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“Such thinking ignores the existence of the routine hum
iliations, 

and regular incidents of abuse and neglect w
hich continue to occur 

behind the closed doors and high fences of institutions.”
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by Bob Lee

Bob Lee lives and w
orks on the Sunshine Coast. In this article, he draw

s on his 
extensive experience in the lives of people w

ith disabilities as a service w
orker 

originally and as the Coordinator for the local Citizen Advocacy Program
 in m

ore 
recent tim

es.

This article w
as originally published in CRU

cial Tim
es, M

arch 2008, Issue 40. 
Com

m
unity Resource U

nit: Brisbane.

M
any years ago I w

as visiting a friend in 
the sm

all room
 (m

ore of a cubicle really) he 
occupied in a nursing hom

e. It w
as quite a 

m
om

entous day. It w
as the last day he w

as to 
spend in the institution he had endured for 
m

uch of his life. W
e w

ere quietly talking about 
all the things he w

ould soon be able to do 
w

hich w
ere not now

 possible. N
ot very radical 

really, not even irresponsible! Just som
e of the 

things you can do in your ow
n hom

e. Things 

like ... sleeping in on the w
eekend, staying up 

late at night, eating betw
een m

eals, having 
a friend over for co!ee or a m

eal, having a 
garden, and m

aybe even having a pet cat.

Just as w
e w

ere getting a little m
ore 

am
bitious w

ith the expectations, som
e new

 
faces appeared at the door. It w

as a group 
of concerned looking people arriving to say 
farew

ell... w
ell not really. W

e all knew
 that 

it w
as a last ditch e!ort to talk him

 out of 

m
oving. The leader of the group shu"

ed in 
as I shu"

ed out to m
ake room

. She loudly 
exclaim

ed about the ‘lovely’ room
 and said the 

fatal w
ords ... “I don’t know

 w
hy you w

ant to 

leave here. I’d be happy to live in a room
 like 

this!”

I w
ill never forget the next few

 m
om

ents. H
e 

w
as alw

ays so quick to spell out his w
ords on 

his com
m

unication board. This tim
e how

ever 
he took his tim

e, taking great care to ensure 
that his response w

as clearly understood. 
“G

O
O

D
 ... YO

U
 CAN

 H
AVE IT ... I’M
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VIN
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!”

D
uring the rather 

strained silence 
w

hich follow
ed 

this exchange, 
I re#ected yet again on the tension w

hich 
alw

ays seem
s to exist betw

een tw
o genuine 

concerns involving people w
ith a disability. 

O
n one hand there are those w

hose prim
ary 

concern is for the safety and security of 
vulnerable people, and on the other there 
are those w

ho are struggling to assert their 
legitim

ate rights to have a regular life as part 
of their com

m
unity. This tension is perhaps 

m
ost obvious in the continuing passionate 

discussions about w
here and how

 people w
ith 

a disability should 
live.

Like m
any others 

w
ho w

ere living in institutions because there 
w

ere sim
ply no other options, m

y friend 
m

oved out and m
ade a hom

e for him
self 

w
ith the support of fam

ily, friends, and new
ly 

em
ployed paid w

orkers. H
e, like those w

ho 
had gone before, found that far from

 being 
hostile and dangerous, the ‘com

m
unity’ w

as 
in fact w

elcom
ing, accepting and determ

ined 
that people 
w

ith disability 
should have 
a fair go in 
life. H

e found 
that his 
neighbours, 
local shopkeepers and others he m

et in his 
new

 neighbourhood w
ere quite w

illing to 
o!er advice and assistance w

ithout having 
to be paid, and to his great delight he found 
som

eone w
ho shared his love of gardening.

Like others he found that relationships w
ith 

those w
ho w

ere paid to support him
 w

ere very 
di!erent from

 his tim
e w

ith w
orkers in the 

institution. H
e found that w

ithout a sta! room
 

to go to, his support w
orkers w

ould have their 
co!ee break w

ith him
. H

e found that loyalty, 
accountability and respect w

ere re-oriented 
to him

 rather than to the em
ploying agency. 

H
e shared the experiences of so m

any others 
and found that genuine reciprocal friendships 
developed w

hich m
ore often than not, w

ent 
far beyond the w

ork role, and endured long 
after the w

orking relationship had ceased. 
Som

e people 
w

ith a 
disability w

ho 
em

ployed 
students 
as support 
w

orkers now
 

have lifelong 
friends w

ho 
are doctors, law

yers, journalists, m
overs and 

shakers. In other w
ords ... friends in high 

places.

Perhaps m
ost w

elcom
e of all w

as the 
unexpected sense of safety and security he 

cam
e to enjoy. H

e had anticipated, because 
he had been relentlessly w

arned, that the cost 
of gaining som

e independence, autonom
y 

and privacy w
as that he w

ould no longer 

be protected by the w
alls and rules of 

institutional life. To his surprise how
ever, he 

felt safer than he had since he had left the 
fam

ily hom
e years ago, and certainly safer than 

he had ever felt w
hile living in the institution.

Those w
ho are planning for the future are 

often convinced that a choice betw
een group 

hom
e or living in a real hom

e m
eans choosing 

either the safety, security and supervision of 
an institutional m

odel, or the risk taking and 
unknow

n dangers of ordinary com
m

unity 
living. M

any of those w
ho live or have once 

lived in institutional places w
ill rem

em
ber 

their ow
n experiences and react w

ith laughter, 
sorrow

, or abiding anger at this deeply #aw
ed 

thinking. Such thinking ignores the existence 
of the routine hum

iliations, and regular 
incidents of abuse and neglect w

hich continue 

to occur behind the closed doors and high 
fences of institutions.

N
othing has m

oved m
e so m

uch as seeing the 
unrestrained, inconsolable grief of a m

an w
ho 

asked m
e w

hat it w
as that he did w

rong, to 

“I don’t know
 w

hy you w
ant to leave here. I’d be happy to live 

in a room
 like this!”

“N
othing has m

oved m
e so m

uch as seeing the unrestrained, 
inconsolable grief of a m

an w
ho asked m

e w
hat it w

as that he did 
w

rong, to be m
oved to an institution six hundred m

iles aw
ay from

 
his fam

ily hom
e w

here he had lived as part of a loving fam
ily for 

forty years.”
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be m
oved to an institution six hundred m

iles 
aw

ay from
 his fam

ily hom
e w

here he had 
lived as part of a loving fam

ily for forty years. 
This m

an needs m
ore than an explanation. 

H
e needs to go hom

e. H
e needs to have the 

opportunity to live close to his fam
ily and 

friends, and to be once again part of the 
com

m
unity he belonged to for m

ost of his life.

H
ow

ever challenging it is to say so, the 
truth is that satisfaction, safety and security 
for vulnerable people are not provided by 
buildings of any kind, particularly buildings 
w

hich serve to isolate people from
 the 

com
m

unity in w
hich they live. It is all about 

people. W
hat is m

ost e!ective at keeping us 
safe is exactly w

hat m
akes life interesting and 

ful$lling for us. It’s the connections w
e m

ake, 
the relationships w

e have w
ith others w

hich 
m

ake our lives safe and secure. If w
e live w

here 
w

e are detached from
 the unconditional 

support of our fam
ilies, and are prevented 

from
 m

aking other independent relationships, 
then w

e are truly isolated, and buildings w
ill 

not protect us from
 the predations of those 

w
ho seek to do us harm

.

People have found that really e!ective 
safety and security com

es from
 know

ing 
the neighbours, having friends and fam

ily 
w

ho visit, and being part of a com
m

unity 
w

hose eyes are w
atching w

hat happens. A 
com

m
unity w

hich has a belief that people 
w

ith disability. should be treated w
ith respect 

and given a fair go, w
ill sim

ply not tolerate the 
abuse, neglect and exploitation of those w

ho 
are vulnerable.

I have never m
et anyone w

ho w
as placed 

in an institution because those w
ho did the 

placing w
anted them

 harm
ed. The m

otivation 
is m

ost often about 
safety, security, 
professional care, 
and ‘peace of m

ind’. 
U

nfortunately, w
hen isolation, rejection, 

abuse and neglect com
es along as part of 

the bargain, peace of m
ind gets considerably 

dim
inished.

W
e all need to resist the tem

ptation to 
associate the strong w

alls of institutions w
ith 

protection from
 harm

. W
e need to resist the 

tem
ptation of seeing the congregation of 

people w
ith disability as anything like fam

ily 
life.

Perhaps if w
e listened a little m

ore carefully to 
those w

ith personal experience of institution 
or group hom

e living, then w
e could do m

ore 
to avoid the unintended consequences of our 
good intentions. Recently, I found m

yself at 
another institution visiting a m

an w
ho had 

lived there for m
any years. H

e w
as a quiet, 

gentle person w
ho liked to sit in the sun. 

H
e w

as placed in the institution by fam
ily 

m
em

bers w
ho w

ere 
reassured by the 
talk about the place 
being ‘just like a big 
fam

ily’. As w
e sat 

together one $ne 
m

orning I asked 
him

 how
 he liked living there. H

e glanced up 
at the tw

o m
etre high chain w

ire fence w
ith 

the three m
etre high posts surrounding the 

building and said ... “at least the barbed w
ire 

has gone now
.”

“W
e all need to resist the tem

ptation to associate the 
strong w

alls of institutions w
ith protection from

 harm
. ”

“Perhaps if w
e listened a little m

ore carefully to those 
w

ith personal experience of institution or group hom
e 

living, then w
e could do m

ore to avoid the unintended 
consequences of our good intentions. ”


