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Dear Friends:

A deeply wmoving experience in life does not come often. Having had
one as a result of my '"live-in'" at Pennhurst Center, I wanted to share
that experience with vou.

I welcome any comments, criticisms, and thoughts from you. Please feel
free to share this with any of your friends if vou feel it is appropriate.
My only request is that it be shared in its entiretv.

Sincerely,

AL

Lou Chapman

enclosure

cc: Phil Roos
Fred Krause
Bernie Posner
Bob Perske
Wolf Wolfensberger
Rosemary and Gunner Dybwad
Bill West
Carla 'organ
Gaorge Xopchick
Pennhurst Board of Trustees
Pennhurst Human Rights Committee



LIVING AT PENNHURST CENTER: OBSERVATIONS AND FEELINGS *

by Lou Chapman

Preface

The following account is the result of an invitation issued by Dr.
James Hirst, Director of Psvchological Services and Chief Advocate of
Human Rights, on b»ehalf of Pennhurst Center, to parents and friends of
individuals residing at .the instituticn to "live-in" on a ward. The
purpose was to gain a better appreciation for the life-style of the
residents.

Pennhurst Center, an institution housing about 1,000 people labeled
mentally retarded, has been the subject of controversy over the years.
In May, 1974, a group of residents filed suit against Pennhurst charging
that thev were forced to live in inhumane and dangerous condirions.
Almost four years of legal proceedings resulted in Federal Judge Ravmond
Broderick's Order that community programs be provided for all Pennhurst
rasidents to replace care within the instituticon., The decision was
immediately appealed by the County and Commonwealth. Cn December 13,
1979, rhe Third Circuit Court of Appeals, while not requiring Pennhurst's
closing, did uphold the right of pecple to live in the least rastrictive

environment with centinued emphasis on community placement,

* My two day "live-in" experience at Pennhurst Centzr wae in
October of 1979,
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I velunteered to participate in the live-in. Although I spend a
good bit of time "on grounds' as a member of the Pennhurst Human Rights
Committee, I was councerned about my ability to understand what the
people who live there really experience. Having been in administrative
positions in the past (primarily in the ARC movement), I am acutely
aware of how.quickly one loses contact with those cone is trying to
represent. The "distance'" (not necessarily physical distance, but
rather the distance that derives from lack of understanding) separating
the pecople making the decisions from those whose lives are affected by
the decisions, very often is enormous. It is important, I feel, for all
of us who are in the field of human services to be conscious of this
"distance" and to make attempts, wherever possible, to increase our
level of understanding. My live-in did help lessen the distance, and I
began to have a much deeper appreciation for the people who live at
Pennhurst,

The majority of my comments, L believe, reflect_the institutional
setting: whether it's a Pennhurst, whether it's a mental health facility,
or whether it's a nursing home; wherever large numbers of pecple are
gathered together who are devalued by societv, wherever people are seen

& 4
as ""a group" rather than as unique individuals. I believe the system
fosters the situations and attitudes that produce the Ykinds of feelings I
had while I was there. This happens even with gocd staff who have good
intentions, as have many of the staff at Pennhursc.

It's awfullv easvy -— T realize this in mvself -— to point to someone
and sav, "It's his fault," or "It's her fault,”" when it's really all our

faults. It's all of us collectively as part of sccietv who have fostered
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"the svstem" and the attitudes. We may not have contributed directly to
the iscolation and devaluation of people with mental retardation, but we
may have in some way isolated and devalued some other group of people.
{"Polacks don't knoﬁ anything.” ™I don't want mv mother living with

us —— she's too old, she'll cramp our life style.” '"Do you know that
black people bought that house down the street? There go our property
values.")

Prior to going in, I thought, '"Well, 48 hours isn't very long. I
won't go in with any set of expectations, because I doubt if I'1l1 pet
much cut of it in only 48 hours." 1 was surprised to discover some of
the feelings I did have in that very short peried of time. Those feelings

had a profound effect on me.
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Observations

My home for 48 hours was Quaker Hall II, with fourteemn women
classified as severely and profoundly retarded. I tried to live there
as a resident, not to meonitor the situation, but to experience it in a
feeling and sensory way. Obviocusly, I could not accomﬁlish that completely
gsince people knew I was on the Human Rights Commititee. However, I did
make an effort to integrate myself into the group of women who live
there. I aﬁe with them; I slept with them; and I did not leave the
ward for 48. hours.

It was obvious that certain efforts had beenrn made anticivating my
arrival on the ward, ana 1 think that's human nature. Probably most of
us would do the same in similar situations. When [ first went on the
ward, it struck me that ten of the women were wearing brand new white
sneakers. They were glaring like flashlights. A staff person remarked
that perhaps I ought to spend time on every ward so¢ that everybody would
get new suneakers.

The staffing ratic was increased during the time I was there,
Although two pecple per shift is the normal complement, they made an
effort to have at least three people per shift during my stay, pulling
staff in from other wards in order to do that.

The women were dressed in their own clothes while [ was there. I
question whether this is done consistently. On the builetin beard was a

memo that instructed staff te make sure the residents were dressed in
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their own clothes whenever there were to be parents or people from
community programs on the ward. I found it interesting that special
efforts are made at special times.

One of the first things that impressed me was the behavior of thesg
women. 1t reminded me of the behavior of individuals we call autistic,
who have withdrawn from other people. They also had a good many kinds
of institutional behaviors with which we are all familiar -- pacing,
repetitive hand motions, rocking.

I think this behavior is an attempt to shot out the environment,

. The noise level on the ward was overpowering -— the television set was

going 24 hours a day, literally, and at certain times the sterec was
;ompeting with the television. The noise level from that kind of stim-
ulaticn, and the noise level from the pecple themselves (the first night
I was there, one woman spent most of the night screaming), is such that
to survive in that kind of atmosphere you feel this need to withdraw --
to get away from the neise. Since one is unable to leave the ward,
there is no place to withdraw except into oneself.

The women all knew their own names, but it was extraordinary to me
that they didn't know anybody else's name. Some of them have been
living together for years but onlvy one woman knew two or three of the
other's names. Perhaps this, too, is part of the withdrawal process.

The first time I went into the bathroom I was startled to loox into
the "mirrors.”" Thev're not glass mirrors; they're metal of some sor:.
You look in and your entire face is distorted. It was such a shock to
me to Look inte this piece of metal and see myself! v face was all
scrunched up. I thought, maybe that's reallv how some of these ladies
parceive themselves. I was told that metal is used because they would
break glass mirrors. Interestingly, there wasg a mirror, a real mirror,
out ia the hall. Nobody bothered it, so I doubt thev would destrov

mirrors in other places.



The women all had the same haircut -- a bowl-cut with bangs. The
clothing while supposedly their‘own, was ill-fitting and in many cases
inappropriate. Manvy of the women were in mini-skirts, and some shuffled
around with their underpants falling downm.

The only objects available for our entertainment in the dayroom ware
children's stuffed animals, push toys, balls, coloring books, and some
women's magazines. The people who live there range in age from 25 te 55.
Not surprisingly, some of the staff treated the women like little children,
referring to them as "my girls," "How's my little Gerrv today?” or the "M.R.'s."

These observations force me to ask: How would we feel about ourseives
if we lived in that environment, where mirrors distort our ?aces, where as
adults we aré given toys, and where we all have the same haircut? I had

some pretty strong feelings about myself, even over g short period of

time -- and they were not positive.
% * % * *
I think we all are conscious of relationship continuitv -- of building

and maintaining relationships. Relatidnships are so important to all of us.
I kept track of the number of staff people that those ladies and I.had to
interact with during the 48 hours I was there and found there were 27 different
people who came in and out of our lives. The faces change constantly due to
staff illness, vacations, and shortages. There are scme whe remain the same,
but you see those people for wverv short pericds of time.

Again, I have to ask how in the world would anv of ug develep relation-~
ships under that kind of situation where people drift iIn and cut so quicklv?

* * # * b3



The staff was most sensitive to my privacy. They said, '"Now, when
you want to take a shower, you be sure and tell the staff." So the
staff cleared cut when I wanted to take a shower. I was asked if I
wanted a privacy séreen around my bed. (I didn't.} But I saw a very different
attitude towards the people who live there. 1In fact, on the second
shift, there were three men doing all the toileting and showering of the
women. I had trouble just physically being there during this process =-- see-
ing these men with their hands all over the weomen, during the showering
and toweling. To me, it was terribly dehumanizing.

(I had a very interesting experience after I had related these
observations te the Pennhurst Board of.Trustees. The charge aide for
that ward came up to me and said, "Do you know I never thought about it
until you asked how we would feel being showered and toileted by a group
of men we really didn't know. I wouldn't like it a bit, but I never had

thought about it before. Thank you for sa?ing it." Again, T believe the svstem

fosters these attitudes. New staff come into the system where this is

accepted behavior. No one questions it. Obviously, it's sanctioned by

the administration. You tend to think, "Well, I guess it's okay. They're

only people with mental retardation, so it's all right in this situation.’)
What do these attitudes say about the dignity or the people who

live there? Was I perceived as being mare human than these weomen are?

How would we feel about ourselves i those with whom we interact treatced

us that way?

Efforts clearly have been made to increase programming. However, T
discovered that there seems to be a policy to conduct programming with

zroups of people, not on an individual basis. I was appalled at the way



the group programming was done. [t was totally and completely inadequate.
There was one staff person trying to work with six women, and with the turmoil
and the stimulation from the whole eavironment there was no way effective
programming could be accomplished, as far as I could see. At one point, the
aide said to one.person in the group, "Put the square in the hole." The
resident then threw the block at the person across the table; meanwhile, her
neighbor grabbed the becard, while the women across the table screamed.

It was chaotic.

The level of expertise of the staff deing the progfamming was disturbing
also. Obviously, they hadn't received the kind of training they should have
to deliver the programming the women need.l In addition, one must question
how meaningfﬁl the programming is in relation to the actual situation.
Learning to pur a square block in a square hole as an end unto itself bears
little relationghip to the day-to-day existence of the women who live on
that ward.

The psychologist for the ward has, on his own, said, "I am zeing to
work with some of these women on an individual basis irrespective of the
policy.”" He's making soﬁe strides., For example, he's been able to increase
one woman's attention span from two minutes to three minutes.

It's obvious to me that while these ladies are labeled severely and
profoundly retarded, they've got a lot of potential if the anvironment were

different, if they were given individual one-on-one preogramming, and if the

staff were properly trained. I know they could progress bevond where thevy

are right now. &s things stand today, they do not have much chance of

doing that. VT
2 Y

There are encrmous amounts of time when nothing is done. The high

of the davy 1s when somecne smears herself with feces; she then gets a one-on-one

shower with talcum powder added for goed measure and returns to doing nothing.

(One ladv has forced "the system" to resocnd to her. She smesars nerself up
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to three and four times a day -- she's a master at getting individual
attention.) While some of these women have not given up inventing ways for
attention, many others show complete resignation. In the course of the
day and evening, where these huge gaps of time existed and nothing
happened, we all just sat around in the dayroom staring at each other -—
hardly stimulating. The feeling I had was of absolute lethargy. I could
gee this feeling transmitted toc the staff, as well. The lack of stimulation
was so great that it became an effort to get off the chair and move.

Again, I must ask how would we learn and develcp as individuals under

these conditions?

During this time I had no contact with anvbody outside of Pennhurst.
I had no calls., I had no visitors. In spite of the fact that I knew I was
leaving Wednesday afternoom, I felt totally and completely isolated_and
abandoned. I knew my friends were out there, and I knew I was leaving; yet in
this short period of time I thought nobody cared about me. It's difficult
to tell the time of day. It's difficult to tell the weather. It's difficult
to focus Eeyond the heavy mesh window scrEeﬁs. You are so totally isolated
from the outside world that you feel there 1s no cutside world -- that the
sum total of existence ig contained in this room.

Wednesday morning was a dark dismal day -~ generally depressing. In
the middle of the morning with nc programming in progress, I found mvself
in front of the window . . . actually pacing. (Unlike General MacArthur [ dc
not pace ordinarily.) I had to suddenly stop mvself when 1 realized what I
was doing. It became so apparent o me why sc manv people have institutional

behaviors. My God -- any of us would have them if we spent very much time

there. I'm absolutely convinced of it.
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Over the years, we have spent hundreds of thousands of dollars in
developing evaluation tools, and I certainly support appropriate evaluation
tools. However, I think that all of us have a very easy way of evaluating
any kind of living situation for anybody. That is simply to ask, 'Would
I want to live there?”" 1f the answer is no, then why in the world do we
in any way support another human being living there?

John Vanier, founder of the L'Arche movement, whom I had the great
fortune of meeting a year and a half ago in Vienna, talks very deeply and
profoundly about the sensitivity of handicapped people:

A mentally retarded person can lead a deeply sensitive

life, a life of the heart, which tends to draw him into

close relationships with other perscns and by which he

can be protected, gulded, and encouraged along the path

of human and spiritual progress. The mentally retarded

persont . . . is essentially a person of heart and of

deep sensitivity.*
He also talks about the "wounds' that handicapped people have had inflicted
upon them in many subtle ways by all of us —— being seen as a set of

"problems'"; being called "kids,” "my boys and girls," or by cne's last name
only: being talked about as though you weren't there; being reiected.

People whao live in institutions receive wounds , daily.

o

*Mv Brother, My Sister; bv Sue Mosteller




