked very stiffly, had this terrible skin 
condition that made her skin very, very flaky, kind of 
fish scale, and because she was an African-American, 
that showed up even more clearly than it would have 
on a different skin. So the first appearance that you 
were greeted by was shocking. People react to skin 
conditions; it’s tough to integrate somebody who has a 
skin condition, because a lot of people really react to it 
immediately, as if it’s infectious or terrible. Well, it 
wasn’t, but it looked bad. 
 
But she had the biggest smile and the warmest 
personality, just the most upbeat, wonderful woman. 
And she had spent years and years in the most 
notorious state institution for people with mental 
retardation. And when she came with us we took her 
in and she stayed with us, et cetera; and as far as I 
knew she was going to be fine. She moved to an 
apartment that she shared with somebody else; she 
joined the church. 
 
Years later I heard that her kidneys started to fail. 
Now, normally of course, if you or I were in the terrible 
situation of needing to have dialysis, what would 
happen is that we would commute to the nearest 
dialysis clinic, no matter how far away it was, 
probably. But what happened with this woman was 
that a decision was made that because she needed 
dialysis, and there wasn’t a dialysis place then in town, 
she would be transferred back to living in the nearest 
state institution in a city where there was a dialysis 
unit. 
 
Well, this was just unbelievable! This woman had 
gotten out of a lifetime of state institutions! Was she 
going to be—was this her home? Did she have friends? 
Or was she going to just be transferred back to the 
state institution? The state agency insisted. And when 
the staff member closest to her objected, she was told 
by the administration of the agency that her advocacy 
was getting in the way of her job performance, and if it 
persisted, it was going to show up in her next 
performance evaluation. 
 
And this woman, Joanie, was sent back to the state 
institution, where she lived on a ward, went and had 
dialysis, and—died there. I have in my office a picture 

of her grave. She was buried on the grounds of the 
state institution, with a little plastic marker, and they 
spelled her name wrong. 
 
So after all of those years in a state institution, finally 
getting out, living in a real town with friends, in her 
own apartment with someone; when something went 
wrong, she went right back, and nobody was able to do 
anything about it. I had thought that she was now truly 
a member of a community, but, when push came to 
shove, and you really hit the critical incident, then you 
were able to tell, ultimately, whether she was a 
member of a community or a client of a system. And 
she turned out to be a client of a system. 
 
David Cayley 
There are many reasons why the group-home 
movement, which began as a liberation from 
institutions, ended in institutionalization itself. One 
prominent one was the step-by-step expansion of 
government regulation—each new rule, plausible in 
itself, but forming altogether a virtual straightjacket. 
Populist critiques of bureaucracy see a trend of this 
kind as simply in the nature of government. David 
Schwartz is not so sure. He thinks that this stifling of 
creative action grew out of something more subtle and 
complex. 
 
David Schwartz 
The point of view, generally, of provider organizations 
is that things are going along all right, and then what 
happens is that state regulations are increased, and 
then this forces them to ossify themselves more and 
more; and that insurance concerns force this as well; 
and that they are passive recipients of these trends. 
 
Then I started working in government, and I started 
noticing a very funny thing, which was, I didn’t think 
that the inherent tendency of government to want to 
regulate explained this. In other words, if it’s given that 
any bureaucracy wants to expand its control—you 
know, that government is kind of like the eggplant that 
ate Chicago, or a big loaf of bread dough rising on the 
kitchen counter —it’s going to keep getting bigger; 
there’s going to be people who are going to issue 
another regulation wherever there is room for one. 
And you say, well, this must be at the root of it. But one 
of the things that I realized was that actually this 
enlargement tends to proceed at a certain speed, and 
that the increase in regulation was proceeding much 
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faster than the inherent speed of government to 
enlarge its domain. 
 
In fact, where the impetus for enlargement of 
regulations was coming from was from advocacy 
organizations who wanted to protect people. 
 
Now, that was a strange realization to me, because 
advocacy is tremendously important. You know, the 
original organization of parents’ groups to try to get 
something better for their children was at the root of 
being able to start such good things as group homes 
instead of institutions. But I started to realize what will 
happen is, for instance: let us say that there is a crisis 
that occurs in a group home. Someone isn’t adequately 
supervised, and they’re taking a shower and the water 
gets too hot and they get burned. It’s a real serious 
problem, and it has happened. It may be that then an 
advocacy organization will say to the state: you have to 
do something about this, people are unsafe in the 
houses, your system is unsafe for these people. 
 
Then the government will do the only thing it knows 
how to do: create another regulation. So it seemed to 
me that well-meaning advocacy organizations, who are 
focused on protection of individual rights, which is 
really important, then pushing on government, good 
government people who want to do their job, who then 
extend regulation, result in a situation in which the 
system is increasingly ossified, and all parties—the 
advocates, the government, and the provider 
organizations—all go around in this continual 
spiralling dance to improve things, the result of which 
is a tighter and tighter and more ossified kind of 
situation. 
 
David Cayley 
The rigidifying effect of this regulatory spiral is 
reinforced, according to David Schwartz, by economic 
pressures, which increase as the system grows more 
complex. Insurance requirements push considerations 
of risk and liability into the foreground. Union 
agreements create additional constraints. 
 
Eventually, what David Schwartz calls “a culture of 
mistrust” is created. Underlying this culture, he says, is 
a set of powerful and often unconscious beliefs. The 
first of these concerns the perfectability of systems. 
 
David Schwartz 

It’s now clear that there is a belief that if something 
happens, someone is at fault; a belief that you can live 
free from harm—in other words, you can avoid pain, 
suffering, and death; that if you fall into the swimming 
pool and drown, that it’s somebody’s fault; and that all 
bad things can be prevented with a sufficient body of 
law and regulation. 
 
That’s one. I think another thing has to do with the 
question of individual rights, and individual rights is 
something that’s very important. But again, if one 
takes this question of one’s individual right to be free 
from harm or to grow, or to whatever it is, as opposed 
to the community right, it also brings in another 
question. 
 
You know there have been, at least in this country, 
long-standing problems for people with disabilities, 
particularly those who use wheelchairs, to be able to 
get good service on airplanes; they often were really 
discriminated against. So, pressure was brought on the 
federal aviation administration to be able to get the 
airlines to be more responsive. This is, I think, an ideal 
example of good voluntary-association work to bring 
pressure on government, to bring pressure on an 
industry, to make sure that people are treated 
decently. 
 
When these regulations came out in draft an 
association that represented people who were blind 
really objected to it; and they objected to the provision 
that had to do with sitting in an emergency exit row. 
The regulation—you can see it on the backs of seats 
when you take a flight in the United States—said: if 
you wanted to sit in an emergency exit row, you had to 
be capable of following, I believe it was, auditory and 
visual signals, so that the cabin attendants could say to 
you do such-and-such so that you could get the door 
open so everyone could escape. And so people with 
certain types of disabilities, so implied the regulations, 
were not to sit in those exit rows because, let’s say you 
were blind, you might not be able to see the cabin 
attendant signalling to you in an emergency what 
needed to be done, and you had a responsibility there 
to help get people out. 
 
One of the blind-advocacy associations objected to this 
just stridently, saying, you see? this shows that it’s 
considered that our lives are less valued than the lives 
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of everybody else on the plane; I have an equal right to 
be able to escape from that plane. 
 
Now, I thought this captured this whole question of 
individual rights just beautifully. If you look at 
everybody on a plane, here we all are: are we a bunch 
of individual citizens who all have our individual 
rights? Or, if we get into an emergency, are we some 
kind of a temporary community in which we depend 
on each other to be able to get each other out of the 
scrape? If you take the individual rights thing to its 
logical extent, then the argument of this association is 
absolutely right; it’s every person for themselves and 
everybody should have an equal right to be nearest the 
exit and you should probably do it by lottery to be fair. 
 
I asked some friends of mine who use wheelchairs 
where they would like to be seated. And a couple of 
these friends said, well, actually where I would like to 
be seated is the next row to the exit row, and in the 
exit row I would like them to seat some young athletes 
[laughs] who could get that door open and give me a 
hand to get out. It seems to me these show two 
completely different ways of looking at things. 
 
So one of the current myths I think that we live under 
is that individual rights are not only important but 
they are everything, essentially. So I think these two 
things are really important. And the third thing that 
goes along with it is this belief that the proper 
response—that the obvious response to the situation 
of someone who needs some kind of help is to erect a 
system to be able to help them. You know, we’re sitting 
here two blocks away from the Susquehanna River, 
and you may have seen that across the river there’s a 
bridge. Now, down here on the corner I have a friend 
whose office is right off the end of the bridge. 
 
One day he was on the telephone, when he noticed a 
woman standing out on the bridge, and as he hung up 
the telephone and went over to the window, he looked 
and he realized that this was a woman who was about 
to jump off the bridge into the water. And he just said 
to himself, oh my God, you know, what am I going to 
do? And he turned around and he grabbed his 
telephone and he started to dial 911, which is the 
emergency number to bring the ambulance and the 
crisis-intervention team to rescue this woman who is 
about to commit suicide on the bridge. Now, he told 
me that while he was in the process of doing this—and 

it takes much longer to tell than it took to happen—he 
noticed a city bus coming along the street, and it 
turned right as it always does, thirty times a day, and 
started to go over the bridge. And as it started to get 
abreast of where this woman was, he noticed that the 
bus started to slow down, and started to slow down, 
and as it got right abreast where the woman was, the 
bus suddenly stopped, the accordion door in the front 
of it flew open, the driver’s arm shot out of the door 
and he grabbed the woman and yanked her back into 
the bus. 
 
And my friend stood there, with the phone in his 
hand—he didn’t know what to think. Then he hung up 
the phone. Being a reflective person, he sat there and 
he thought to himself: you know, it’s funny; I saw this 
woman on the bridge and my immediate response was 
to call 911 and call into action that complex human-
service system which deals with people about to jump 
off the bridge. And of course there would have been a 
long complex reaction: there would have been the 
ambulance, and then the crisis-intervention team, and 
then a referral to the local psychiatric unit, and then if 
longer-term treatment was required—you know, there 
would have been maybe fifteen steps in this. 
 
But what didn’t occur to me was what occurred to the 
bus driver. The bus driver didn’t do any of those 
things. He made a personal action based, I would say, 
on a cultural kind of tradition of helping someone. My 
friend, when he was sitting there, said to himself: why 
didn’t I run down the stairs and go grab that woman? 
Why did I dial 911? 
 
It seems to me that is this question: of how pervasive 
our belief is that the response of a system is the only 
response to the situation of a person who we call “in 
need.” But in fact there are others, and this is really a 
relatively recent one, and there have been others. So it 
seems to me if you take these things and you put them 
together, you end up with our current, unconscious, 
what Illich calls “certainties,” which are underneath 
our current situation. 
 
David Cayley 
The effect of these certainties, David Schwartz 
believes, was a rapid domestication of the wild 
possibilities he had sensed at the beginning of the 
movement to establish community services. The 
institution, it turned out, was not just the dismal 
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asylum on the hill, it was a state of mind that could 
replicate itself just as easily in group homes tucked 
unobtrusively away on ordinary streets. 
 
 
David Schwartz 
Those of us who were developing them saw these as 
absolutely a completely new thing from institutions. 
And I have concluded that really what happened was 
that the community-service movement grew from the 
same conceptual roots as the institutional system. It 
looked like it was a completely new tree, but it actually 
wasn’t. It was much, much better, but it actually still 
came out of the same idea. 
 
John McKnight, I think, has been most succinct and 
eloquent about this when he says that that idea is that 
you can make a system that will care. If you look back 
at the really wonderfully beneficial early asylums, they 
are designed as machines to care. And actually you can 
see it very clearly because you can see it 
architecturally. The actual building itself is a healing 
instrument, by the classification of people. And if you 
then take a staffing diagram—a staffing diagram works 
on the idea of interchangeable parts—in a staffing 
diagram if you have a “pharmacist 3” or a “psychiatric 
social worker trainee 1,” it doesn’t matter who that 
person is. If one person drops dead on the street, you 
hire another one and you put him in that spot. That’s 
how you know it’s a machine, because it has these 
interchangeable parts. 
 
So I think that this was the idea behind building the 
nineteenth-century asylums, but it also got to be the 
idea that we had carried along with us—that I had 
carried along with me—without realizing it: that you 
could build a community-service system and it’s the 
system that would care. And I’ve slowly begun to 
conclude that if you have that idea, you will emerge 
roughly in the same place, no matter where you start, 
and that actually the people who started the 
nineteenth-century places were no less visionary or 
committed than the people who started the 1970s 
places; but over time their wonderfully humanitarian 
places flipped and became the opposite and, actually, 
instead of the liberators of people became the 
oppressors of people. 
 
David Schwartz 

Once David Schwartz had understood the impossibility 
of systems that care, and rejected the idea that 
technique can overcome the human condition, he was 
ready to “try another way,” as Mark Gold had said. The 
path he would now follow is traced in a quotation from 
William James, with which Schwartz begins his book 
Crossing the River. “I am done with great things, and 
big things,” James wrote, “great institutions and big 
successes, and I am for those tiny invisible molecular 
moral forces that work from individual to individual, 
creeping through the crannies of the world like so 
many rootlets, or the capillary oozing of water, yet 
which, if you give them time, will rend the hardest 
monuments of man’s pride.” 
 
These “molecular moral forces” now became the 
centre of David Schwartz’s study, as he tried to find 
safety and acceptance for people with disabilities 
outside institutions. And that’s where the story 
resumes in the next program of this series. 
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Lister Sinclair 
On Ideas tonight, the first of a series of six programs 
called Beyond Institutions, by David Cayley. The series 
continues tomorrow night. Technical production by 
Lorne Tulk; production assistance: Liz Nagy and Gail 
Brownell.  The executive producer of Ideas is Bernie 
Lucht, and I’m Lister Sinclair. 
 
Transcription by Hedy Muysson.
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Lister Sinclair 
Ideas on institutions and their alternatives. I’m Lister 
Sinclair. 
 
Hospitality is an ancient art. In The Odyssey we can 
read of the reception of Odysseus on his return to his 
native Ithaca. The goddess Athena has disguised him. 
“I shall transform you,” she says, “the clear skin of your 
arms and legs shrivelled, your chestnut hair all gone, 
your body dressed in sacking that a man would gag to 
see, and the two eyes that were so brilliant, dirtied. 
Contemptible you shall seem.” Thus changed, 
Odysseus approaches the hut of Eumias, his old 
forester and swineherd. Eumias immediately leads 
him in and makes a couch for him of the skins with 
which he normally makes his own bed. Odysseus 
praises this astonishing courtesy to a man of ragged 
and even repellent appearance. “Friend,” his old 
servant replies, “rudeness to a stranger is not decency, 
poor though he may be, poorer than you. All 
wanderers and beggars come from Zeus.” 
 
This story indicates something of what hospitality 
meant among the ancient Greeks. Many other peoples 
have comparable traditions. Monks in the Benedictine 
tradition recognized Christ in the guest who appears at 
the abbey door. But gradually in the Christian West, 
spontaneous and personal practice of hospitality 
yielded to a set of institutions specially designed for 
that purpose. Historian Ivan Illich points to the hostels 
for the homeless and the destitute organized by 
Christian bishops in the middle of the third century as 
the first institutions created to offer hospitality in the 
name of the whole community, and to begin the 
uprooting of hospitality from the household. 
 
Many centuries later, in Jerusalem in 1195, the Knights 
Hospitaller founded the first hospital. Like each new 
institution that followed, it began as a heroic 
expansion of the scope of Christian charity, but led 
eventually to a world unprecedented outside the 
modern West, a world with an institution for every 
need. This has left contemporary societies in a curious 
and paradoxical position: rich in institutions, but poor 
in the virtues they supposedly embody. 
 
Hospitality is one of those virtues, and this episode of 
Ideas tells of an attempt to discover and foster its 
practice in a suburb of Pittsburgh, Pennsylvania. It 

comprises the second hour of a six-part series called 
Beyond Institutions, by David Cayley. 
 
David Cayley 
In 1988 Samuel and Pearl Oliner published The 
Altruistic Personality, a book about the many non-
Jewish Europeans who sheltered Jews from the 
Holocaust. Of the 600 people they studied, nearly 70 
percent said that they did it because they were asked, 
and in most cases it was not the threatened person 
who asked, but an intermediary. 
 
This program is about the power of asking, and about 
an effort to harness this power to rescue persons with 
disabilities from lives of loneliness and isolation. It 
was inspired by a book by David Schwartz called 
Crossing the River: Creating a Conceptual Revolution in 
Community and Disability. The book tries to 
understand why a complex of institutions, programs, 
and systems constitute our nearly reflexive response 
to every predicament, and to propose a new model of 
social action in which unmanaged relationships would 
take the central place now held by institutions, and 
care would be sought not just from systems but from 
those citizens with the inclination and capacity to 
freely offer it. The author is the director of the 
Developmental Disabilities Planning Council of 
Pennsylvania, a position he has held for ten years, and 
the book sums up his experiences during that period in 
trying to create real connections between persons 
with disabilities and the communities in which they 
live. 
 
You’ll hear from David Schwartz later in this hour, but 
first I’d like to introduce you to one of his 
collaborators, a woman by the name of Sharon Gretz, 
who lives in a rural area just outside of Pittsburgh. 
Schwartz’ book in fact begins with her story, in her 
words, of how she came to put community at the 
centre of her work, and how she came by the courage 
and determination to start making community 
connections … by asking. At the time, she was working 
for a large agency called United Cerebral Palsy, but 
when I called on her at her home, on a beautiful 
summer morning in 1993, and asked her to tell me her 
story, she began farther back. 
 
Sharon Gretz 
I grew up in a family, a very close family, where one 
person—my brother—was labelled as having autism. 
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And we used to drive the two hours into Pittsburgh, 
which is the big city, to go to a hospital there, a 
children’s hospital, where he would see doctors and 
that kind of thing. On one occasion on our way home I 
remember my mother crying, and the conversation 
had been about what the doctor had said, which 
amounted to: your son will never be a son to you, you 
should put him in an institution, you should just send 
him now because his whole life will only bring you 
heartache. And it was a really scary thing for me, being 
a five-year-old girl, to realize that perhaps somebody 
could send your brother away, and what did that mean 
about me? If I was bad, did that mean that I would get 
sent away? 
 
However, my family chose not to listen to that 
doctor—and this was a big famous doctor, actually—
and my mother said: We’ll never go back. And we 
didn’t, we never went back. And my brother grew up 
with me in our small town of Punxsutawney, 
Pennsylvania, in a community where people knew his 
name, and where the rest of our family and my 
parents’ friends, and eventually my friends as I was a 
teenager growing up, were able to accept him. I mean, 
he’s different; he is different. He’s always going to be 
different. He acts weird sometimes, but he has all these 
other really neat traits about him, like he never 
learned how to lie. So when you ask him a question 
you know you’ll get his really honest response to that. 
There’s these little social nuances he never learned 
that are kind of refreshing, so it was okay that he was 
different, you know, within my circle of friends. 
 
When I think back, I think of him at different points in 
his life. Like, I remember when he was in high school. 
My mother insisted that he be mainstreamed into 
regular classes at a time when there wasn’t really a 
thing called “inclusive education.” She just insisted. 
And there was this high-school cross-country coach, 
who was a friend of my brother’s psychiatrist. And the 
psychiatrist was a really wonderful man, and he said to 
my mother: I think Brian needs to get rid of some of 
his energy, because he’s so anxious all the time, and I 
wonder if maybe running or something might help 
him, you know. And I know the coach at the high 
school, John Smith—I’ll talk to him. And he did. 
 
Coach Smith welcomed my brother onto the cross-
country team, and took him under his wing and helped 
the other boys on that team take Brian under their 

wing. And he was on that team for two or three years, 
and Coach Smith told them it was their job to make 
sure people didn’t tease Brian at school, and if they 
did, then they better stick up for him because he was 
their teammate. And those boys became his friends. 
 
David Cayley 
Years later the meaning of her brother’s story would 
come back to Sharon Gretz when she herself began to 
seek points of entry into the everyday world for people 
who had been excluded. But first she took a job with a 
large agency called United Cerebral Palsy, in 
Pittsburgh, and in this position, she feels in retrospect, 
she put so strong an emphasis on the rights of people 
with disabilities that she became somewhat suspicious 
of the community. 
 
Sharon Gretz 
It was a big civil-rights thing for me. I was very 
demanding. I felt myself an ally of people with 
disabilities, but it was always this, like, the community 
out there is bad, people are going to try to take rights 
away from people, or aren’t giving them their rights. 
And so that was my whole focus, and I guess I came to 
believe that the community was a hostile place for 
people. 
 
David Cayley 
This attitude began to change when Sharon Gretz 
became involved in an effort to move eight of United 
Cerebral Palsy’s clients, all with relatively severe 
disabilities, out of nursing homes and into their own 
apartments. This program was an innovation for the 
agency, and in 1985, when it happened, for the State of 
Pennsylvania as well. It involved a creative patchwork 
of funding, and was viewed very skeptically by those 
who had previously cared for the people who were 
moving.  
 
Sharon Gretz 
The staff at the nursing home were actually taking bets 
about when they’d be back. I mean, people were 
putting money in, saying, okay, well, I think David’ll be 
back in a month; I think Merilee might be back in, oh, 
we’ll give her three months. Seriously taking bets on 
when they’d be back! They really believed that they 
were the only people who could provide care to a 
person—if you want to call that care, or physical 
assistance. They believed that these people were too 
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severely disabled to ever—how could this person live 
in their own apartment? I mean, c’mon, let’s be serious. 
 
My one friend Merilee used to challenge the staff at the 
nursing home quite a bit, because she really insisted 
that she every day be dressed nicely and have makeup, 
and so a lot of them didn’t like her, and they just said, 
gee, you cause so much trouble around here, just 
imagine what it’s going to be like in an apartment; 
you’re going to have only a few people to depend on 
instead of all of us. It was scary for them, you know, to 
leave; and they became very proud of themselves after 
some time had passed, that they realized that they 
weren’t going back. 
David Cayley 
The eight people who made this transition had spent 
between them 145 years in institutions. They were 
now living, nominally, in the community. But Sharon 
Gretz began to realize that did not mean that they 
knew the community, or that the community knew 
them. 
 
Sharon Gretz 
Somebody said to me this phrase that had a big impact 
on me, and that was I’d like to feel needed sometime. 
You know, everybody’s always giving, giving me: I get 
aides that come in and help me, and I get help cooking 
dinner, and people take me to the store. I’d like to give 
back. That kind of sat with me for awhile. And then I 
had the opportunity to meet some folks who further 
challenged me a little bit. There were some folks from 
Syracuse University who came to study this program 
because they had heard about it, and at the same time I 
met David Schwartz from the Developmental 
Disabilities Planning Council; and both of those 
sources introduced me to John McKnight’s work. 
 
I remember the first article I read of McKnight’s was 
called, I think, “Professionalized Service, Disabling 
Help.” It spoke about how sometimes through this idea 
of paid service we actually do more harm than good. 
And I had never ever thought about that before. It 
never occurred to me that possibly, in these structures 
of helping that I had been a part of building at this 
agency, that there might have been some remnant of, 
like, hurting people in some way. So that really 
provoked me a lot. I remember feeling really stunned 
by it. I wasn’t angry; I was very curious, and I began to 
think more about it. And people were challenging me 
to think about these people who moved from the 

institution: what was their life really like? Steve Taylor 
from Syracuse said to me: who is in their life who isn’t 
paid to be there? And I started trying to think of each 
person: who was it, who was it? 
 
And I realized there was nobody. We had helped 
people move and live in a normal community. Anybody 
might like to live in this apartment. There were no 
visible walls; it wasn’t an institution: people went to 
the grocery store, people ate in restaurants, people 
went to movies. But they had no one in their life who 
wasn’t paid to be there. And that just shocked me! It 
was like being struck with lightning. But it wasn’t a bad 
thing, and I don’t know why I didn’t see it as a bad 
thing. I had put a lot of time into creating this whole 
thing, but it excited me to see something in a different 
way. 
David Cayley 
Sharon Gretz began to consider how she could connect 
her clients with the world around them. The place that 
they were living was a town just east of Pittsburgh 
called Wilmerding. The Westinghouse Company had 
begun there a century before, but in the 1980s the 
town was suffering the same difficulties as many older 
industrial areas in the U.S.  Gretz knew that she had to 
find someone in the town who was well-connected, so 
she began to make enquiries. 
 
Sharon Gretz 
I started asking everybody I knew: did they know 
anybody from Wilmerding? Do you know anybody, do 
you know anybody? And after a short time this fellow 
called me and he said I was thinking about your 
question, “do you know anybody?” and I realized that 
my aunt has lived there a long time, so I called my 
aunt, and my aunt said if you’re looking for somebody 
like that, who’s well-connected and lived there all their 
life kind of thing, you need to talk to this woman Gerry. 
Okay? It so happened that she’s the mayor, and she’s 
also this beautician, and she said that’s who I should 
call, here’s her phone number. 
 
So I wrote it down. At this point, I still spent a lot of 
time at my desk that I had worked real hard to have—
this little office and desk, and bulletin board. And on 
the bulletin board I put Gerry’s phone number. I know 
other people have felt this kind of experience: I 
wondered how I could possibly call this person I didn’t 
know. What would I say? I really didn’t want to come 
off like this professional, M.Ed.-after-my-name kind of 
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person; I guess I lacked some trust in: could I come off 
any other way? I mean, hadn’t I been preparing my 
whole life to be that person, and now what I’m saying 
is, maybe I need to go back to being Sharon . . . You 
know? 
 
It was really confusing, and I literally looked at that 
phone number for weeks. And I would go through it in 
my mind: Okay, she’ll pick up the phone, and she’ll say: 
“Hello! This is Mayor Hamed,” and I’d say: “Well, hello, 
my name’s Sharon. You don’t know me, but I know 
you—” I mean, I’d go through this whole scenario. 
Okay, well, let’s try it a little differently, and then the 
next day I’d go through this other scenario. And it 
finally got to the point where I’d literally—it was like 
take one hand around the wrist and force myself to 
pick up the phone, dial it real quick, and just, like, pray 
like hell and just that I would have the guts to carry off 
this very first “ask.” 
 
There was so much anxiety about that, I don’t even 
know what I said. I can’t even remember what I said. I 
just asked her if I could talk with her, that I knew some 
people in her community, and I wanted her to know 
about them. And so we decided we’d meet. And then 
the whole scenario started again. Okay, what will I say 
when I get there? And when I got to her office—she 
was mayor that day, so we met in the mayor’s office—
she was just this really nice lady! I had built this—I 
didn’t think she’d be mean; I didn’t create a monster in 
that kind of way—but I guess I just pictured this flat 
face sitting behind this desk, just looking at me. And 
instead there was this warm person, who immediately 
came over and embraced my hand: oh, how lovely for 
you to come to our town, what do you think? 
 
And then it became very easy just to start talking to 
her: I know these people who live in this apartment 
complex, Versailles Castle, and they don’t have 
anybody in their life who isn’t paid to be a part of it! 
These are people who have lived in your community 
for two years and they really don’t know anybody! 
 
And the thing that struck me about her, as well as 
other people I went on to talk with, was that she 
started to tell me a story about a woman with a 
disability who had grown up in her neighbourhood, 
who had cerebral palsy. And when this woman’s 
mother died some years later, quite a few years later, 
the woman was sent to a nursing home, and it ended 

up that the woman would call Gerry, almost every day, 
and say, I want to come home, I want to come home. 
She hated the nursing home. And Gerry having been a 
lifelong friend of her mother’s couldn’t ignore that. So 
she started finding a way for—her name is Marian—to 
come home, and she found her an apartment in town, 
and she went through the building and asked the 
people there to welcome Marian, and Marian came 
back. And she’s still a very active member of the 
community now, because Gerry did that. 
 
So what I was coming to her with wasn’t a strange 
thing at all. She really knew what I was talking about. 
The language that she used wasn’t the politically 
correct language that we know in our disability field, 
about persons with disabilities, and people-first kind 
of language. She didn’t know that, but it just didn’t 
matter, because she really showed her heart to me that 
day and in many days to follow, and introduced me to 
many of her friends, and went about the business of 
getting to know people and getting them involved in 
her community. 
 
David Cayley 
Tell me some of the things that happened from then 
on. 
 
Sharon Gretz 
Well, Gerry introduced me to another very active 
community member—his name is Fran—a wonderful 
gentleman, and the two of them then began to spend 
time with people to see what their interests were, to 
figure out who they were as people. The very first 
connection that happened, Fran initiated. He had 
gotten to know this man Arthur—Arthur, I guess, at 
the time was about fifty-nine or sixty and had lived 
about forty years in a nursing home. A very warm, 
upfront kind of guy, he was also a very large man and 
he filled his wheelchair completely. And he was kind of 
eccentric—he wore suspenders and this straw hat, and 
his pants were way too big. And so Fran got to know 
Arthur, and Arthur was not very clearly able to say to 
Fran: I’d like to do this, or I’d like to be a part of this 
kind of group. I mean, all he said is: “Figure I better do 
something nice.” 
 
Fran called me one day, all excited, because he said “I 
think I have it. A really good place for Arthur would be 
at the Food Pantry.” Fran had actually started the Food 
Pantry several years earlier as a way of helping to feed 
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the people of his community who didn’t have any 
money to buy food. And I’ll never forget when he told 
me what they had planned for Arthur to do, and that 
was that Arthur would be the person who greeted 
everybody. He would be the first person who people 
came to when they entered the Food Pantry; he would 
greet them and then he would give them their number, 
because so many people came in at one time that, just 
to keep things running smoothly, they decided on this 
number system. 
 
And I sat there and I looked at Fran, and I thought: oh 
my God, they don’t get it! They don’t get this. Arthur 
first of all stutters and spits, so I can just see it: people 
are going to come in, and he’s going to stutter and spit 
at them, and then it’ll be over; and furthermore, he 
doesn’t know his numbers. Don’t they see? I had 
envisioned they’d put him in the kitchen, maybe 
packing food—I mean, he could do things with his 
hands, but he couldn’t think real well. At that time, as 
much as I could see Arthur’s gifts, the things he lacked 
were very prominent to me still. 
 
Fran didn’t see any of that, although Arthur had been 
with him—he didn’t see it. So I had this real dilemma 
at the time about, okay, what do I do? In my mind I 
was, like, setting up this “failure.” I didn’t believe 
Arthur had the capacities to do the job, and Fran 
believed that he did. And I had been telling Fran you’re 
the expert, you know your community, you know the 
people, you’ve gotten to know Arthur—I’m not the 
expert, you are. So what happens then when I disagree 
with him? I decided in this case to just shut up and 
we’ll just see what happens. 
 
And Arthur became a very important part of that Food 
Pantry network, and in fact he greeted people for 
several years every Wednesday afternoon. He’d be the 
first person that people saw. He wasn’t “fixed”—they 
didn’t fix him at all—but he was appreciated for who 
he was. He would fall asleep, and people would go by 
without getting their numbers; or some people just 
didn’t want to deal with him. 
 
The thing that impressed me was how the people at 
the Food Pantry just figured things out. They never, 
ever said Arthur’s not good enough, or his needs are 
too great. I remember one time Fran called me and 
said that Arthur was wetting himself, he wasn’t making 
it to the bathroom in time, and I was sure that that was 

the end. And so I suggested to Fran that maybe that 
wasn’t the right place for Arthur, because I kind of 
thought maybe he was going to tell me that, so I 
thought, well, I’ll say it first; let’s get this out in the 
open. And Fran got really mad at me. He said “I wasn’t 
calling you to get rid of Arthur. What do you mean he 
doesn’t belong here? He belongs here! I’m just calling 
to see if there’s anything that we can do to help. I 
mean, does he have a physical problem, or what 
should we do?” 
 
This was such an important lesson for me. And it 
seems kind of small. I mean, Arthur continued to live in 
a supported-living apartment surrounded by paid 
people, but slowly he became known, and he certainly 
had a place that went beyond all that, where people 
really saw him as quite unique and gifted. Many things 
that I was afraid people would see as deficient about 
him were actually the gift, if you will. Things that I had 
called “institutional behaviour”—like he stuffed his 
pants with all his possessions—that’s why he wore 
them so big, because in the institution people took his 
things, and so he had learned to keep his most 
personal things close to his body. And I remember 
sitting at the Food Pantry with the folks there one day, 
and somehow this came up about Arthur putting 
things in his pants, and I asked them what that meant 
to them, because I thought, okay, here’s the 
institutional behaviour—we had tried ten years, to get 
him not to put things in his pants, you know. And they 
said to me that they had noticed that he put his badge 
from the Pantry in his pants. Actually what he did was 
he wrapped it in handkerchiefs and kerchiefs, and 
paper bags, and then he’d put it in his pants, or pull it 
out, and then unwrap it. And what they told me that 
meant was that that was one way they knew how 
important his work was to him, that this place had 
become that important to him—because he only kept 
things in his pants that were really important to him. 
They didn’t see anything at all wrong with that, you 
know. That was a source of pride for them, actually. 
 
So my whole way of thinking was just exploding, 
because things that I had seen as problems weren’t 
problems. Things that had these labels, that needed 
behaviour plans to back him up in this kind of human-
service world, in the community were—I mean, people 
were very creative in how they interpreted those 
things, and it was all based on the relationship with 
him that they knew what that meant when he wrapped 
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that prized badge. And that only came from spending 
time with him. 
 
David Cayley 
Sharon Gretz went on to make community connections 
for many of the other people whom she had helped to 
get out of the nursing home. Asking never really got 
much easier, she says, but the results justified the 
effort. And if she had not asked, she believes, the 
people whom she knew would never have become 
known to their communities. 
 
Sharon Gretz 
There were many people in the community who were 
prepared to welcome someone who might have been 
seen as different. The trick was finding those people, 
and then asking them. And I really don’t think that, 
unless there was somebody out there finding them and 
asking them, that the people I knew and cared about, 
I’m not sure they would have ever become a part of the 
life of their town. By all accounts, and in their own 
account, their life from the time they had left the 
institution had improved greatly. But when people 
became a part of a group, where they felt like they 
belonged, it added so much more to their life, even 
though they still for the most part, I think we could 
say, were surrounded by service. 
 
Having those opportunities where they were not a 
client, where it was just them based on their interests 
and gifts, involved with other people who had the 
same interests and who appreciated who they were—
it just sparked so much life in people that I became 
convinced that this was a very important thing that 
needed to happen for not only those people but for 
many people who had been sent away, who had been 
labelled. 
 
David Cayley 
The community-building work of Sharon Gretz, as I 
said earlier, is one of a variety of initiatives undertaken 
with the support of Pennsylvania’s Developmental 
Disabilities Planning Council, under the direction of 
David Schwartz. The approach it embodies is perennial 
but can be traced in the present generation to a 
handful of influential critics and teachers. One whom 
Sharon Gretz has already mentioned is John McKnight; 
another is Wolf Wolfensburger, now at Syracuse 
University, and a man who has had a huge influence in 
the field of human services. 

 
In 1966 Wolfensburger first proposed something that 
he called “citizen advocacy.” He suggested that one 
way to secure the interests of people with disabilities 
would be to overcome their segregation by connecting 
them with citizens outside the service system, and 
therefore uncompromised by it. He believed that 
creating voluntary —he also says “natural”—
relationships would provide more safety and 
sustenance to extremely vulnerable people than 
exclusive dependence on paid helpers. 
 
His idea became the seed of what today is a North 
America-wide network of citizen advocacy offices. 
David Schwartz had already been very much 
influenced by Wolfensburger’s ideas when he became 
the director of the Developmental Disabilities Planning 
Council in 1983. He had studied with Wolfensburger in 
Syracuse, and he recognized citizen advocacy as, he 
says, “the most highly evolved, consciously conducted 
form of asking.” Schwartz had also seen at first hand 
how the movement to establish group homes and 
other so-called community services had failed to 
overcome the segregation suffered by people with 
disabilities. So he tried to convince his colleagues on 
the council to adopt a new approach. 
 
David Schwartz 
One of the things that I and a few other people within 
the group were particularly interested in was doing 
some experiments to see if you asked ordinary citizens 
to become involved in the lives of people with 
disabilities, whether they would do it. So we started, 
on a very small scale, funding a few little 
demonstration projects along this line—I must say in 
the face of a considerable amount of skepticism. But 
what happened was amazing stories started coming 
out of these projects, where people were asking others 
to be involved, and these stories started really having a 
big emotional effect on people, because we could see 
that one person’s life had been changed, and then 
another person’s life, and then another person’s life. 
Not a thousand: just one, just one, just one. So we’d 
experiment with a few more, and we’d get another 
positive result. And then we’d put out some big grants 
to big system-change projects with professional 
organizations, and we would be very disappointed in 
the amount of actual change that occurred. 
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Over the years what’s happened is that I think as a 
group, this large group of the board and its committees 
and the probably fifty people who are involved in this 
have become steadily more persuaded that this 
actually is something which really does help people 
and does so on a basis where you don’t have to spend a 
whole lot of money to really bring about some results. 
 
David Cayley 
One of the important premises of the work in which 
David Schwartz has been involved is that relationships 
are what finally matter. This reverses the common 
assumption that only systems can reliably produce the 
expert care required by people with severe disabilities. 
Systems, Schwartz and his colleagues are saying, obey 
economic laws; care is always personal; and personal 
relationships, chancy as they are, are all that we can 
ultimately rely on. 
 
David Schwartz 
Any person that we are able to get into a relationship 
will be to some degree protected. There is no 
protection greater in the world than having a friend, 
and it is not dependent upon money, government or 
otherwise. Once the asker is able to ask someone, will 
you be involved in this person’s life? and then they do 
it, and you back away, it may not be for ever, it may fall 
apart—relationships are fragile—but nonetheless, the 
most significant thing for that person that one could do 
has been done. And even if I got fired tomorrow and 
the whole organization disappeared, and all the 
funding disappeared, that friendship is not necessarily 
going to disappear. 
 
David Cayley 
David Schwartz has been reflecting for a long time on 
the question of how to end the isolation of people with 
disabilities, and he has asked himself: why, if 
communities are assumed by definition to be 
hospitable places, should a special class of askers be 
necessary to galvanize this virtue? The answer came to 
him in a meeting he had arranged in order to bring a 
number of his colleagues together with Ivan Illich, 
someone whose thinking Schwartz had found 
stimulating and challenging. The discussion was about 
the gospel story of the Good Samaritan, a parable 
about a man who has been robbed, and beaten, and left 
half-dead in a ditch beside the road. Two men of his 
own nation, both of high religious standing, come 
along the road but pass by on the other side. Then 

comes a Samaritan, a man of another nation, a 
Palestinian we’d say in contemporary terms, and he 
helps the wounded man. 
 
David Schwartz 
In our conversations we try to transpose this to the 
modern situation. The Samaritan walks down the road, 
a man is lying in the ditch, and at that moment 
something different occurs. This asker walks up to him 
and says, would you be willing to take that man and 
take care of him? Now, if you inject that into the 
original, it’s a very jarring note! It just doesn’t sound 
right, it sounds foreign, it sounds wrong! What would 
that asker be doing there? Why would you put an asker 
on that road? There didn’t need to be one. And what 
we concluded from our conversations that weekend 
was that the reason that you have an asker now is 
because it’s not the same road that the Samaritan 
walked down. It’s not the same road because the face 
of the man lying in the ditch is obscured.  
 
What I would picture concretely is this: The road the 
potential Samaritan now walks down is a road that is 
bounded on all sides by institutions—there are 
windows and doors, and it’s all brick—and when 
someone falls into a ditch, or is ready to leap off a 
bridge, or whatever is about to happen, someone 
comes out of one of these institutions and pulls them 
inside, where they are to be taken care of. It might be a 
nursing home, it might be a hospital, it might be a 
special school for people with disabilities, it might be 
another—you know, our entire landscape is covered 
by hundreds of years of work to develop “caring” 
institutions, so that what happens now is that the 
potential Samaritan walks down the road and he does 
not see the man lying in the ditch, because the man is 
not lying in the ditch: the man is physically, or more 
importantly, in terms of ideas, in the care of those paid 
to take care of such people. The point of the asker now 
is to show the face of the person who’s behind the wall 
of the caring institutions to the potential Samaritan. 
 
 
David Cayley 
Askers, according to David Schwartz, re-engender 
virtues that have rusted in a society where needs 
always call for a professional response. Their work has 
been made necessary by the steady expansion of the 
social sphere ruled by the economic calculus of money 
and jobs. It’s not, he says, that there’s something 
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wrong with paid relationships per se, it’s just that an 
exclusive and one-sided emphasis on this sphere has 
left contemporary societies profoundly out of balance. 
 
David Schwartz 
Paid relationships are very important. If I need an 
appendectomy, I don’t necessarily want to have a 
community-healing ritual. I mean, that’s really good 
for some other things, and maybe for appendectomy, 
for all that I know, but I’d just as soon get the darn 
thing out, and really well, by people that are paid, and I 
don’t even mind if they’re paid well. And we know 
there are wonderful paid people in all sorts of work. I 
think that the thing that we have tended to forget is 
that paid relationships are not everything, and that we 
have people who are essentially starving in the midst 
of plenty, that we have people who are surrounded by 
paid relationships who have not one single friend, who 
have never had a single friend; and that if this goes on 
very long, people then become so adept at rejecting 
any approach of a friend lest they be hurt one more 
time and rejected, that they never let anybody in.  
 
The question is of balance, because our current 
situation is one in which almost a hundred percent of 
the time, in any given situation, our response to it is 
systemic. That’s the only problem. You know, if it were 
fifty percent of the time, I’m not sure that we would 
have a situation that would be a bad one. I think the 
fact is that if you don’t tend to restrain systemic and 
essentially economic forces, they take over the whole 
world. And we live in a world in which it has taken 
over most of the world, and so we think that’s what the 
world is. And the urgency is simply to get back some 
kind of a balance. I mean, there’s a friend of mine who 
was at a meeting recently for his town, in which the 
fire chief got up and said he needed a larger budget for 
the ambulance service because they were getting more 
and more calls and they were just short of money to be 
able to run it. And one of the things he had said was 
that one woman in their town had in the past year 
called the ambulance service I think 147 times, when 
she was having panic attacks. Now, panic attacks can 
be a very serious and frightening thing, but 
ambulances can’t do anything about them; and of 
course one of the first questions to ask is: why is she 
calling the ambulance service? And my guess would 
be: there isn’t anybody else in her life to call.  
 

So do you continue to increase the budget of the 
ambulance service so that you can send the ambulance 
out every time someone has a problem, or do you try 
to regain some kind of a balance? And the curious 
thing about this particular time in history is that we 
have so completely lost our balance. Now that’s just 
starting to change, because of course if you live in an 
absolute extreme, let’s say, tilt of the teeter-totter, 
eventually you start noticing that things don’t work, 
that there simply is just not enough money in the 
world to be able to respond to people’s situations if 
resources are the answer to everything, and there are 
a lot of things that resources will not buy, such as a 
friend. 
 
David Cayley 
In the first program of this series David Schwartz told 
a story about a woman called Joanie Davis. She had 
lived since infancy in a notorious institution called the 
Willowbrook State School for the Mentally Retarded. 
When a television exposé made a scandal of this place 
in the 1970s she was moved into a group home David 
Schwartz had helped to start in Ithaca. He welcomed 
her with the promise that this would be her home for 
as long as she wanted. But years later, after he was 
gone, he discovered that because she now required 
kidney dialysis, the state intended to move her back to 
an institution, and that he was powerless to change 
this decision. She died, friendless, at that institution; 
and David Schwartz was forced to recognize that his 
promise had been hollow. In the final reckoning Joanie 
Davis had belonged to a system which could move her 
at its convenience and not to a community that could 
actually keep her safe. This was one of a series of 
experiences that were decisive in making David 
Schwartz seek security for vulnerable people outside 
institutions.  
 
But would a community respond in similar 
circumstances? That was the question faced by Sharon 
Gretz when she discovered that one of the people she 
had helped to get out of the nursing home and into her 
own apartment had cancer. The woman’s name was 
Merilee, and she received the diagnosis when she had 
just begun to establish herself in her new community. 
 
Sharon Gretz 
One of the things that occurred to me early on was: oh 
my God, what happens if she gets really sick? Is she 
going to be sent back? And knowing her, I knew that 
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could never happen, it could never happen to her 
because she would die. Her soul would die if she ever 
had to go back to that place; it would have killed her 
whether the cancer did or not. And it’s not that I 
believed that people automatically would want to do 
that, but I just know that systems have their levels of 
care and how much money they’ll spend. I really 
worried what these funding sources who provided for 
her helpers were going to say about all this.  I knew 
that the staff at UCP were committed to her staying, 
but I just started to ask myself: what could be done? 
what could be done to create the best chance that she 
wouldn’t go back? 
 
David Cayley 
Sharon Gretz decided to bring together all the people 
who knew and cared about Merilee to talk about what 
was to be done. The meeting was attended by family, 
and staff from United Cerebral Palsy, but also included 
people from a church Merilee had begun to attend 
before she started to receive treatment for her cancer. 
So Sharon Gretz arranged a second meeting at this 
church. 
 
Sharon Gretz 
We talked about what people might be able to do. For 
instance, people spoke about how their church was not 
very accessible where the fellowship hall was, in the 
basement. And they talked about how important it was 
for her to become more involved at church, as she 
could, and that they would have people there who 
would carry her, chair and all—very heavy chair!—
down two flights of steps if need be, because I mean, 
there was just no way they were going to make this 
accessible in her lifetime. We have this ladies’ circle, 
we meet every Wednesday, we have lunch together, 
why don’t you come? Once a month is movie night,—
why don’t you come? 
 
And so, slowly, she became more and more involved in 
these other aspects of church life that she had never 
been a part of before. And as it turns out her cancer for 
awhile seemed okay. Well, then things changed again. 
It had grown, and the lumps were back, worse this 
time. And again, she was so sick she stopped going to 
church. And people had really just started building 
relationships with her and I had hoped that they’d just 
realize that they were needed to come to her now. But 
they didn’t realize that yet. So I went back and I called 
the pastor, and I went into his little study at the church 

and explained to him what was happening to Merilee 
again, and I said: you know what? I don’t know how 
much time she has, I don’t know; but I know that right 
now she’s stuck in her home. I know there’s people 
around her, some who love her, some who are doing a 
job, but all who are paid to be there. Now, she’s one of 
yours; she’s a member of your congregation and I want 
to know what you people are going to do, because 
she’s at risk. She’s at risk of, number one, going back to 
the nursing home; she’s at risk of dying without ever 
knowing that she was loved just because of who she 
was, where she was a part of something and belonged 
somewhere. I said this is becoming more and more 
costly, and I said: what are you going to do? 
 
After listening to me he said: so what you’re saying is 
that Merilee needs us to come to her, and maybe we 
can help support her to keep her at home. Is that what 
you’re saying? And I said: That’s what I’m saying! I 
don’t know how, I don’t know. So he decided how.  
 
He sent another letter of invitation to the members of 
the church, and also announced it from the pulpit, that 
Merilee’s friends would be meeting in the parlour. So 
we met and he presented the situation to them again, 
and he said to them: we need to go to her. And he 
pulled out his list of days and times, and he said: I 
expect everybody in this room to put their name down 
about when they’re going over to Merilee’s place. 
Everybody can do something. Some people might want 
to go and talk; other people—you know Merilee enjoys 
movies, so bring some videos with you. She liked 
people to write letters for her; some of you can go and 
write letters. And some of you might want to cook. 
 
And this one guy raised his hand, he was kind of 
slumped in a chair and raised his hand—I got the 
impression he was a real jokester, do you know what I 
mean? like, he was the funny guy all the time. But he 
was quite serious this time. He said to me: well, ma’am, 
wouldn’t you rather just have the money? He said, you 
know: we’re not trained like people who work for your 
agency are trained to help her. And even before I could 
respond Pastor Ed jumped in and he said, it’s not just 
about money; this is about her knowing she’s one of 
us. 
 
And then this man said, well, I don’t cook; and I’m not 
good at this and I’m not good at that. And Pastor Ed 
looked at him and said: no, but you’re a fine bullshitter. 
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So if all you do is you go and you sit and you bullshit, 
that’s what you give! Everybody can give what it is that 
they give, what is good, what they know how to do. 
And that’s kind of how it worked.  
People started coming and they came at scheduled 
times, and then some people would come at 
unscheduled times. And they kept coming. I remember 
one time being over there and she was surrounded. 
They were doing a jigsaw puzzle, and some people 
who were there were just friends from the church, 
some people were staff members who had stayed late 
or come over off-shift, and her sister was there from 
California; her mother had come. And there’s Merilee 
sitting in front of this table, big jigsaw puzzle on the 
table, like a queen. Do you know what I mean? She’s 
just presiding over a court; there was all this life in her 
apartment. 
 
And they were very faithful—and the other thing I 
want to add is: so were the people who were paid to be 
there. And the church friends and the people who were 
paid to be there didn’t always see eye-to-eye on things. 
That was a rough part, because the community people 
really expected things to be a certain way and didn’t 
understand the way that the system worked; and the 
people who were the paid helpers really felt that they 
had done everything they could. I mean, they had really 
gone from a situation where they thought: oh my God, 
we can never do this, to whatever it takes. 
 
And so they didn’t know, with the church friends 
coming over, what they should do. And a number of us 
were trying to help those worlds understand each 
other a little bit better, and it didn’t go as well as it 
should have probably, but part of this is that you can’t 
fix life.  
 
And so part of this story is that Merilee died. But she 
died at home, and I believe she died knowing she was 
loved. And the proof of that was, I think, at her funeral, 
which almost literally filled the church. And I knew 
that even a year previous to that, had she died, half of 
the church would have been filled with people who 
had known her through their paid service, because she 
had developed many friendships that way. The 
interesting thing, though, was that half of the church 
was filled with her church friends, and they came, and 
they grieved for her, and they prepared a beautiful 
luncheon in her memory, and to me that kind of told 
the story. They were there for her when she needed 

them. And I think it’s the power of inviting people into 
each other’s lives. 
 
What Pastor Ed said was: Merilee’s life presented a gift 
to them. As painful and as tragic as the cancer was, it 
was a gift to them to find out what they were about, as 
a congregation. She changed all of our lives. It’s not an 
easy thing. It’s not like this fairytale thing, where 
everything in the end turns out like you want. I wish 
she had never got cancer. I wish she didn’t go through 
all the pain. I wish that her church friends and her staff 
didn’t fight so much. I wish that it had come ten years 
earlier. But that’s part of what I’m learning, that the 
asking and inviting that we do isn’t separate from life 
itself, and it’s through relationships that all of our lives 
are enriched. Whether it’s through our pain or through 
our joy, without the relationships it doesn’t matter 
anyway. Merilee helped build relationships among a 
lot of people. So that was her gift. 
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Lister Sinclair 
On Ideas the second of a series of six programs by 
David Cayley, called Beyond Institutions. The series 
continues tomorrow night. Technical production was 
by Lorne Tulk; production assistance: Liz Nagy and 
Gail Brownell. The executive producer of Ideas is 
Bernie Lucht, and I’m Lister Sinclair. 
 
Transcription by Hedy Muysson.
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Lister Sinclair 
Ideas on institutions and alternatives. I’m Lister 
Sinclair. In 1962, Thomas Kuhn, an American historian 
of science, published The Structure of Scientific 
Revolutions. He claimed in this book that science is 
practiced within a comprehensive thought form, which 
he called a paradigm. Paradigms settle fundamental 
questions, stabilize facts within networks of 
supporting assumptions, and allow what Kuhn termed 
“normal science” to proceed. But at their edges, he 
said, anomalies accumulate—anomalies in his words 
are “violations of expectations,” things which, 
according to the paradigm, oughtn’t to be happening. 
Enough of them, under the right circumstances, may 
eventually constellate a new paradigm. 
 
In a new book called Crossing the River, David 
Schwartz draws on Kuhn’s work to argue that just such 
a paradigm shift may now be taking place in the field 
of developmental disabilities. He calls it a “conceptual 
revolution.” And in this third hour of our six-part 
series Beyond Institutions he and his colleague Kathy 
Lee, talk about what it is, and why it’s happening. 
Beyond Institutions, Part 3, by David Cayley. 
 
David Cayley 
In an essay called “Regenerating Community” 
community organizer John McKnight claims that three 
distinct visions determine attitudes to disability. The 
three perspectives he identifies are: the therapeutic 
vision; the advocacy vision; and the community vision. 
The therapeutic vision defines people in terms of 
professionally ascribed needs, which expert systems 
ought to meet; the advocacy vision sees them as 
bearers of embattled rights, which need to be 
defended; the community vision puts belonging in the 
first place, and sees in each individual a gift. Put in 
these terms, the conceptual revolution of which David 
Schwartz writes in Crossing the River is taking place on 
the cusp between the advocacy vision and the 
community vision.  
 
Historically the advocacy vision has been responsible 
for great improvements in the lives of people with 
disabilities. The advocacy of parents, friends, and 
concerned professionals got people out of large 
institutions and into more modestly scaled community 
services. It created special systems of education and 
transportation, required that public places be made 
accessible to wheelchairs, and so on. But ultimately 

this vision suffered from two weaknesses: first, by 
erecting what John McKnight calls a “defensive wall of 
helpers,” it came to conceive of the community as a 
hostile rather than a hospitable place; and second, by 
surrounding people by a thicket of regulatory and legal 
safeguards, it eventually made community-service 
systems, like group homes, nearly as inflexible as the 
state hospitals and asylums they had replaced.  
 
David Schwartz knows these weaknesses at first hand. 
In the seventies he left a job at an old mental hospital 
in upstate New York to start a group-home agency, and 
then watched as the new agency gradually grew to 
resemble the institution he thought he had left behind. 
He concluded that the power and resilience of 
institutions must grow from some deeper root. So 
when he was appointed as director of Pennsylvania’s 
Developmental Disabilities Council, in 1983, he tried to 
begin moving the council right outside the sphere in 
which institutionalization could recur, by supporting 
projects that were exploring the community vision. 
These projects involve asking ordinary citizens with 
no involvement in the world of services, and no 
therapeutic agenda, to become involved in the lives of 
people with disabilities on the grounds of hospitality, 
affinity, and potential friendship.  
 
David Schwartz came to call this approach simply 
“asking,” and the people who do it, “askers.” It 
produced astonishing results—”anomalies” in Thomas 
Kuhn’s terms. People did respond, communities 
revealed unexpected reserves of hospitality, and 
people with disabilities really did enrich these 
communities with surprising gifts. The movement, 
from an advocacy vision which stresses rights to 
service to a community vision based on belonging, is 
the passage that David Schwartz describes as “crossing 
the river.” 
 
I spoke with him about it at his home in Harrisburg, 
where I was his guest in June of 1993. It’s a journey 
which begins, he says, with the recognition that the 
dominant paradigm has been pushed to its limit. 
 
David Schwartz 
We’re encountering the slow and really kind of queasy 
realization that all of these services that we’ve built 
with such effort, and I’ve spent the major portion of 
my adult life trying to build, simply seem to be 
insufficient and developing a lot of really negative side 
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effects that no matter how one reforms them, you can’t 
seem to fix it. And it seems to me that this is when a 
conceptual revolution can happen. Kuhn says that it’s 
only when no move on the chessboard will possibly 
solve the problem, that the idea that a move outside of 
the chessboard, or off the chessboard, can even be 
considered.  
 
Now, the idea of asking people, of trying to regenerate 
community, and ask ordinary citizens to be involved in 
the lives of people with disabilities is such a move off 
the chessboard. It’s not a reform, it’s something 
completely different. In the book I talk about this as 
crossing the river, and I picture this metaphor that on 
the one side of the river is the world of professional, 
bureaucratic, structured human services, and on the 
other side of the river is the world of messy 
communities. And what we’re trying to do is help 
people come out of their exclusive existence as clients 
within the professional world and take them across 
the river into the world which has existed since the 
beginning of time. That’s the world in which people 
relate to each other in the good and bad ways that 
they’ve always related to each other. We’ve tended to 
forget that world because of our historically recent 
devotion to developing all these systems that can care. 
 
I should add, though, that a friend of mine, John 
O’Brien, did point out to me that he’s not sure this 
river that we’re crossing is actually a river; it’s 
probably more accurate to say that it’s a swamp. It’s 
full of opportunities for self-deception and 
opportunities for changing something and then finding 
out that you really haven’t changed it at all, you’ve just 
kind of put a new name on it; and that even when you 
get done you may from a historical point of view say: 
in the field of developmental disabilities, or in the field 
of disabilities in general, the emphasis started to 
change in the late eighties and early nineties. That’s 
about all you will say. If you’re going to operate in the 
real world, you’re up to your knees in the mud—you 
are in the swamp. 
 
David Cayley 
If we are in the early stages of a conceptual revolution 
and have a toe in “post-modernity,” as people say now, 
what would be the differences in attitude, in 
approach—I’m thinking for example towards 
suffering, towards the very existence of disability? 

What would be the differences in attitude across that 
watershed? 
 
David Schwartz 
I think one of the things that might be involved in it is 
letting go of the conviction that we can fix everything, 
that all sorts of difficulties and problems in living can 
be avoided or sidestepped, and if something bad 
happens, it shouldn’t have happened, or it can be 
repaired. Now, I have to be careful in saying something 
like this, because of course this kind of thinking can be 
used by those people who advocate abandoning people 
to suffering and misery: well God intended it this way 
and you can’t do anything about it. And I don’t mean 
that at all. It may be that we are slowly starting to edge 
up on the understanding that in our enthusiastic 
vigour to help people we can do things actually which 
hurt them over the long run, and that what we might 
have is a slow acceptance of people for who they are. 
 
Let’s take the example of the situation of mental 
retardation. One of the real handicaps that people with 
the label of mental retardation suffer has to do with 
the idea that they are less than fully wonderful 
additions to the world. And I think one of the things 
that we might have on the other side of the river is a 
greater acceptance that we’re all in this boat together 
and that people bring different qualities to the world, 
and in fact the qualities that people with disabilities 
bring, the qualities that particularly people with 
mental retardation in this instance bring are qualities 
which are very much needed by the world, that are not 
lesser qualities necessarily. I mean, the great movie, 
the Dustin Hoffman movie Rainman really traces this 
in a popular movie: in the beginning understanding 
that this is a guy with a lot of problems, because he has 
autism, to the recognition of his brother that he is a 
unique and an important person, that he is his brother. 
 
David Cayley 
David Schwartz is well aware of the pitfalls of trying to 
set up a new orthodoxy, with community as the 
shining city on the hill; and in some ways, he says, he 
now prefers the term culture to community, both 
because the word community is so frequently made to 
serve as a façade for some institutional purpose, and 
because the word culture conveys the sense of 
something growing, something with a life of its own. 
But whatever it’s called, he says, the way to avoid co-
opting it is by understanding and respecting its nature. 
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David Schwartz 
It seems to me that it’s very, very important in 
pursuing this work—this different type of work, across 
the river, if you will—to understand very clearly what 
a community, or a culture, or the vernacular world, 
whatever you want to call it, is, and how it is distinct 
from the world of, let’s say, of social services; because 
you don’t want to come in with social services and 
colonize that community world. That’s been the 
problem thus far. It’s much easier to come in and set 
up social services in this environment, to set up a 
social-services agency that deals with a need of a 
community than it is to help the community try to 
figure out how to do this itself. The service that you 
bring may address the immediate need, but the other 
thing that it’s doing, as a side product, is weakening 
the community’s native ability, whatever that is, to 
respond to the situation itself. If you come in and take 
care of every person who is blind in a town with a 
service agency, no one will need to know what you 
need to do to be able to have a relationship with a 
person who is blind, then you’re exclusively dependent 
on the service agency, which also is exclusively 
dependent on money.  
 
So it seems to me to be very clear: is an asker doing 
social services or not? I would say, in the pure form—
and of course there are pure forms and there are not-
so pure forms—in the pure form an asker is not doing 
social services. What an asker is doing is like what a 
community organizer does. You know, Saul Alinsky, 
the great Chicago community organizer, used to talk 
about Alinsky’s Golden Rule: never do for people what 
they can do for themselves. Now, this is a really tough 
thing, because if we take the parable of the Good 
Samaritan, the asker walks down the road; the asker 
sees someone lying in the street or in the ditch. Our 
trained response is to immediately help that person 
ourselves, which is of course a wonderful thing to do. 
 
But if it is your vocation to go about this, then you have 
a first person, and then you have a second person, and 
then you have a third person, and then you need to 
build a bigger agency, and then you need to have a 
room with twelve beds in it, and then you have to have 
a room with twenty-four beds in it, and then you have 
to have a social worker. All these settings follow the 
standard thing. 
 

What the asker does in distinction is a cultural 
approach rather than a social-services approach to 
avoid what would amount to colonization. In other 
words, the asker will stand over that person lying in 
the ditch, give him a little first aid if they can, but then 
start hailing people walking down the street: hey you! 
will you help this person? hey you! will you help this 
person? will you, will you, will you? They see their 
vocation not as taking the first step towards building a 
social-service agency, but in actually being able to 
stimulate the cultural, the inherent cultural ability of 
that society to respond to that person.  
 
You know, I call what we do sometimes 
“sociopuncture.” If you ever go to an acupuncturist, an 
acupuncturist might say, oh, so you’ve got a sore throat 
and this and this going on, and then he might come and 
stick a needle in your toe. It’s just a tiny needle. I mean, 
it’s nothing! How should this have any effect? But in 
fact what happens is that you get better.  
 
David Cayley 
The idea of sociopuncture, of an art of social 
stimulation, comes close to the heart of David 
Schwartz’ vision. At present we do social service the 
same way we treat sewage or smelt iron ore, with 
large mechanical systems. Big effects are believed to 
result from big causes, which means in the case of 
social services large amounts of money expended and 
large numbers of people employed. David Schwartz 
imagines achieving large social effects as the 
acupuncturist does, by action which is precise, 
intelligent, and limited. 
 
That for me is the point of the example he just gave of 
the parable of the Good Samaritan. The duty of 
universal care is deeply embedded in societies 
influenced by Christianity. But the large systems that 
have been erected in pursuit of this duty, and as its 
logical consequence, have often been blind to cultural 
habits of hospitality and care. These habits have been 
disregarded, dismissed as unscientific, and often 
wantonly destroyed. Systems, then, could be described 
as forces of deculturation which stunt and deform 
aptitudes for hospitality and care that would 
otherwise grow perennially in our gardens. David 
Schwartz, in this sense, wants a new, self-limiting 
science of social service. And this desire to heal 
society, rather than replace it with something more 
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reliable, arises from a question he has been asking 
himself for a long time. 
 
David Schwartz 
Can there be such a thing as a physician of the social 
body? Now, we know that a lot of people have gone 
about the improvement of what we call “society,” by a 
lot of different methods. There are people who’ve tried 
to approach it through what used to be called “social 
engineering”—you know, let’s get this all structured 
right; and there are people who are organizers,of the 
Saul Alinsky school. And certainly there are lots and 
lots of bureaucrats who administer things. But I 
wonder if one can try to look at society as if one were 
the attending physician to a society that was 
attempting to heal itself. You know, my father was a 
dentist and professor at Columbia University, who did 
the original work on something called the 
temporomandibular joint—TMJ. He started the world’s 
first clinic for that, and wrote the original books on the 
subject, et cetera. And sometimes he used to take me 
with him when he would give a course someplace, or a 
lecture at a dental school somewhere. Of course we 
had many conversations when I was young, and one of 
the things that I really picked up from my father was 
this: the body is not a machine.  
 
Now, with this particular problem, this jaw problem, 
people who would come to him for treatment had had 
various surgeries done to them to try to straighten 
things out, or their teeth all ground down, or various 
things. And what he would have to do is try to look at 
things a different way, not to try to pick up your saw 
immediately and try to fix it, but try to stop and listen 
very carefully to who the person was, to examine 
them, to do something that was fairly radical for a 
dentist to do, which was take a history, take a long and 
thorough history. Who is this person? What is going 
on? Is it physiological? Is it psychological? Is it a 
combination of those things? Is it a result of an original 
small problem compounded by wrong treatment? You 
really had to understand these things before you 
started reaching for your rapidly revolving dental drill, 
he would say, and getting in there and starting to 
change things around.  
 
And I think the other thing which I got was the idea 
that within people are healing capacities. Well, I 
mention that because I think that was the main 
influence that developed in me the understanding, or 

the conviction, better, that society is an organism, that 
cultures rather are organisms, that they’re organisms 
like people are organisms, and that there are 
tendencies towards illness and pathology in them, just 
like there are within people, and there are tendencies 
towards growth and flourishing, and healing, even in 
the face of obstacles; and that it is your vocation, if you 
are in a situation of attending to such a person or such 
a society, to try to come to the aid of those healing 
tendencies which exist, and that in this, and only in 
this, will come healing, recovery, improvement.  
 
This produces, I think, a different kind of an approach 
than if one approaches it as social engineering, or as a 
question of solely individual rights. You have to 
understand the history of it; you almost have to close 
your eyes and try to feel the various social dynamics 
which are emerging in a kind of a historical swirl, just 
like the dynamics of the life forces of an individual 
person who presents themselves to a physician must 
be grasped if you’re going to come in and give the right 
medication or put the acupuncture needle in the right 
place, or say the right word in therapy to try to help 
these healing processes to take place, and to try to 
delicately pull forth and guide those healing powers, so 
that the culture can attempt to regain balance and heal 
itself. And that’s all that you are doing. You’re not 
controlling it, you’re not in control of the situation; 
you’re merely trying to aid things to move in a certain 
direction. 
 
David Cayley 
The Developmental Disabilities Planning Council of 
Pennsylvania has been supporting the practice that is 
at the heart of David Schwartz’s conceptual revolution, 
the practice of asking, for the last ten years. As often 
happens, the same new old idea appeared 
simultaneously in many other places throughout North 
America. But the stimulation and support of what its 
protégés call the “DD Council” has probably given the 
practice a unique mass in Pennsylvania. I asked David 
Schwartz to introduce me to some of the people doing 
this work around the state, and one of the people he 
recommended was Kathy Lee, of the town of Meadville. 
She told me how it had happened for her. 
 
Kathy Lee 
In 1986, after I graduated from college, I went and 
taught in a very poor part of West Virginia, and I hated 
it for a variety of reasons. I really wanted to go home. 
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So I went home and there was no work for teachers, 
and I needed a job, and someone said, why don’t you 
go work in a group home? And I said, what’s a group 
home, I’ve never even heard of them. Well, they’re 
homes where people with disabilities live and you 
would go in and help them with their food and 
shopping and whatnot. I thought, gee, that sounds all 
right, I could do that. 
 
And I went and I worked in a home with these three 
women who didn’t talk, and I can remember meeting 
them and being scared to death because I’d never met 
anyone with a disability, because in Meadville things 
were very segregated and they went to different 
schools and rode on different buses. And by the time I 
was done six months later working in the group home, 
I loved these women, and these women loved me, and 
they’d met my family, and we’d gone shopping and 
done all these things together. They had lived in an 
institution up until the time I met them, so it was an 
experience that was happening together to all of us, 
getting to know each other in the community.  
 
And from there I worked in an agency where I did a 
variety of things. I worked in a sheltered workshop, I 
worked in adult daycare. And I just kept thinking, 
there’s got to be more than this! I mean, these poor 
people, they just basically came every day and did the 
same thing. And everybody thought that was all right. 
In the sheltered workshop someone would sit and 
their job would literally be to sand a piece of wood all 
day long, or to take a bolt and take it apart, and the 
person sitting next to them would put it together. I 
described it as a snapshot. You could take the same 
snapshot and put it on the calendar and it would be the 
same day, every day, all of their lives, and people just 
thought that was okay. With people that were 
behaviourally challenging, they would say to me: well, 
why do you think they’re acting out? And I would say: 
if you had to sand a piece of wood for eight hours 
every day, tell me you would sit and be happy or glad, 
or smiling? I would probably think of things to do to 
get out of that.  
 
So at that time I met up with a woman named Deb 
Ostrofsky, and we found out that we had these same 
similar views, like: what’s going on? all this money is 
being spent to give these people things they don’t 
want, they don’t want to live in group homes, they 
don’t want to sit and sand a piece of wood every day, 

they want to be out in the community, they want to 
have people that love them, they want to be doing 
interesting things. And we started plotting and 
scheming that, gee, if we could get one person’s money 
we could help that one person get what they wanted.  
 
And at that time we became aware of a man named 
David, and David was going to be institutionalized 
because of his bad behaviour. And we went to the 
county and we said, we’ll do it, we’ll support David. 
People thought we were nuts! I mean, agencies get 
millions of dollars, and they have accountants and 
attorneys; and we’re talking about two women who 
had only our beliefs and a bit of experience; but for 
whatever reason—we always say the grace of God—
the county said, go ahead. 
 
This man who was perceived as being very dangerous 
and being very aggressive wanted to live with his 
friend Benny. And Benny had a wife and a daughter, 
and we went to Benny and we said, what do you think 
about that? And Benny was like, I think that’d be great. 
And we supported them. We gave the family some 
money, like a stipend every month to help with 
expenses, and then we said, Dave, what do you want to 
do every day? And he said, well, I really like this guy 
Ron that I worked in the group home with. We went to 
Ron. We said: if we can support you financially will you 
work with Dave? And he was like: yeah, sure, great! 
And here this person who was perceived as being very 
dangerous and mean and not nice living in a family in 
the community, was going out every day with his 
friend Ron, was learning how to golf, had a job at the 
college. I mean, his life was completely turned around. 
And it was merely, instead of giving him what was 
already there, we said instead: what do you want? And 
giving him what he wanted drastically changed his 
behaviour and his life for the better. 
 
David Cayley 
This sounds a nearly miraculous story about someone 
who was being restrained, everyone was afraid of him, 
and then [snaps fingers] like that? 
 
Kathy Lee 
Yeah, literally overnight, yeah. I would say from the 
time he left the group home; it was that same day. We 
saw him physically change. Before he was very stiff 
and his shoulders were always up to his ears because 
he was very tense, and you’d see him out in the 



IDEAS: BEYOND INSTITUTIONS I 

 
 

 
 

28 

community and he was very relaxed. And he went from 
looking like a client in a group home to looking like a 
regular guy. He’d wear ball caps, and the family that he 
lived with was very careful to make sure that he 
bought clothes that made him just look like everybody 
else, and he really went from, just in appearance, being 
someone that was very different to somebody that was 
just another guy. 
 
David Cayley 
Why would this family have taken on somebody who 
looked like being a lot of trouble? 
 
Kathy Lee 
Well, Benny, the man that David lived with, had 
worked with David in the group home, and they had 
this unwritten agreement, or relationship, or 
something—there was an undercurrent between them 
where Benny understood David. David ran away from 
a bowling alley once, carried his bowling ball like five 
miles to Benny’s house, and Benny opened the door 
and welcomed him in. And Benny would do stuff with 
David like they would go watch football games and 
baseball games, and he just treated David like how 
David wanted to be treated, like a normal guy. But 
Benny was a guy who had a past. I mean, he had a past 
history, and he had really made a lot of positive 
changes in his life. And I asked him once, I said: there 
had to have been that moment of hesitation, like, what 
am I doing here? And he sat down, and he said: I 
remember times in my life where if one person would 
have reached out to me, what a difference it would 
have made. And he said: there were people in my life 
who did reach out. And I wanted to be that person for 
David. 
 
David Cayley 
Tell me about some of the other people you’re working 
with. 
 
Kathy Lee 
Well, the next person we worked with was Terry. And 
Terry was a person who, when she lived in the group 
home, didn’t leave her group home for six months, 
because she would get in the van and then refuse to get 
off, so they just literally quit taking her anywhere. She 
had open sores on her back from throwing herself 
down all of the time; she would pinch herself and hit 
herself and was in the emergency room all of the time. 
And she was also being discharged from her program. 

And they asked us to step in. And we met with the 
people that knew her best, people that really cared 
about her and loved her. And by this time there were 
very few people who were in any way supportive of 
her. And we said, because Terry doesn’t talk, we said, 
you need to help us figure out what Terry wants and 
what would be best.  
 
So we all sat down together and we dreamed this 
dream about if Terry could live anywhere and do 
anything, what would it look like? And we came up 
with a plan that she would live with people for whom 
time didn’t really matter, that they would have to be 
pretty flexible, because sometimes she gets places and 
doesn’t want to leave, or sometimes it’s time to go 
someplace and she doesn’t want to go. And they would 
have to be people that were outdoorsy and very active. 
And we just painted this picture of what we wanted, 
and then we went out and we just literally went about 
asking: do you know someone who is these things? 
And we were introduced to a woman named Martha. 
 
Martha at the time was a woman living on welfare. She 
had three sons, and Martha is just one of these 
incredible, loving, caring people, who had fallen on 
hard times. She never wore a watch, time had no 
significant meaning to her whatsoever, and we 
introduced her to Terry. And also, Martha had no 
experience whatsoever with people with disabilities, 
and everyone kept saying, you’re going to have to get 
someone who probably has a degree, and all of this. So 
we introduced Martha to Terry, and Martha’s first read 
on what was going on was: I just think Terry’s picking 
up on bad vibes, those people don’t like her! And this 
was in her first meeting. She was very perceptive of 
what was going on for Terry. So we asked Martha: 
would you welcome Terry into your home if we 
provided you some financial support and a lot of 
spiritual support, and just being there for you, would 
you welcome Terry into your home? And she said yes. 
 
And so in essence, in putting them together, Martha 
has gone from living in a trailer with her mother and 
two brothers and her three sons to owning her own 
home, to living out in the country where she’s wanted 
to live. We’ve been able to support her boys to do some 
sports things. And then living with them there’s Terry 
who is now living a life that I think if she could talk she 
would say she likes, and she shows it in a lot of 
different ways. She doesn’t hurt herself as much 
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anymore. Now, that doesn’t all go away, because a lot 
of that’s her communication; it’s getting our attention, 
or whatever. But she’s in a place where she is loved 
and known. And that’s our wish for everybody, that 
people become known.  
 
We went to a Memorial Day party after Terry had lived 
there about two years. Deb and I we pulled up and 
there were all these people. And I didn’t know 
anybody. Deb knew a number of people. Terry came 
with Martha. Everyone knew Terry. More people knew 
Terry than knew us, and they’re like “Terry! How’re 
you doing?” And Terry is a person that really likes to 
be noisy and exuberant, and just as it got dark, we 
heard screaming in the woods and here Terry and a 
couple of her friends had gone up into the woods and 
were chasing the kids around and everyone was 
screaming, and she came down and just had the best 
time. And I just said: this is what it’s about; to show up 
at a picnic and have everyone say, “Hey, Terry! How’re 
you doing?” I was just really touched by that. 
 
David Cayley 
Kathy Lee and her partner Deb Ostrofsky, through 
their agency Supports Incorporated, were able to get 
Terry and David into the community by diverting the 
money that would otherwise have gone to supporting 
them in institutions. Considerable sums of public 
money are often spent in maintaining people in 
institutions where they are deeply unhappy, and it’s an 
interesting aspect of Terry’s story that her money, 
once diverted, was able to do the family that welcomed 
her as much good as it did her. Kathy Lee’s agency now 
supports five people in this way. Two of the others are 
also happy in their new situations. But they have one 
woman in their care who has consistently had trouble 
in the community, someone no less dear to them than 
the others, but who ate up their time to the point of 
crisis in the agency and who was asking, at the time 
Kathy Lee and I spoke, to go back to the institution. So 
it’s not a case of one size fits all, but it has proven to be 
true most of the time that people thrive when they get 
the often very ordinary things that they want.  
 
A final story from Kathy Lee concerns a woman called 
Peg, who was on the board of Supports Incorporated, 
and who desperately wanted to get out of the nursing 
home where she was living. The idea for how it could 
be done came from a book called Circles of Friends, by 
Robert and Martha Perske. It told the story of Judith 

Snow, a Toronto woman who, despite being able to 
move only her head and one thumb, was able to get off 
a dead-end, chronic-care ward and into her own place, 
with the help of what in her case was called a “Joshua 
committee,” after the biblical Joshua who blew down 
the walls of Jericho. Kathy Lee decided that the same 
thing might work with her friend Peg.  
 
Kathy Lee 
Peg would tell me all the time, I want to get out, I want 
to get out of the nursing home, and as a single person I 
thought there’s no way, she can’t come live with me: I 
don’t have time or energy to support her where she 
would want to live. But when I heard about this idea of 
getting a group of people together, it was like the lights 
went on and why didn’t I think of that? And the other 
thing was, Peg was just very specific about living in the 
group home, and she would say, I don’t want to live 
here, I don’t want to live here, I don’t want to live here. 
And we went away on a retreat for our board, and I 
finally wanted to take action when she looked at me 
and said: if I live there I’m going to die. And in saying I 
don’t want to live there, what she was saying was: I 
don’t want to die there. I’m dying! I’m dying in this 
place—spiritually, physically, emotionally, I’m dying 
here.  
 
So it was at that point that I realized that we had to 
take action, and we got a group of people together, and 
part of them were people that knew me—my mother, 
my father, my sisters—and part of them were people 
that knew Peg, and it was like people that had worked 
with her in the past and people that she had known—
her friend Jean, who had been her friend for twelve 
years. And we got together one night in this church, 
and what we did was, Peg and I had decided that what 
people needed to hear was her story. Peg is a person 
who has cerebral palsy and she’s sometimes hard to 
understand, so it doesn’t happen very often; you really 
have to listen to understand, and it takes a long time. 
So it had never happened before in her life where 
there was actually a group of people called together 
simply to listen to her for an extended period of time.  
 
So Peg started at like seven o’clock in telling her story, 
and she told about how her mother was in labour with 
her for three days, and her mother was at home, and 
how the doctors told her mother to send her away, 
that her mother said, no, she’s my daughter and I’m 
going to keep her, and how she never went to school 
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because there wasn’t a public school for her at that 
time, and they would send a teacher over to the house 
but the teacher would drink and fall asleep, so she 
never learned  to do math or anything like that, and to 
go out her father would have to carry her because she 
didn’t get a wheelchair until she was forty and that 
was when it was donated from a funeral home. Just 
this incredible story. And people were just all wrapped 
up in it, and you could just see the look on people’s 
faces, like, this is an incredible story! And she 
remembered her sister having a Valentine’s party and 
they sent her away; she had to go to her aunt’s house, 
so no one saw her during the party, and then she was 
allowed to come back.  
 
And then she talked about her life with her mother, 
and then how her mother died, and all through it all 
the theme was: this person’s perseverance is just—I 
don’t know if I could have gone on. And then to end up 
in a nursing home. They literally came and said, you’re 
going to a nursing home; and she said, she didn’t want 
to go; and they said, no, you’re going in two weeks, and 
she said, at least give me time to mark my things, 
which is just incredible to me that at that time she 
knew what was going to happen to her personal items. 
And she gets to the nursing home and then just spends 
three years trying to get out. And people were just 
really caught up in it and people were crying, and from 
it, action, people wanted to take action. And they said: 
what can we do? 
 
And we did the dreaming. We said, this is where Peg 
wants to live, and Peg was able to say this is what I 
want to do, and we broke things down into steps so 
different people in the group were doing different 
things, and some people were checking with realtors 
and other people were checking to see if we could get 
ramps built, and checking into how we could get 
furniture.  
 
And it just sort of evolved that we kept meeting every 
couple of weeks, every month. And from the time we 
met in February, Peg moved out of the nursing home 
June 15th into an apartment that she shared with an 
attendant. And it was just an incredible day. I can 
remember leaving and Peg’s a very independent and 
very proud woman, and the last thing that the nurse 
said to me was she leaned over and gave me her pack 
of cigarettes and she said, she seems content with 
eight cigarettes, we give her eight cigarettes a day. And 

I thought, oh God, you get to smoke as much as you 
want! So I just nodded my head and I said, yes—like, 
oh, just let us get out of here! And we wheeled out, and 
there was a whole group of people and we stood and 
applauded, because it was like a moment this is what 
we had worked for.  
 
And since then Peg has gone on to live with another 
family that’s very welcoming towards her, and she just 
got done attending a leadership institute with the state 
and she’s a consultant for the people that give 
attendant care, and she goes and talks to other people 
in nursing homes about getting out. She’s become 
active in her church. Before she couldn’t attend her 
church, it was too far away; now she goes every 
Sunday. She’s on the welcoming committee: she 
spends one Sunday a month sitting and shaking 
everybody’s hand as they go to church. And it’s just the 
life that she wanted, that she finally gets to lead. 
 
David Cayley 
Over the years that Kathy Lee has been asking she has 
witnessed a gradual change in attitudes in the part of 
Pennsylvania where she works. Possibilities 
previously denied have had to be admitted as people 
have seen for themselves what her agency has been 
able to do. But at first, she says, people in the field 
were extremely skeptical. 
 
Kathy Lee 
The people used to describe me as being “out there.” 
They’d say, well, you know your ideas are really out 
there. And I would think, my God, where is that? 
Because I would think they were so clear, like, I was 
just really making that point. And then I would sit and I 
would talk about people making choices and dreaming 
and getting what they wanted, and then I would look at 
these blank looks, and then later someone would take 
me aside, and say, well it was a good message, but it 
was really out there. But what actually has occurred is 
now people’s thinking is more like ours. All of a sudden 
the other agencies in town are looking at: wait a 
minute, maybe the group-home thing wasn’t a great 
idea; tell us how you did it; show us how. People from 
Philadelphia will call us and say, we heard about what 
you’re doing. And it’s not because we write anything. 
We’re just not a very public thing. It’s always: I heard 
from so and so, who heard from so and so, who heard 
from so and so. And that’s just incredible to us that 
what people are hearing is it can happen, people’s lives 
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can change, people will respond if you ask. People with 
disabilities can live lives as valued as anyone else’s. It’s 
possible.  
 
David Cayley 
Is there an underlying, I’ll say religious—I could be 
misunderstood in saying religious, but is there an 
underlying religious ground to this work? 
 
Kathy Lee 
Not in the sense that we promote any—I mean, it’s not 
like we pray together or—  
 
David Cayley 
That’s what I meant by being misunderstood. 
 
Kathy Lee 
Deb and I both have similar religious beliefs, but we 
never sat down and said, let’s talk about our religious 
beliefs and see how that fits into our work. But what 
we have seen is that in asking we received. It was as 
simple as that. In us saying we need a family for Terry 
and this is who they need to be, literally overnight 
there was a knock at the door and the family was 
there. And I’ve always taken that back to doing the 
right thing. There’s support for that. There’s incredible 
good karma going on, and it’s supported by a number 
of different things that we believe that you could never 
see or know but you sense, and we just call it “grace.” 
It’s the right thing, and it’s blessed, and it happens. 
 
David Cayley 
David Schwartz began this hour with the claim that the 
changes with which he has been involved in the field of 
disabilities amount to what he calls a “conceptual 
revolution,” an idea he borrows from Thomas Kuhn. 
Kuhn argued from his study of Revolutions in Scientific 
Thought that periods of change will have two features: 
first, a crisis of the established order, which will be 
marked by what he calls “pronounced professional 
insecurity.” This first crisis, it seems to me, has already 
been with us since the sixties, and is evidenced not just 
by professional insecurity but also by the internal 
decay of large service institutions and a widespread 
public conviction that these institutions are no longer 
affordable or effective. The second feature is the 
accumulation of what Kuhn calls “anomalies,” or things 
that the old paradigm can’t explain, but a new one 
could.  
 

The transformation in the lives of the people Kathy Lee 
supports, once they got what they wanted, is a perfect 
example of an anomaly: it doesn’t make sense in the 
world of treatment regiments, behaviour plans, and 
staffing diagrams, but it is perfectly intelligible when it 
is assumed that people flourish when they are known 
by their gifts and languish when they are known by 
their deficiencies. Whether this conceptual revolution 
will actually be carried through is not something 
anyone can say confidently from the midst of it. 
History, David Schwartz notes in his book, is littered 
with failed revolutions. And not knowing, he says, one 
can only keep trying to cross the river a few boats at a 
time. 
 
David Schwartz 
When the first group home was established everybody 
in the institutions said: this is a little silly, shoot, this is 
a little silly experiment, it will die. Actually what has 
happened is the institutions have died, and what’s left 
are the shoots, the group homes, which are now 
becoming big trees in themselves. So it seems to me 
we’re poised here, and when you’re poised and you 
don’t know, you really just have to continue ahead and 
see what will happen and what the world will be. I 
mean, you’re entering into this great tumult, where 
you’re in a vast battle. It’s completely confused what’s 
going on, and you only have a dim sense of the outline 
of things, and can see some things ahead of you, and 
you try to do what your heart and your mind tells you 
to do. 
 
David Cayley 
What matters, in other words, is always the present. 
Asking discovers a landscape that already exists, not 
one that needs to be invented. It passes unnoticed only 
because we’re so mesmerized by systems and so 
willing to believe that the certified outputs of 
institutions are all that really count in the endless 
game of problems and solutions. But the real 
conceptual revolution, David Schwartz says, is the 
patience, the curiosity, the intelligence, and the 
humility to see what is already there. 
 
David Schwartz 
It seems to me that in looking around at our culture, if 
we want to look for what you could call “rests” of 
hospitality, or fragments of hospitality that still 
remain, you can do it if you put the right kind of 
glasses on. Now, I’ve been thinking about this in the 
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last couple of years, and once I started putting these 
glasses on—if you’ve ever had the kind of glasses, like 
polaroid lenses, where you’re looking into the surface 
of a pond and you can’t see anything and then you put 
on these polaroid sunglasses and you can see through 
the glare and you can see things underneath; they’ve 
been there all along, you just haven’t been able to see 
them.  
 
And I started realizing that just around me, in my own 
neighbourhood in Harrisburg, there were all these 
rests of hospitality. I started to look and see if I could 
identify all of the people who were vulnerable, who 
would otherwise be served by social services that 
were actually being supported, informally, by 
neighbours, by each other. You may have slept through 
it, but at about six thirty this morning, I heard coming 
up the street the “singing lady.” The singing lady comes 
up the street every morning between six thirty and 
quarter to seven, on her way to mass. There are two 
things that happen in the morning: first, you hear the 
singing lady; then, the bells ring at seven o’clock for 
mass. That starts the day in this neighbourhood. And 
the singing lady is a woman with some type of mental 
disability. She had an illness when she was a child, 
apparently; and she is totally accepted in this 
neighbourhood. She has friends; the neighbours next 
door she comes and sees. And actually, if you go 
around the neighbourhood, there are all sorts of 
people who are supported in ways that you wouldn’t 
notice unless you put on the glasses and really looked.  
 
It took me two years to really realize that my next-
door neighbour cooks breakfast and dinner every day 
for our other next-door neighbour, who is unable to 
cook for herself; and he hands it over the fence to her 
just on his way out. And my lawn, every time it got 
long, was cut. I couldn’t figure out why it got cut—I 
was gone a lot of weekends—I found out that another 
one of my neighbours had been cutting the lawn for 
the person who lived here before, and he just cut the 
lawn every time. When his lawnmower broke he went 
out and bought himself a new lawnmower to cut my 
lawn. He doesn’t even have a lawn!  
At the local diner the mother of the owners is a very 
old lady, she’s called “Grandma,” she comes over from 
next door on her walker every day for dinnertime, and 
she comes in and she sits down, and she eats a meal, 
and after everybody has gone for the day she sits there 

and she changes the menus for the next day. That’s her 
job.  
Looking down this thing I could find fifteen or twenty 
people just in the immediate vicinity here. It’s actually 
kind of like when you’re in junior high school and you 
pull out some pond water, and you put it under the 
microscope and you find all these little things living in 
there. 
 
And this is not an unusual neighbourhood, this is just a 
little mixed neighbourhood, not very fancy at all. I’ve 
become convinced that if you look at any truly alive 
neighbourhood—I’m not talking about a sterile suburb 
or a sterilized piece of a city, but something where life 
is actually taking place—I’ve become convinced that 
you can sit there and, like in that piece of pond water, 
you can find all sorts of people that might ordinarily be 
served by social services who are actually being 
supported by the web of relationships there—by 
ancient traditions of hospitality of one person for each 
another. 
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Lister Sinclair 
On Ideas tonight the third program in our series 
Beyond Institutions, by David Cayley. The series 
continues next week on Wednesday, Thursday, and 
Friday nights. Technical production was by Lorne 
Tulk; production assistance: Gail Brownell and Liz 
Nagy. The executive producer of Ideas is Bernie Lucht, 
and I’m Lister Sinclair. Goodnight. 
 
Transcription by Hedy Muysson. 


