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THE EXPENDABILITY CRITERION 

By Burton Blatt 

This is the time of the year 
when too many people are made 
to feel expendable. -"Graduates, 
go forth, commence your new 
lives away from these hallowed 
halls." 

"Of course, you can take your 
vacation the first two weeks of 
July. Take your vacation 
anytime which suits you. We'll 
get along fine without you." 

"Retire! Why remain here un
til the bitter end? Do the things,
you want to do while you can, 
while you're healthy and of 
sound mind and body." 

And on it goes, the litany of 
the throwaway culture and their 
and their disclaimers that 
anyone is indispensable, their 
righteous arguments against 
someone staying late at the of
fice or coming in on the week
end. People think it's kind to let 
others, know that they are not 
needed, that they are as free to 
flee responsibility as geese are to 
flee the north. Society thinks its 
kind to let everyone off the 
hook, to have everyone think 
they are not needed, that they 
won't be missed, that not only 
will the world go on without 
them but everything and 
everyone will go on as if they 
hadn't existed. 

Of course, all of us are suscep
tible. The certainty of mortality 
forever ensures that fact. But it's 
also true that no one is expen
dable, that each person leaves an 
undelible mark on life, that each 
person makes a difference 
because of all human beings are 
collectively unexpendable even 
as each is mortal. People are 
people. If someone is valuable as 
a human being, then anyone is 
valuable. And if even one person 

 

One question we can ask to 
sharpen an understanding of 
who is and who isn't expendable 
has to do with the ultimate act: 
Who can you kill and not be ac
cused of murder? You can kill a 
horse, even a Kentucky Derby 
winner worth millions of dollars, 
and while everyone will be very 
upset with you for misdeed, you 
don't have to worry about execu
tion for killing a horse, even a 
horse more valuable in dollars 
than another human being. In 
the neonatal clinic, one doctor 
doesn't treat the newborn 
weighing less than 600 grams, 
and across the hospital another 
doctor stops treating an old man 
when there was nothing more 
that could be done for him. 
Neither doctor is accused of 
malpractice, much less murder, 
for deciding not to treat those 
human beings. But that would 
not be the case if the newborn 
weighed two pounds or the old 
man wasn't quite so old or quite 
so sick. 

One parent goes to jail for 
neglecting her son, while another 
parent strives to have a decision 
not to medically treat her son 
upheld by the State Supreme 
Court even though everyone 
concerned knows that the child 
will die if he isn't treated. One 
parent neglected a normal child 
and went to jail, and the other 
parent neglected a Mongoloid 
child and was vindicated by the 
State's highest court. 

Suddenly many families are 
evacuated from their homes 
because there are dangerous 
chemicals which have been per
mitted to seep into their wells 
and soil, and just as suddenly, 
months later, the State hires a 
group of hapdicapped workers 

a society where thirteen and 
fourteen year old children are 
portrayed in our magazines and 
newspapers as sex symbols, 
society where the director of the 
Office of Managements and 
Budget could say, "I don't think 
people are entitled to any ser
vices." 

One can't easily understand a 
society that inflates an already 
bloated defense budget by at
tempting to take free lunches 
awy from children and programs 
away from the handicapped. 
What do you make of a govern
ment that retains tobacco sub
sidies but cuts research support 
for early detection of cancer? 
Ours would seem to be a society 
that is bent on despoiling the 
land, polluting the atmosphere, 
fouling our nests, and turning 
away from those who need us. 

We have forgotten the pur
pose of our Revolution in 1776, 
by definition ,the purpose of any 
revolution, which is to guarantee 
equal rights, equal oppor
tunities, and freedom for the dis
enfranchised, the weak, the old 
and fragile. Today's Armaged
don? It's the battle waged by the 
rich and privileged to rescue the 
worthy poor from the snares of 
the "lunatics" in our midsts who 
have deemed all people worthy. 

There is the apocryphal story 
of the military commander dur
ing the Crusades whose army 
marched from town to town, 
burning everything in sight, kill
ing the men, raping the women, 
torturing little children. Even
tually, his oficers confronted 
him with, "General, you must 
tell us who can be spared and 
who must die, which villages can 
be saved and which must be 
obliterated, who we should tor-

a little more, livea littlemore, or 
permit other people to live a lit
tle better? 

Why did Lincoln Free the 
slaves? Did he haveevidence that 
the community was now 
prepared to accept the slaves as 
free men and women? Did he 
have evidence that slaves 
developed more as free people? 
Did he seek expert advice to 
determine if, by freeing the 
slaves, those "creatures" would 
become smarter, or be happier, 
or stimulate the economy, or 
reduce the-tax burden? Before 
the Emancipation Proclamation, 
did Lincoln try to figure out 
where the good and the bad 
plantations were, how the 
already freed ex-slaves were tar
ing, whether emancipation was a 
good idea on economic or 
educational grounds? No.! Lin
coln had mixed feelings about 
blacks in America. Today, peo
ple with those same feelings 
might be called racist. But for 
whatever other reasons he had, 
Lincoln freed the slaves because 
he became convinced that even 
blacks in this country are en
titled to their freedom. 

Deinstitutionalization is not 
impeded by technical problems, 
or any problems other than 
those connected to our will to 
recreate a society in such a 
fashion that the handicapped 
and the other disenfranchised 
can be free. 

This movement is being dif
fused by failure of the spirit and 
not by an absence of evidence. 
There is no evidence for or 
against mainstreamiong and 
deinstitutionalization. This is a 
moral question we are struggling 
with, and not one which is 
amenable to scientific resolu

the idea of democracy, then why 
can't parents send their normal 
children to orphanages, and why 
can't other parents deny school
ing to their normal children, or 
blood transfusions, or food? Are 
the handicapped immune from 
social policy? That question is 
exactly to the point. Conversely, 
that there are good and bad un
iversities, there's no reason to 
disbelieve that there can be a 
Yale University. 

Learn from History 
But forget the rhetoric, forget 

the studies. But remember your 
history. And, then, if you believe 
that institutions can be good, 
you're not willing to accept the 
lesson from history that its im
possible to decently segregate 
large numbers oí devalued peo
ple who are cared for by 
devalued attendants, all of these 
people seaparated from a society 
that doesn't know what happens 
to them and will learn not to 
care about them. If you can't 
remember that chronic segrega
tion, wherever it is found, in
evitable leads to degredation, 
dehumanization, pain and tor
ment, then the only thing that 
you will have learned from the 
history of this atrocious period 
in our civilization is that you 
simply can't learn anything from 
history. 

What can we learn from 
history? I once had a professor 
who tried to teach us that it's 
hopeless, that we don't learn 
anything from the past. But sup
pose we could? Better, suppose 
we had learned something about 
what we have inflicted on others, 
what might we have learned? We 
might have seen that it isn't en
tirely an accident that the propo
nents of institutionalization are 
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doesn't matter, then no one mat
ters. 

Most of us have figured out 
the paradox of expendability, at 
least sufficiently well so that 
reasonable people deal with 
others as if life is invaluable and 
as if murder is the most heinous 
crime. Consequently, in spite of 
what we say at graduation 
ceremonies and to colleagues 
departing for vacations, or
dinary people think of them
selves as needed and wanted. 

But what about the not so or
dinary? What about the unwan
ted, the unneeded? What about 
those who never havea commen
cement? What about those who 
never take vacations because 
they spend all of their days 
vacationing from life? One needs 
to work to know when he's 
recreating. One has to endure 
the human struggle to appreciate 
the holiday. One has to have a 
sense of accomplishment to 
know the meaning of reward. 

The current administration in 
Washington is instructing the 
American people in the ways to 
differentiate between the truly 
deserving and the many millions 
of bogus handicapped, phony 
needy, and affluent poor. 
There's also something which 
might be said about differentia
tion between the ordinary expen
dable (mortal) human being and 
the exceptional person who is 
surplus, excess baggage, per
manently and irrevocably un
necessary and unwanted, the in
dividual I want to concentrate 
on here. Nevertheless, by doing 
that I also want to remind youx 
that each of us is made to feel ex
pendable. In some final reckon
ing each of us is expendable. 

t People are people. 
Who Is Expendable? 
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to serve as caretakers of those 
homes until they are safe for 
people to once again inhabit 
them. 

It isn't that the Grim Reaper 
is selective, but rather that this 
grim world is extraordinarily 
selective. Somepeople's livesare 
precious while others are 
cheaper than dirt, less valuable 
than the dirt which awaits us all. 

Vexing Times 
The nation is in a certain 

mood. These are vexing times. 
A President is gunned down 

and for what reason? Zealots 
demanding independence for 
their country? Misguided 
patriots espousing this or that 
cause? A lunatic seeking to save 
the world? No! We're told the 
deed was done by a love-sick 
college drop-out who wanted to 
impress a Yale Freshman who 
didn't want to know him. 

A Pope is gunned down by a 
Turk, and at least one analyst 
decided that it was all Israel's 
fault. N 

There's a story behind every 
incident, and one can't unders
tand the story by merely trying 
to understand the facts. There 
are storiesabout women with big 
breasts and others about women 
with small breasts. There are 
stories about people whose 
parents were immigrants, or 
alcoholics, or poor, or rich. One 
man's story is his poison, but to 
another man that same story is 
the antidote. 

The stories of the assassination 
attempts on Ronald Reagan and 
Pope John Paul are incom
prehensible if all you have are 
the facts to go on. Such stories 
are more comprehensible, if no 
less horrifying, if you try to un
derstand them in the context of a 
society that is loosing its values, 
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ture andwho we should set free." 
"Kill them all," said thegeneral, 
"and let God determine which 
are the Catholics." 

There's little that's reasonable 
about the political and social 
climate today. 

The Case for 
Deinstitutionalization 

We've been asked to take 
sides. On what? For what? There 
is a demand for the mainstream-
ing and the deinstitutionaliza
tion of retarded and other 
handicapped people. And des
pite recognition virtually every-' 
where that those are the goals' 
for the future society, there 
are many who claim that institu
tions are appropriate places to
day for profoundly handicapped 
people, that the deinstitutionali
zation movement has pro
ceeded too < quickly to prevent 
mere dumping, that we don't 
have technical resources to 
make mainstreaming and 
deinstitutionalization are not 
technical, that they are in the 
heart and not in the mind, in the 
will and not in the ability, in the 
pocket book and not in the Good 
Book. There are those who have 
claimed that the prepotent issue 
before us isn't treatment but 
freedom! 

What is the evidence to refute 
the argument that certain people 
are expendable? Where is the 
evidence to refute a decision to 
deny a human being his freedom, 
his right to live in an ordinary 
community, his right to travel 
where he wants and to be with 
whom he wants? When is it all 
right to dose a person who 
doesn't want to be treated but 
you want to cure his illness? 
When is it all right to deny him 
his freedom because you think 
incarceration will help him learn 

amcnaoie 10 scienunc resolu
tion. If in some magic way, 
Einstein, Leonardo, and Fermi 
joined in collaboration with Don 
Campbell and Ed Zigler to 
design the crucial experiment to.
satisfy the question: "Whither 
institutions?", the experiment
would fail. There is no scientific 
resolution to a moral delemma.

But if facts could resolve the 
question, the deinstitutionaliza
tion and mainstreaming argu
ment has as much fuel in 
its tanks (or a mite more),
than those who would leave 
well enough alone, leave the 
expendable remain so. For 
those who claim that
deinstitutionalization is little 
more than a slogan, how do they 
explain the thousands of people 
who are unnecessarily in
stitutionalized, not unnecessarily 
institutionalized because the 
zealot liberals say so but because 
federal judges, state com
missioners, even people who are
debating in support of continu
ing institutionalization say so. If 
people are so profoundly retar
ded that they can't benefit from 
any educational programming, 
what is the lesson to be learned 
from the story of Victor, the 
Wild Boy of Aveyron? It can't 
be that only wild boys are 
educable, but that all human be
ings are educable. What are the
lessons to b¿ learned from the 
enthralling story of Helen Keller 
and Anne Sullivan? 

If a community is not 
prepared to accept the profoun
dly handicapped in its midst and 
probably never will be, then are 
we to perpetuate the injustice? If 
that's the idea of democracy,
then the thirteen million people 
who died in the ovens of 
Auschwitz and Buchenwald 
deserved to die there? If that's


nents of institutionalization are 
also the proponents of
euthanasia and mercy-killings. 

I ask again: "Who can kill 
and not be accused of murder?" 

 We might have learned what the
ancient Athenians tried to teach: 
that banishment is a worse 
punishment than death. We
might have learned that 
children, old people, the severely 
disabled, have rights, and those 
rights can't be abrogated by 
parents or whims of a misguided
society.

We might have remembered
that some parents in Nazi Ger
many were given opportunities
to either take their children 
home from the institutions for
mental defectives or come 
quickly to bid them good-bye
before their - trip to eternity.
Where does history teach us that
parents invariably make deci
sions in the best interests of their 
children, when we know for sure
that many German parents 
rushed to those institutions, not 
to rescue their children but to
say good-bye to them?

When will we admit that this
field of ours has suffered with its 
own Viet Nam? As some people 
believe, it may be too late to turn 
back after all of the wrong in
vestments and wrong ideology, 
but knowing about our own ex
pendability — our own mortality 
— dare we not? 

Change the World 
We must change the world!

When I was a boy, that was a no
ble ideal which was part of the 
school curriculum. When I was a
boy, leaving the world a better
place than how one finds it was
expected to be learned as a 

lesson and also as a practice for 

a lifetime. How does one start? 


(Continued on page 9)




THE EXPENDABILITY CRITERION 

continued from page 8) 

With himself. We must work 
toward deinstitutionalizing, 
work toward converting the 
community to a more hospitable 
environment for all people. You 
must work toward that end. I 
must. And our objective should 
not be to make a determination 
whether people can live in a nor
mal environment or not, but to 
so recreate our society that all 
people will live free — even the 
handicapped, even the very old, 
even the "unworthy" poor, 
anyone who is not adjudicated a 
criminal. 

What's the formula for reduc
ing chronic expendability? We 
must permit people to live nor
mal lives if we don't gum up the 
works. The future for expen
dable people is our future, and 
their lives are inseparable from 
ours. So we must ask what kind 
of a society we want for our
selves, not what kind of society 

.we want for the handicapped. 
We must start by changing our
selves, not be enjoining others to 
change. We'll know when we're 
making progress when we seem 
to be holding fewer meetings and 
writing fewer polemics on this 
question. We'll know we have 
^made great progress when it no 
longer becomes necessary to 
debate the issue. 

Remember the Past 
Of course, not all mischief can 

be undone. Those whose feet 
were bound must live crippled in 
spite of the People's Revolution. 
Those who gave their lives, will 
remain dead long after we've ad
mitted that Viet Nam was a mis
take. We can cry over spilled 
blood, but life goeson. But it can 
go on with dignity if we remem
ber the past. 

I want you to remember the 
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you. What follows is a faithful 
reproduction of a portion of 
M a r i o n  R o e  W h i t e ' s  
autoabiography. So many of us 
speak on behalf of expendable 
people. Too many of us speak as 
if we are truly representing those 
people. 

We need more statements 
from the Marion Rose Whites of 
the world and fewer from their 
interpreters. In a way, people 
like her have written virtually all 
of my works, while I have served 
merely as translator. And kow 
how mixed up translators can 
get things. So read this. It's the 
real stuff. 

Marion Rose White's Story 
I was born March 1, 1920, in 

San Francisco. I lived with my 
father and mother until the ageof 
nine years. My father, who 
referreed in the prize fights in 
San Francisco was known to the 
world. His brother was the 
manager of Young Corbett. 
When I was nine years old my 
mother placed me in Sonoma 
State Hospital for the mentally 
retarded, for the doctor had told 
her I was retarded. 

The first day I arrived at the 
hospital, it was on a Monday in 
November. I walked into a large 
brick building with a big glass 
door. I walked up a flight of 
stairs, walked down a dark, long 
hallway, to an office called the 
Main Office. The technician told 
my mother and I to go up the 
stairs and rows ofbedswith white 
spreads and white shams on 
them. The dormitory was large. 
There were more beds than room 
in the dormitory. I could see it to
day. 

The children were in the room 
next to the dormitory. And in the 
room lines and lines of chairs 
of Mongoloid children. They 

to Sonoma where I started my 
life asa resident at Sonoma State 
Hospital. In those days you did 
the 'work. We were taught to 
make beds, undress little 
children, bathe them and put 
them to bed. I helped with the 
children though I could not bathe 
them yet, for I was yet too young. 
We had to get up very early. We 
got up at five o'clock in the morn
ing, got dressed, made our beds, 
polished the floor, and went into 
the day hall to wait for techni
cians to come on at seven. When 
the technicians arrived we all 
lined up and marched downstairs 
to eat our breakfast.The girls sat 
on one side of the dining room 
and the men on the other. In the 
dining room you were not allowed 
to open your mouth or speak a 
word, or you would get scolded. 
Every morning we would have 
prunes and mush. Prunes and 
mush was the menu. It is the 
menu till this day. 

We would get done with 
breakfast and go upstairs. Ús 
older girls would comb the 
younger girls' hair and get them 
ready for school or to go out to 
play. We would line up two by 
two and go on a big porch. We 
would march around that porch 
with our arms folded while 
technicians stood behind us with 
a stick. Anyone dare make a 
move, you would get hit in the 
leg. Things were rough. I shoud 
say they were. 

They would give us cold baths, 
and put pillowcases over our 
heads, and duck us into a cold 
bath of water. For little things, 
they would punish us that way; 
that was their way of teaching us 
good behavior. To some people, 
they gave dope medicine for bad 
behavior. They put me on 
phenobarb one time, but they had 

paper. 
One of the technicians, named 

Nell Brice — I'm not afraid to 
name her; she's dead, and will not 
hurt anybody — she used to beat 
us girls for no reason* at all. One 
day she gave me such a beating 
that I ran away from the ward 
and hid behind the church. I could 
not get anyone to help me against 
that woman and that was my only 
escape, so I ran behind the 
schoolhouse near the church. 
When they caught me they 
brought me back, shaved my hair, 
put a rope on me and marched me 
around the auditorium and 
around the grounds, like a horse. 
My mother was pretty angry 
about my hair and told them 
never to do that again. But you 
know, they don't listen to your 
mother. In those days if your 
mother told on you, you were 
severely punished. 

The Good Things 
Anyhow, there were a lot of 

good things, too, that went on. 
We had a big auditorium called 
Dorson Auditorium where we 
gave many plays. There were 
many gong shows and other kind 
of shows — movies, dances, and 
everything. Dorson Auditorium 
burned down. On July 2, 1980 it 
burned to the ground. We miss it 
very much and I wish some people 
would put some money in to help 
the children get a new 
auditorium. They need their 
auditorium where they could 
dance and laugh and have a good 
timé, for that was their escape 
from the ward, their escape from 
the noise and excitement of the 
yelling and screaming of the 
ward. 

The Bad 
Lux was one of the worst wards 

on the grounds. People would 
dirty themselves. People would 
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rabbit. I was afraid of men, I was 
afraid of everything around me, 
though I out-grew it as I lived 
there. I lived there 19 years with 
Nellie. 

Nellie McCord is one of the 
nicest and most wonderful 
caretakers God put on this earth. 
We all loved Nellie and that is 
where I am going for Christmas. 
I have spent Thanksgiving with 
Lotte, and her family who I met 
at People First. I admire what 
Lotte has done. If my mother had 
loved me like Lotte loved hers, I 
believe I would never have gone 
through the hell and the torture 
of the hospital. 

They Do Not Understand 
People loved me at the hospital 

and I loved the head doctor, 
Butler. I liked him; he was a nice 
man. But he closed his eyes on 
too many things in this world, 
they do not understand what life 
is all about. The mean techni
cians in the years when I was a 
girl, they did not understand how 
to work with the people. They 
thought beating us and being 
rough to us was the thing to do. 
They would tie some of the 
children to a bench — though we 
had to tie some, for they had 
epilepsy so bad they could not 
even walk around the yard 
without getting hurt. 

In those days, though, we had 
children and people who could 
speak for them themselves and 
stand up for themselves. Now 
they have more severely han
dicapped children who cannot 
speak, nor hear, and some of 
themn could never speak for 
themselves. They have to have 
people like me and other people 
to stick up for them. I hope that 
by the grace of God that 1 have 
done right by these people for I 
would never harm a hair on any
AÍ thorn 



past. I want you to remember 
that, while there are some who 
say that there is no evidence to 
indicate that humane environ
ments lead to great develop
ment, they surely lead to human 
environmets. And I want you to 
remember that once upon a time 
we didn't have humane environ
ments, and now we do, and we 
should be thankful. But we must 
remember those past hells, just 
as we must remember the 
Holocaust. We must collect 
stories from the people who lived 
in those inhumane environments 
of long ago. That might be the 
surest way to remember the bit
ter past. That may be the surest 
way to prevent a bitter future. 

A few weeks ago, I received 
an audio tape in the mail from a 
w o m a n  w h o  h a d  b e e n  i n 
stitutionalized more than fifty 
years ago., Marion Rose White, 
now a foster grandparent at 
Sonoma State School, Califor
nia, entered that institution as a 
child. She sent the tape to me 
because, having read Christmas 
in «Purgatory, she thought I 
would be interested in her story. 
She told me that she was angry 
with my book, "I cried bitterly 
at first. I was angry with you for 
writing such á book, for telling 
the world what had happened to 
us. But then I realized that you 
were trying to help us. And so I 
decided to prepare my own 
story, and then I put it on this 
tape for you and others to hear." 

This is a transcript portion of 
that tape. In a telephone conver
sation with Marion Rose White 
a few weeks ago, she told me not 
to delete her name, the names of 
other people, or where she had 
resided all those long years. She 
wants this story out and I 
promised that I would get it to 

of Mongoloid children. They 
were sitting there all together. I 
turned to my mother and asked, 
"Why did a mother put all her 
babies here?" To me it looked 
like a family of unwanted little 
girls. In those days the children 
did not have a toy to play with. 
We had to sit in rockers lined 
around the wall and fold our 
arms. Anyhow, we went in. 

The nurse said to my mother, 
"What isyour little girl's name?" 

My mother did not answer for 
a miiAite and I looked up and I 
said, "My name is Marion 
Rose." 

"I am talking to your mother." 
I says, "I know my name." 
They asked my mother how old 

I was. I told them I was nine 
years old. They got mad at me 
and told me to sit in a chair, and 
them and my mother went into 
the office. 

I was scared to death-and did 
not know what would happen. I 
walked out the door, down the 
dormitory, back down the main 
building stairs, to the main park
ing lot, where our car stood. I got 
into the back of the rumble seat 
and hid way down. My mother 
came out and went home. I guess 
the nurses thought I was in the 
bathroom, for when we got to 
Oakland, I jumped out of the car 
and laughed and ran into, the 
house. My mother took me by the 
hand and took me in to supper 
with her. She was very angry with 
me and told me I was a very bad 
little girl. But shesaid, if I would 
be good and not cry, she would 
take me to Capwells to look at 
the toys. I looked up at my 
mother and said, "We cannot 
have those toys at that school, the 
girls are not playing with toys." 

Life at Sonoma 
The next Monday I came back 

phenobarb one time, but tney naa 
to get me off in a hurry for I was 
seeing things that were not in my 
room or around the ward. They 
took me off.,I got along fine after 
that and learned to work more 
with the children and learned to 
love the work I did. 

Behind Closed Doors 
One time, as a girl, I worked 

on Affinity Cottage with cerebral 
palsied children, for pur 
classrooin was closed. One Sun
day afternoon I came over extra 
early and was playing records. 
We wen{ into the day hall 
because it started to rain. A 
mother brought her little girl 
back to us and put her into my 
lap. One of the new technicians 
came in to me and took the little 
girl and said, "I'll stop her cry
ing." 

I said, "Leave her with me 
please, for she will not cry no 
more." 

But she said, "I do not takeor
ders from thé -residents." (In 
those dáys she said patients.) She 
took her into the bathroom and 
put her in the bathtub full of cold 
water. That evening the little girl 
passed away. 

Things like that went on 
behind closed doors for many 
years. I was a victim of a cold 
bath myself. We were playing 
hospital in the yard one time and 
I did something I shouldn't. The 
technician took me upstairs and 
put a pillowcase over my head 
and gave me a cold bath. We 
were in the bathroom — the fun
niest thing — my mother walked 
into the bathroom and said, "I 
could have you fired if it wasn't 
for Marion Rose." 

"Don't do it," I said, "She 
only did it because she thought 
she was doing what was right and 
what was required of her on 

Uiny UlClllSCITCSi A wpu nvu*it 
not keep their clothes on. We had 
people who did not care to be 
talked to. They would sit in a cor
ner by themselves, next to the 
wall, and you could not get 
through to them. We had people 
who would not walk or talk, who 
were treated very badly. I know 
some of the children were left to 
die in cribs. But in my day there 
was nothing else they could do. 

So Many Need Help 
Today they.have all the 

modern science and modern 
things to work with. Yet, we do 
not have decent teachers. 

There are so many children 
now, so many different little 
children, that need help. There 
are very smart cerebral palsied 
little boys. I believe they could 
benefit in an outside school if 
they had an outside home to live 
in. I look at those three little 
brothers and wonder why in the 
world they are not in school in 
San Rafael, but there are not 
enough care homes to go around 
for these children. 

I have known many of the men 
and women residents of the 
hospital for many years. There is 
a girlon Wright Cottage who has 
one leg, who should never in her 
life have been put into that 
hospital. She was there from the 
age of eighteen until 84. Her 
girlfriend, who has epilepsy is 
another one who should have 
never been put into that hospital. 
Oh, I could n&me them down the 
line.But, they stay.They will not 
be happy in a care home. You 
cannot take a person in their late 
60's, 70's, or 80's and place them 
in home care. It is very scary. 

The Feeling Outside 
At my age, when I first went 

out of the hospital, it was scary. I 
walked into a home scared like a 

of them. 
A Flood of Memories 

In your book, Christmas in 
Purgatory, I looked at those pic
tures and thought to myself, 
"Were there really such torture 
chambers?" 

When I saw the people locked 
in their cells, I knew what it 
meant. In Lux they had a big 
black girl — oh, that I will 
always remember! When they 
punished us they would put us in 
the ward with her the first day we 
were punished and let her beat 
the hell out of us. She had great 
big feet — I could see her feet till 
the day I die — and she would 
step on us or hit us. When they 
put me into the cell with her, she 
knew I played records. 

She said to me, "You play the 
records for me tomorrow when 
you get out of my room?" 

"Yes, I will," I said to her. 
She hit me but not hard. I 

made a scream so they thought 
she gave me a good one.The next 
day I took the records down into 
the corridor and played for her. 

The technicians never did know 
what we pulled. But we pulled a 
hot one that day or I would have 
been crippled or dead, for many a 
girl met her death by her.Heaven 
only knows what happened to 
her. Whatever did, I hope it's for 
the best. I feel sorry for her for 
she was made the beater for 
the institution. If they would let 
her beat us up, the technicians 
could not be blamed for what 
happened. That was one of the 
big cover-ups at Lux Cottage. 

Another one was that they 
would take the girls out into the 
big corridor on the cement blocks 
and hose them down when they 

(Continued on page 10) 
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were full of shit. They would get 
it so caked onto them there was 
nothing else to do and they had to 
hose them down. It probably 
hurt. I know it hurt when it hit me 
when I was trying to get one of 
the kids up off the floor. The 
technicians down there, some of 
them were real witches. 

Oh, I pray to God that some-
day no matter what happened, 
there will be better homes for 
some of these children in other 
places. Some of them were 
locked in back wards into cells, 
as I told you about that black 
girl. Some had shock treatment 
as a lot of people know. It was a 
very bad thing in those days; it 
blew many a brain. Some were 
tied to poles and given a whipping 
many times a day with a switch 
or a counter brush. 

I remember one time when we 
were very young children. I was 
so full I didn't want to eat my ap-
pie in the dining room so I 
brought it upstairs. Well, we 
were taken over a small chair and 
given "one, two, three, ap-
plesauce" with a counter brush, 
My butt hurt for two days. I 
guess that's the way life is 
anyway, you get in trouble for 
everything

They used to sit uson the toilet 
and give us a great big round 
mush bowl full of epsom salts, 
and we'd have to eat the epsom 
salts for punishment. Well, it was 
the worst thing to eat in your life, 
if you ever ate it Don't try it, it 
ain't that good. Well, one time 
A l  a  A l  a _ s i _ x  

Detailed information about 
the needs of people who are 
developmentally disabled is 
necessary for the effective plann-
ing, development and evaluation 
of residential services. 

One of a series of studies con-
ducted by the University of Min-
nesota's DD Project on Residen-
tial Services and Community 
Adjustment (funded by the Ad-
ministration on Developmental 
Disabilities) included assessment 
of 2271 people with mental 
retardation in a national smaple 
of 236 residential facilities, 
Demographic, behavioral, 
physical and health charac-
teristics of these people was ob-

; 

wj,atCTer ¡t showed me I can't 
answer you because it's'a funny 
thine I don't know.' 

L¡fe Today 
And so many things happend in 

my life too I've met a lot of nice 
peop|e back at the hospital 

'work- as a fogter 

Erandparent in the hospital and 
* a teacher in the classroom with 
th<¡ chUdren i cannot be a 
teacher yet until I can find a wav 
tQ t * dip|oma so that j ca„ 
pass the examination and become 
£ teacher at the hospital I hope 
to do it some day before I die I 
wouid like to be able to work un-
t¡, i ^ 73 years oW then ret¡re 

and j retired fr0'm the job I 
i0Ved the most 

j am on the peopje First Com_ 
m¡ttee Droeram because one of 

® ' 

tained between September 1978 
and April 1979. 

During the past 13 years, the 
number of people with develop-
mental disabilities in state in-
stitutions has declined by about 
30% since it peaked at 194,650 
residents in 1967. Earlier studies 
conducted by the University's 
DD Project have shown that the 
numbers of community residen-
tial programs have increased ex-
penentially during the 1970s, 
More than 65,000 people who 
are mentally retarlded were be-
ing served in community 
facilities and foster homes by the 
end of the 1970s. 

Past studies have shown that 
many of those who reside in 
state-operated institutions have 
physical disabilities and severely 
limited mental abilities. Health 
related problems and behavior 
disorders have also been 
associated more closely with in-
stitutions than with community 
facilities. Mortality rates repor-
tec* 'n several studies of institu-
tions are far ábove those of the 
general population. 

Both first admissions and 
readmissions to institutions have 
suggested that community
residential facilities may be un-
able t 0  c oPe with certain 
behavioral problems and 
physical and mental limitations, 

The PurP°se of this study was 
to present data about the health, 
physical and behavioral charac-
teristics, and maladaptive
i .  _ l  —  1 —  — ' i t - j  — 1  

dressed, fed and otherwise direc-
tly physically assisted in all daily 
activities, while 41% of PRF 
residents required a similar level 
of care. (What is not known, 
however, is the relationship of 
need to the level of staff inter-
vention. It is sometimes easier 
for staff to dress and otherwise 
care for people with severe dis-
abilities than to instruct in self-
help. We suspect that the path of 
least resistance is followed more 
frequently in PRFs than in 
CRFs.) 

PRF readmissions, most of 
whom had presumably failed to 
succeed in various community 
placements, demonstrated basic 
ability levels that closely 
matched those of residents who 
remained in CRFs. The 
prevalence of maladaptive 
behavior was found to be much 
higher among PRF readmissions 
than among CRF residents, 
however. 

The study suggests that CRFs 
can manage the same maladap-
tive behaviors that PRFs can, 
although at present problem 
behaviors are exhibited by a 
smaller proportion ofCRFresi-
dents. f , j

A great variety of maladap-
tive behaviors were reported, 
"Including many that the 
general public would consider 
quite unusual," says the report, 
Only one behavior was reported 
among PRF residents that was 
not also reporteld among CRF 

. . .  i t t A m n t i n n  t n  
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staff reported that 30% of their 
residents exhibited at least one 
of the four major categories of 

' maladaptive behavior studied, 
half of these behaviors never re
quired more than a verbal 
response from staff and never 
occurred more than once daily. 
If such behaviors were excluded, 
only 18.8%. of CRF residents 
would be considered to have 
behavior management problems 
within the four major categories 
(self-injurious behavior, in
jurious to others, damaging 
property, and unusual or disrup
tive behavior). Under the same 
criteria, 36% of all PRF resi
dents, 42% of PRF new admis
sions, and 44.5% of PRF 
realdmissions would be Con
sidered to exhibit behavior 
management problems, 

Facility staff felt that for less 
than half of the CRF residents 
who were reported to have 
behavior problems did such 
behavior affect the individual's 
ability or opportunity for more 

 community interaction. 
Hill and Bruininks note that 

there is a wide range in the 
degree to which CRFs seem to 
Je. PreP^d to cope with 
behavior problems. In many of 
the CRFs studied, residents with 
a multitude of severe behavior 
problems were accommodatedl 
and extensive effort was made to 
modify such behavior. In other 
facilities, residents whose only 
maladaptive behavior ws being
" s e n e r a l l v  u n c o o D e r a t i v e "  o r  



ain't that gooü. weii, onetime 
they put five of us on the toilet 
and gave usepsom saltsbecause I 
said I didn't want to bathe this 
one girl because she was too hard 
to get in and out of the tub. She 
was twice my size, and I was a 
pretty big woman at that time. 
We said, "Let's dump it in. Let's 
dump it in!" The toilet would 
fiush every few minutes, so we 
timed just about the time that 
toilet would flush and we dumped 
all the epsom salts in. When the 
technician came, she thought we to 
ate them. Well, she wondered 
why some of us didn't have a b.m. 
right away. Oh, I tell you, some 
of the things we went through you 
would never believe! You'd never 
believe it. And I'm telling you, I 
don't believe it yet. 

Another time we had a Hallo-
ween party. The technician told 
me to go in the room and bring 
out the popcorn table. I couldn't 
carry the popcorn table by myself 
and her son was in there, so I said 
to him, "Would you help me 
carry the table out, please?" And, 
you know, she deliberately slap--
ped that boy's face, and slapped 
my face so hard that my nose 
bled? She was the meanest 
woman alive. They said she died 
of cancer so maybe that was what 
was eating her and made her so 
ornery. I don't know. I hope it 
was. I hope it could be. 

Oh, so many crazy things! I 
used to have a picture of Bing 
Crosby that stood on a little 
radio Up on top of a mantle piece. 
I was straightening a row of 
chairs in the room. We were 
getting all ready for a party and I 
was decorating, putting up '
pumpkins and everything. In she 
walks, she slapped me across the 
face and broke my glasses, took 
B i n g  C r o s b y ' s  p i c t u r e  o f f  t h e  
mande piece, hit me over the head 
with it, and broke it in a million 
pieces. It's a wonder I wasn't 
dead-

But, you know, maybe that's 
•. y..11 wai ̂  

mittee program, because one 01 
the cerPhral nalsied hnvs has 

_ t í It br' ks mv 
heart when I sit out meetings to 
^now it is the same group of men 
and women that were my children 
¡„ the classroom. It is a wonder-
juj ^ when ^ t up a- 
meetjn„ though some of them 
can hardly speak and speak un 
for what their rights are-to see 
the smile of their face and the ioy 
¡n the¡r heart when th 

have our rights." It is¿beautiful 
me and I am very happy to 

jinow ¡t. 
I know I sound like a funny 

person to y0U? but my feelingsare 
v deep. Deeper than a lot of 
others'because I walked in their 
shoes. 

glatt concedes 
what does it all mean9 As 

human beings, all people are 
valuable. I've worked 

hard to teach myself that lesson 
It>s e to say easy to 
mernor:7e hut a difficult lesson 
to learn so well that we actually
\earn ^ 

peopie are people A11 are 

eqUaiiy vaiuabie as people. How 
do saye the worj<j? First 
save y0urseif jjow ¿0 yol¡ 
change the world? First, change 
y0urseif. How do you make your 
peace w¡th the world? Be your-
se|f 

Be yourself, and let others be 
themselves. Then, no one will be 
expan(ja.ble. Not even you. Ever, 
Under any circumstances. 
That's the definition of a good 
an(j decent society. 

* #- • * 
Burton Blatt, Dean of the 

School of Education at Syracuse 
University needs little introduc-
tjQn j^e 'js a ren0wn writer 

Speaker) worker in the field of 
m e n t a l  r e t a r d a t i o n .  

This article was written from 
a speech preSented to a 
NAPRFMR/Division on 
Private Residential Facilities 
cosponsored session at the 
AAMD Annual Conference in 

" 
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behavior of people with develop-
mental disabilities who live in 
Public institutions and com-
munity residential facilities. No 
previous study has provided such 
a comprehensive description of 
resident characteristics on a 
national scale. 

Populaton Studied 
The sample studied included 

^ current residents of com-
munity facilities, 953 current 
residents of public institutions, 
^11 peple newly admitted to 
public institutions, and 192 in-
dividuals readmitted to public 
facilities, after a previous release 
t0 community. Residents of 
236 facilities were examined. 

Study Results 
The study shows that residents 

Public residential facilities 
(pRFs) are generally more 
limited in ability than those in 
community residential facilities 
(CRFs), and are more likely to 
have additional handicaps and 
behavior problems.

Chronic health problems of 
PRF residents, however, were 
reported to be no more prevalent 
than health problems among 
CRF residents. 

comparing CRFs with 
those studied by O'Connor in 
1974, it is evident that there are 
now many more severely retar-
ded individuals living in thecom-
munity, and that their relative 
proportion is increasing. Since 
O'Connor's study, the propor-
tions of CRF residents with 
epilepsy, cerebral palsy, visual 
or hearing handicaps has also in-
Cfeased dramatically, the 
proportion doubling over that 
Period. Correspondingly, the 
proportion of mildly handicap-
Pe<1 individuals in state operated 
f a c i l i t i e s  h a s  d e c r e a s e d  i n  r e c e n t  
years-

The DD Project found that 
CRFs as well as PRFs are serv-
'n8 residents at all levels of in-
dependence, although in dif-
ferent proportions. Fiftenn per-
rrnt of rRF "'""'iTTlts 

residents — attempung 10 sci 
fires. Even for this population 
the incidence was so low that 
researchers hesitate to draw con-
elusions from the sample 
studied. Only three PRF 
readmissions were identified as 
having exhibited this behavior. 

Specific behaviors were 
studied, and the frequency at 
which various acts were perfor-
med was recorded. The report 
indicates that generally, CRF 
residents who exhibited a ceriain 
behavior performed it just as fre-
quently as did PRF residents. 

It was hypothesized that staff 
response could be a measure of 
the seriousness of the problem
caused by a particular behavior, 
Five levels of staff response were 
identified and recorded. It was 
found that on the average, CRF 
staff responded to maladaptive 
behavior among residents at the 
same level that PRF staff 
responded to similar behaviors 
among their residents. 

Consideration was also given 
to the fact that different staff 
might have different expecta-
tions or might tolerate certain 
behaviors differently. It was 
possible, for example, that PRF 
staff might "put up with more" 
than might CRF staff. Analyses
indicate that for specific types of 
behavior there were no 
sttistically significant differences 
between the average level of 
response of CRF and PRF staff, 

Hill and Bruininks conclude 
that, "It seems evident that by 
maintaining adequate staff to 
resident ratios and by using ade-
quate behavior management 
practices, at least some CRFs 
manage the same maladaptive 

. behaviors that are evidenced by 
P R F  r e s i d e n t s . "  

In elaborating on their study 
of maladaptive behavior, Hill 
and Bruininks point out that in 
the non-handicapped popula-
tion, many maladaptive 
behaviors are accepted, ignored 
or tolerated. Although CRF 

e— * 
screaming "once a week or so" 
were reported to be in danger of 
demission. An individual's 
prospects for remaining in the 
community are thus dependent 
uP°n the characteristics of the 
facility in which he or she lives, 

Health problems are frequen
tly cited as reasons for in-
stitutionalization. The DD Pro
ject found little or no difference 
between the residents of PRFs 
and CRFs as to chronic health 
problems or health maintenance 

. that required medical care, 
The relative frequency of il

lnesses among all resident 
groups suggested the desirability
of future research on the preven
tion of temporary illnesses in 
residential facilities, 

Accidents and injuries which 
required a doctor's attention oc
curred three times more frequen
tly in PRFs than in CRFs used 
in the study. A question was 
raised as to the pain and perma
nent harm caused to residents, as 
well as costs associated with 
medical care and hospitalization 
of those injured, 

Implications of the Findings 
Information about people who 

need residential services must be 
put to use and incentives 
developed to encourage the 
provision of additional com-
munity residential services, 

As Hill and Bruininks point 
out in the Project report, "The 
availability of appropriate com
munity residential facilities, 
which are especially in undersup
ply for severely and profoundly 
retarded people, often dictates 
placement in a PRF as the only
altematiave." They go on to say, 
"It is, perhaps, surprising that 
d e i n s t i t u t i o n a l i z a t i o n  h a s  
progressed as far as it has, given 
the fact that the development of 
community residential facilities 
has relied more upon the spon
taneity, good intentions, and en
trepreneurial motivations of 

(Continued on page 11) 


